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ABSTRACT

Self-Concepts in Adolescents with Autism Spectrum Conditions and Williams
Syndrome

BACKGROUND: Self-concept, defined as a set of self-attitudes that describe
behaviour and characteristics of self (Piers, 1994), is of central importance in one’s
psychological functioning and fundamental to psychological well-being. The
present study explored self-concepts in adolescents with autism spectrum
conditions and Williams syndrome, conditions that present with distinct social
phenotypes. The aim was to investigate whether perceptions of self differ in the
two conditions and whether awareness and attitude to condition is related to self-
image and/or self-esteem.

METHOD: The Self-Image Profile for Adolescents (Butler, 2001), interviews and
standardised tests were used to explore self-concepts and awareness of condition in
16 adolescents with ASC and 18 adolescents with WS.

RESULTS: No significant differences were found on positive and negative self-
image, sense of difference and self-esteem between the two groups, however
results suggest trends of more positive construing of self in adolescents with WS.
No association was found between awareness and attitude to condition and self-
image and/or self-esteem.

CONCLUSIONS: A likely positive social reaction towards individuals with WS
coupled with positive social bias may be attributed to a more positive perception of
self. The need for tailored interventions to promote positive self-concept was
highlighted in the light of evidence that behavioural and emotional problems

change with increasing age in the two conditions.

Helena Tucker
Degree of Master of Philosophy
School of Psychological Sciences
The University of Manchester
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CHAPTER 1: UNDERSTANDING SELF-CONCEPT - DEVELOPMENT IN
CHILDHOOD AND ADOLESCENCE

Aims and Objectives of Chapter One

The aim of chapter one is to highlight the importance of self-concept in
psychological functioning and its association with life outcomes. Literature on the
development of self-concept in childhood and adolescence will be reviewed to set

the scene for enquiry in self-concept in adolescent with ASC and WS.

Introduction

For the purpose of this study, it is important to clarify the use of ‘self’ terms. There
has been some confusion in the frequent and interchangeable use of ‘self’ terms
including self-esteem, self-concept and self-image (Butler & Gasson, 2006).
Shavelson & Bolus (1982) provided some clarification and described self-concept
as an overall global term for the perception of self, with self-esteem as its
evaluating component highlighting the discrepancy between the real and ideal self
(Butler & Green, 2007). Self-image refers to how one perceives descriptive
characteristics of self (Butler & Gasson, 2005). The terms ‘self-perceptions’, ‘self-
description’ and ‘self-representations’ have been used interchangeably referring to

how one describes oneself through the use of language (Harter, 1999).

Self-concept is of central importance in one’s psychological functioning (Elmer,
2001; Glick, Bybee, & Zigler, 1997) and fundamental to psychological well-being.
Positive self-belief is associated with happiness, motivation and positive life
outcomes such as academic achievement. On the other hand, negative self-belief is
related to negative life outcomes, depression and anxiety (Craven & Marsh, 2008).
A variety of settings such as education, child development, social services, mental
and physical health, etc. identify self-concept as a crucial construct and focus on its

enhancement (Craven & Marsh, 2008).

The purpose of this study is to explore self-concepts in adolescents with ASC and

WS. Before reviewing literature relevant to these two conditions, it is appropriate

11



to focus on understanding the development of self-concepts in childhood and
adolescence. The Jamesian theory will be briefly introduced to in order to provide
background of conceptualisation and formulation of self-concept. The ‘symbolic
interactionist’ view will then be considered, demonstrating the importance of
interpersonal relationships and how these affect the development of self. A review
of the developmental model of self-understanding by Hart & Damon (1988) and
the significant work of Harter (1999) on the development of self-understanding
will follow. Subsequently, personal construct perspective (Kelly, 1955) and its
implications for understanding the development of self-concept will be discussed.

Finally, attention will be given to self-esteem, the evaluative component of self.

Jamesian Theory

In the classic analysis of self-concept, James (1892/1961, p.44) distinguished two
components of the self. ‘Me’ is the sum of all personal attributes, with its primary
elements including material (body, possessions), social (relations, roles,
personality) and spiritual (consciousness, thoughts, psychological mechanisms)
constituents. In the Jamesian theory, as suggested by Hart & Damon (1988), self-
concept is constituted in the hierarchical organization of ‘me’ constituents,
whereby one becomes aware of all aspects of the self though observation and
feedback from others, which are then placed in order of importance. ‘I’ is the
abstract component of self, categorised into four types of experience: agency
(autonomy of self), distinctness (how one is different to others), continuity
(stability of the ‘I’) and reflection (self-consciousness). James interjects the
indeterminate nature of the ‘I’ and the difficulty with its investigation. In Mead’s
(1934) modification of James’ theory, he suggests accessing the ‘I’ though the ‘me’
by understanding the subjective and objective knowledge of self. Understanding of
the ‘I" experiences is provided through one’s knowledge of what one is
experiencing, rather than the experience itself. Much more could be written about
James’ work on self-concept, however, for the purpose of this study, his theory is
briefly described to provide a background for conceptualising the self, which

influenced much of later work in this area.
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Symbolic Interactionsist Perspective on Self-Concept

The symbolic interactionist perspective, conversely to the Jamesian theory,
emphasises the importance of interpersonal relationships and how these affect the
development of self (Harter, 1999). The self is viewed as a ‘social construction’
established by symbolic interactions, i.e. social interactions and verbal exchanges
with others (Baldwin, 1902; Cooley, 1902; Mead, 1934). Cooley’s (1902) concept
of the ‘looking glass self” lays emphasis on one’s interpersonal relationships and
interactions, wherein one is influenced by the perception of others, and in turn
reinforces their perceptions on self. Cooley’s (1902, p.152) words: ‘I am not what I
think I am and I am not what you think I am; I am what I think that you think I am’
encapsulates the notion that we perceive ourselves as a reflection of how we

believe others see us.

Common themes emerging from the symbolic interactionist literature are children’s
imitation of significant others, seeking approval and regulating behaviour
accordingly and taking on the views and values of significant others. It is suggested
that childrens perception of self is shaped by how they believe significant others
perceive them (Harter, 1999). Research that is congruent with the above
formulations stresses the importance of interactions with caregivers and significant
others and how these affect the developing concept of self (e.g. Bretheron, 1991;
Case, 1991; Harter, 1998). In particular, the link between approval or disapproval
and global self-worth, the overall perception of self-domains, is highlighted as
parental validation and approval are significant in childhood and adolescence and
are highly correlated with self-worth. As a child progresses to adolescence, the
approval of self by peers also becomes important, but Harter (1999) suggests that
peer approval per se does not diminish the significance of support and approval by
parents in adolescents. There is evidence to suggest the positive effect of social
inclusion and peer acceptance (Altermatt & Pomerantz, 2003; Dubois et al., 2002;
Pijl & Frostad, 2010), while the lack of peer acceptance is associated with lower
academic self-concept (Asher & Coie, 1990; Flook, Repetti, & Ullman, 2005).
Furthermore, social acceptance and global self worth has been shown to be
associated with the severity of depression in adolescents (King, Naylor, Segal,

Evans, & Shain, 1993) and feelings of not being accepted by relevant others as
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related to psychotic symptoms (Lincoln et al., 2010). The symbolic interactionist
perspective offers important insight into the development of self-concept, which is
viewed as the result of active interpersonal process rather than a trait that is
manifested over time. As noted by Harter (1999), both the Jamesian and the
symbolic interactionist formulations add to the overall understanding of self-worth
in children and adolescents. Having discussed the symbolic interactionist
perspective, attention will now be given to the developmental model of self-

understanding.

The Developmental Model of Self-Understanding

In their integrative account, Hart & Damon (1988) describe the multi-faceted
developmental model of self-understanding following on the work of James
(1890/1950) and Mead (1934). They address the lack of a developmental
component in James’ version of self-concept and describe a comprehensive
account of how self-understanding develops across multiple domains that interact
with one another (Damon & Hart, 1982, 1988). They point to the behavioural
evidence that children from a very young age attributing characteristics to
themselves (Kegan, 1982) and talk about themselves in psychological and social
terms and in terms of actions, i.e. what the child does (Keller, Ford, & Meacham,

1978).

Describing the developmental model of self-understanding, Hart & Damon (1988)
organised the self-as-object, the Jamesian ‘Me’, into four constituents of physical,
active, social and psychological self. Through the course of development the child
moves through four developmental levels described as ‘categorical identifications’,
‘comparative assessment’, ‘inter-personal implications’ and ‘systematic beliefs and
plans’ (Hart & Damon, 1988, p.10). At the first level of development - categorical
identifications (early childhood), one would simply describe oneself as belonging
to a specific group/category without implication of a meaning. At the ‘comparative
assessment’ level (middle to late childhood), children describe themselves using
relational statements as a result comparing self to others. This comparison is
focused on abilities and performances. As the name of the third developmental

level suggests - interpersonal implications (early adolescence), one moves on from
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simple comparison to focus on one’s interaction with others and its implications on
one’s position in a group. At developmental level number 4 - systematic beliefs and
plans (late adolescence), one’s perception and understanding of self becomes
systematic and includes belief systems, personal and moral standards and personal
philosophy. The ‘I’, the self-as-subject, is divided into three concepts of continuity,
distinctiveness and agency and according to the developmental model, it goes
through the same developmental stages at the above described ‘self-as-object’ yet
each concept has its own development trajectory. The concept of ‘reflection’ is not

included in the model due to it being inaccessible to the researcher.

Following the necessarily brief description of this model, it shall be noted that it
has been fundamental in further research investigating self-understanding in
various groups, including typically developing children (Malti, 2006), children
with autism and adolescents with Asperger syndrome (Jackson, Skirrow, & Hare,
2012; Lee & Hobson, 1998) and in adolescents with specific psychopathology, e.g.
eating disorders (Levitt & Hart, 1991).

Developmental and Organisational Model of Self

The work of Harter (1999) has been fundamental to our understanding of the
development of self. Similarly to Damon and Hart (1988) and Shavelson, Hubner,
& Stanton (1976), Harter (1999) advocates that self-concept is multidimensional
and hierarchical, contrary to the one-dimensional views attempting to measure and
conceptualise the self as a whole (Coopersmith, 1967). The hierarchical structure of
self-concept is also supported in more recent reviews (Byrne, 1996; Marsh, 2007;
Marsh, Craven, & Martin, 2006). Harter categorised self-perceptions into domains
— ‘academic’, ‘athletic competence’, ‘physical appearance’, ‘social’, ‘behavioural’
and an overall global construction ‘self worth’. In her influential work, Harter
illustrates a strong developmental component of self-concept from early childhood
through adolescence to adulthood described in more detail in the following

sections.

Development of Self-Concept in Early to Late Childhood
According to Harter (1999), children in very early childhood (3-4 years old)
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describe themselves by concrete accounts and characteristics that can be observed
by others (e.g. I live with my mum and sister, I like to watch TV). As children at
this age are unable to synthesize elements of self, their descriptions are
discontinuous and fragmented. They also tend to be unrealistically positive about
themselves and see themselves in terms of ‘absolutes’ (all good or all bad) as they
lack the ability to realistically compare self to others and distinguish between
various domains of self. In early to middle childhood (5-7 years old) some of these
elements are still present, however children become more able at de-fragmenting
the concrete descriptions of self into a more coherent whole and making ‘temporal’
comparisons, i.e. appreciating that characteristics and abilities change over time.
Middle to late childhood (8-11 years old) is a key developmental stage where
increased cognitive ability impacts on the formation of global evaluation of self.
Unlike in early childhood where attributes of self are fragmented, children’s
perceptions of self become more balanced demonstrating the ability to integrate
positive and negative self-representations. Children also begin to compare
themselves to their peers and distinguish between the various domains of self and
form a more realistic view of self. Their perception of self is dependent upon how
adept they feel they are in domains that they consider to be important (Harter,

1999).

Development of Self-Concept in Adolescence

Harter (1999) described three developmental stages of self-concept in adolescence.
Interpersonal attributes play a central role in early adolescence. Increased cognitive
ability contributes to the formation of abstract self-attributes, which at this stage of
development are perceived as separate characteristics. Furthermore, the adolescent
does not seem concerned by separate presentations of self that may be
contradictory (e.g. happy and sad). With the increasing levels of social pressure one
may feel forced to present oneself differently in different situations and a distorted
perception of self may be observed due to the inability to distinguish between
multiple portraits of self (Brewer & Cutting, 1976; Harter, 1999). In middle
adolescence, we see a manifestation of a conflict and confusion with the increasing
emergence of contradictory attributes that the adolescent struggles to integrate. As

a result, adolescent at this developmental stage may display mood swings, changes
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in behaviour and evaluations of self. A strong link emerges between self-worth
and perceived validation of self by important others. If one is preoccupied with the

gap between the real and ideal self this may result in low self-worth (Harter, 1999).

During late adolescence, one develops the ability to synthesize the multiple
components and domains of self into a unified entity (Erickson, 1968) and self
perceptions and standards undergo a process of internalisation (Harter, 1999).
Adolescents’ ability to make realistic comparisons with others leads to a more
realistic view of self, however this makes them at risk of negative self-esteem if
they perceive themselves as not adept in domains that are important to them
(Harter, 1999). Where there is a large discrepancy between the real and ideal self,
the adolescent may experience depressive affect (Courtney, Gamboz, & Johnson,
2008; Evans, 1998). Furthermore, Harrop & Trower (2001) postulated a link
between incomplete self-development in adolescence and the subsequent
development of psychosis. They propose that vulnerable adolescents face self-
construction difficulties and that such ‘blocked adolescence’ may result in the
emergence of psychosis. Physical appearance also plays an important role in self-
perception of adolescents (Erickson, 1959; Harter, 1999; Haugen, Séfvenbom, &
Ommundsen, 2011; Kroger, 2007) and it is exaggerated by the desire and perceived

pressure to be attractive (Evans, Brody, & Noam, 1995).

Harter’s detailed description of developmental differences in the perception of self
across the developmental levels in childhood and adolescence has been
fundamental in understanding of the cognitive-developmental framework and

liabilities associated with each stage of the child’s development.

Personal Construct Psychology

The perspective of personal construct psychology (PCP) has been important in
further understanding of self-concept. In his significant pioneering work, Kelly
(1955) details the theory of personal constructs where ‘a person’s processes are
psychologically channelised by the way in which he [sic] anticipates events’
(Kelly, 1955, p.46). According to Kelly, the individual is seeking to understand the

self and his/her world and through this process identifies similarities and themes
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and creates so called ‘constructs’, which will unable him/her to anticipate and
predict future events. Thus, he/she develops unique and subjective perception and
understanding of reality shaped by his/her interpretations of events (Dalton &
Dunnett, 1999). Constructs are fluid and considered to have contrasting poles (e.g.
active - lazy), which are sought to enhance the understanding of one’s construing
(Butler & Green, 2007). Furthermore, it is proposed that children have a low level
of awareness of their construing (Ravenette, 1997), whereby they do not

consciously access their constructs before they act.

Personal construct theory (PCT) does not seek to categorise or predict one’s
behaviour, but its aim is to assist the individual in understanding him/herself, what
is important to him/her and becoming aware of his/her means of construing (Dalton
& Dunnett, 1999; Kelly, 1955). In describing the structure of constructs, Kelly
proposed that constructs are interrelated and subsuming and presented in terms of
superordinacy and subordinacy. One of PCT techniques to elicit constructs is
called laddering. It uses questions to elaborate on superordinate constructs such as
“what life is all about” (Fransella & Dalton, 1990). A way to elicit more concrete
subordinate constructs may be achieved by asking what a construct means to the

individual. Kelly called this method pyramiding.

Constructs in Children and Adolescents

Kelly’s detailed description of PCT is based on his work with adults and he writes
very little about the use of PCT with children. He suggested that the child’s earliest
constructs are bodily states. Later on, significant others function as constructs and
later still they are represented by verbal symbols (Ravenette, 1999). Ravenette
points out Kelly’s omission to identify that children’s ‘own actions and the actions
of others in relation to children’ (p.43) are a significant source of children’s
expectations. He illustrates the complexity of children’s constructs and explains
that unlike in adulthood, when the base of expectation is relatively stable,
children’s verbal representations are still developing and the base of expectations is
only becoming more established as children progress through development.
According to Ravenette, development of the sense of self is closely connected to

the process of our constructs being confirmed or disconfirmed, which establishes a
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certain level of consistency in one’s responses to events. As children develop and
interact with their environment, they encounter and make sense of various events or
‘elements’ and their construing becomes more detailed (Damon & Hart, 1982). In
early childhood children often construe events widely (e.g. ‘all good or ‘all bad’
and ‘happy’ or ‘sad’). As they develop they become more skilled in conceiving

constructs that are more narrow and complex (Butler & Green, 2007).

PCT and Self-Construing

PCT suggests hierarchical structure of the self. At the lowest level constructs
include ‘physical characteristics’, ‘social roles’ and ‘behavioural nature’ (Butler &
Green, 2007). Such descriptions of self are usually offered by young children
between the ages of 4-7 years (Harter, 1990). At this stage, higher level constructs
of social and psychological nature begin to emerge (Robinson, 2007) with the most
superordinate level being core constructs, which are a foundation for the way one
behaves and perceives oneself (Butler & Green, 2007). By the age of 8 years,
constructs become more complex and abstract, comparisons with others become
more reliable and social awareness more prominent. With transition to adolescence,
one establishes their perception of the real and the ideal self. Adolescents
experience incongruous aspects of self that may be demonstrated in different
situations and with different people (e.g. easygoing with friends but moody at
home). Experiencing so called ‘multiple selves’ can be difficult for the individual
to deal with, yet as the adolescent progresses through this stage, this conflict is

usually resolved (Harter, 1999).

It is important to note that there are researchers who suggest that developmental
models are not sufficient to explain variation how the self develops (Zigler, 1999).
Particularly, as detailed above, social interaction and interpersonal relationships
play a significant role in establishing one’s core constructs by the influence of

construing others on our own perception of self (Kelly, 1955).

Core Construing
Kelly (1995) suggests that core construing shapes maintenance of the self and

regulates our behaviour and actions and unlike constructs at a more subordinate
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level, core constructs are resistant to change. Core constructs lie at low level of
awareness (Leitner & Thomas, 2003; Ravenette, 2003). If they were easily
accessible, there is a higher possibility of invalidation, which may lead to what is
called ‘Kellyan hostility’, which is a denial of invalidating evidence and

persistence to maintain the core belief.

It is proposed that core constructs are unique to each individual (Butler & Green,
2007), yet there are views suggesting that core constructs are finite. Rowe (2003)
conjectured that individuals’ construing is underpinned by their interpersonal
relationships and need for acceptance, or by their need for order and control and
striving for achievement. Tafarodi & Swann (1995) affirm this view by suggesting
that ‘self-liking’ and ‘self-competence’ are the two fundamental core constructs.
Congruent with Cooley’s social cognitive perspective, self-liking is dependent
upon one’s perception of others’ views and reactions towards oneself leading to
establishing constructs associated with approval by others and fear of rejection.
Unlike self-liking, self-competence is represented by a view of self as competent
and in control, evaluating internal qualities and principles, which may be
independent of the view and approval of others. This focus on maintaining one’s
sense of self by the concept of motivation was challenged by Kelly’s view of core
constructs defining a person’s identity by ‘anticipatory actions’ when one desires

and anticipates validation (Butler and Green, 2007).

Clusters of Core Construing

In a survey with 419 adults, Butler (2006) found four clusters of core constructs,
proposing that these begin to form in childhood and are characterised in terms of
continuity. The four clusters are described as ‘self-competence based on a need to
make sense’; ‘self-respect based on relatedness’; ‘self-determination based on

achievement’; and ‘self-reliance based on individuality’.

In the first cluster, ‘self-competence based on a need to make sense’, the
fundamental question of the young person is: ‘Am I capable?’ The individual seeks
validation by engaging in activities he/she is good at to confirm his/her sense of

feeling competent and capable. Conversely, we see children and young people not
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wanting to engage in activities that would invalidate such notion. Using the
framework of James 1890/1950) and more recently Harter (1999), individuals’
achievements are perceived as judged against internal personal standards. Hence, a

young person may be putting significant effort into a task he wants to succeed in.

The second cluster, ‘self-respect based on relatedness’, is reiterating Rowe's (2003)
view of one’s need for interpersonal relationships, sense of acceptance and being
understood by others, whereby one may conform to others to avoid rejection. The
fundamental question here is: ‘How well liked am 17" Stager & Young (1982)
found that the most important factor in children’s construing was in fact
relatedness, specifically how children felt to be liked or disliked by others. Leitner
& Thomas (2003) suggest that the notion of self is best understood in a social
context. Through core construing around self-respect, young people’s actions are
influenced by their anticipation of others’ approval, therefore they are likely to
build relationships where they feel valued and accepted, where they please others,

demonstrate accomplishment and seek appraisal.

The third cluster, ‘self-determination based on achievement’, is related to Rowe’s
descriptions of striving for achievement, where one is seeking to gain success
whilst avoiding failure. The central question is: ‘Will I succeed?’ Through utilising
the core construct of self-determination, one seeks for validation of success by
approval and recognition by others. This may be evidenced by young children
eagerly wanting to demonstrate their new skills and their desire for others to

recognise their achievements.

In the fourth cluster, ‘self-reliance based on individuality’, the important question
is ‘Am I being myself?” when one is looking for the sense of being different,
independent and not conforming to one’s surroundings. We see young people’s
various expressions of their search to be individual, which may be in their sense of
fashion, humour, creativity, etc. (Butler & Green, 2007). In sum, it is suggested
that constructs are interrelated and hierarchical in structure, with core construct
being at the most superordinate level directing all behaviour and maintaining one’s
identity. The function of actions and behaviour displayed by the individual is to

validate the core construct maintaining the sense of self.
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The Use of PCT Principles with Children and Adolescents

The principles of PCT are applied in educational and clinical settings with children
and adolescents to gain a better understanding of their reality and to offer help with
various difficulties (Butler & Green, 2007; Ravenette, 1999, 2003). PCT has been
used with typically developing children (Butler, Redfern, & Forsythe, 1990; Butler,
Redfern, & Holland, 1994). Personal construct elicitation methods have also been
successfully employed to explore self-image in children and adolescents with
learning disabilities (Maxwell, 2006; Oliver, 1986; Thomas, Butler, Hare, & Green,
2011).

Having reviewed multiple perspectives on self-concept and its development,
attention will now be given to self-esteem, the evaluating components of self-

concept, and self-image, being the descriptive component of self.

Self-Esteem

Self-concept and self-esteem have often been used interchangeably. There have
been some attempts to characterise self-esteem as the affective component and self-
concept as the cognitive component of self. However, Shavelson et al., (1976)
argued that there is little empirical evidence for this distinction and proposed that
domains of self-concept such as academic, social and physical are evaluative in
their nature, which was supported by Marsh, Craven, & Debus (2000) and Swann,
Chang-Schneider, & Larsen McClarty (2007). Craven & Marsh (2008) describe
self-esteem as the global component of self-concept, being ‘operationalised as a
higher-order factor in a multidimensional model of self-concept’ (p.106), separate

from self-concept domains such as physical, social, and academic.

Similarly, Harter (2003) described self-esteem as the evaluating component of self-
concept, whereby one assesses their value as a person and detailed domains of self-
esteem as scholastic competence, athletic competence, peer likeability, physical
appearance and behavioural conduct, with global self-esteem being the overarching
construct. According to Harter (1999), with increasing age children become more
skilled at evaluating themselves in comparison with others. Young children

evaluate their skills or characteristics in specific domains and it is not until middle
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childhood when children begin to make overall evaluations about their worth as a
person and their view of self is shaped by how adept they feel in domains that they
perceive important. In similar fashion, (Butler & Green, 1998, 2007) describe self-
esteem as one’s perceived difference between ‘where I am’ and ‘where I want to
be’, and their ‘affective reflection’ on this discrepancy. Therefore, where such
discrepancy is high, one feels far from the ideal self and his/her self-esteem is low,
whereas one would have a high self-esteem when he/she feels the real self is not

distant to the ideal self.

Distinction of Self-Esteem from Self-Image

Although self-esteem and self-image are often used interchangeably, self-image is
considered to be a descriptive component of self — ‘the constructs, dimensions or
characteristics by which the self is identified’ (Butler, 2001, p.3). It reflects how
one thinks about oneself, in PCT terminology, how one construes oneself (e.g.
good looking, happy, kind, lazy, boring, etc.) (Butler, 2001). As detailed above,
such constructs are hierarchical and become more complex over the course of
development. Similarly to Harter (1999), Bybee & Zigler (1991) suggest that that

self-image follows cognitive-developmental framework.

Components of Self-Esteem

In the last decade researchers identified important components self-esteem (Harter,
2003; Kernis, 2002). Kernis & Goldman (2003) described self-esteem stability as
an important aspect of self-esteem. As self-esteem fluctuates, it affects the feelings
of self-worth and therefore makes them unstable. More fluctuation of self-esteem is
present in childhood with stabilisation increasing in adolescence (Trzesniewski,

Donnellan, & Robins, 2003).

Another important aspect of self-esteem in contingency. Self-esteem is contingent
upon outcomes and achievements (Kernis, 2002) and individuals with contingent
self-esteem seek approval of others. Their self-esteem is fragile and fluctuates
depending on perceived success and performance. A distinction is made between
domain-specific and global contingent self-esteem. Domain-specific contingent

self-esteem fluctuates in accordance with perceived success or failure in domains
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of importance such as appearance, approval of significant others or sport (Crocker
& Wolfe, 2001). Bos, Muris, Mulkens, & Schaalma, (2006) suggest that domain-
specific contingent self—esteem can be related to psychopathology in adolescent,
e.g. contingency on appearance and eating disorders (Bjorck, Clinton, Sohlberg,
Hillstrom, & Norring, 2007; Bjorck, Clinton, Sohlberg, Hillstrom, & Norring,
2003).

A distinction is also made between implicit and explicit self-esteem. Implicit self-
esteem lies at a low level of awareness and is related to automatic self-evaluation,
whilst in contrast explicit self-esteem is easily accessible to awareness and
relatively controlled (Baccus, Baldwin, & Packer, 2004; Dijksterhuis, 2004). Low
correlation of implicit and explicit self-esteem suggests that these are two separated
processes (Baccus et al., 2004; Hofmann, Gawronski, Gschwendner, Le, &

Schmitt, 2005).

Development of Self-Esteem

Leary & MacDonald (2003) proposed that children take on the views that their
parents or significant others have about them. Therefore, children with parents who
are supportive, approving and nurturing are likely to develop positive self-esteem.
In adolescence, approval of peers begins to play an important role in addition to

parental acceptance.

Children’s global self-esteem is initially rather positive, yet tends to decline
dramatically in adolescence (Major, Barr, Zubek, & Babey, 1999; Robins,
Trzesniewski, Tracy, Gosling, & Potter, 2002). This can be attributed to the
important biological, cognitive, social, psychological and academic changes at this
stage of development (Finkenauer, Engels, Meeus, & Oosterwegel, 2002; Robins et
al., 2002). Contrary to these assertions, Erol & Orth (2011) in their longitudinal
study found that self-esteem increases during adolescence and continues to increase
more slowly in young adulthood. With regard to gender differences in childhood,
Robins et al., (2002) and Erol & Ulrich (2011) found no difference in gender,
however other studies propose that boys have higher self-esteem than girls (Kling,
Hyde, Showers, & Buswell, 1999). As for adolescence, there is evidence to suggest

that self-esteem declines more significantly in adolescent girls than boys (Robins et
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al., 2002).

Self-Esteem and Life Outcomes

Self-esteem is associated with a wide range of life outcomes in children and
adolescents such as academic achievement and social functioning, and plays an
important role in developing children’s feelings of competence (Gurney, 1988).
Positive view of self impacts on one’s feelings, behaviours and thoughts (Jerome,
Fujiki, Brinton, & James, 2002). Self-esteem has been shown to be related to
academic achievement (Booth & Gerard, 2011; Mohammad, 2010; Rahmani, 2011)
and improved health and behaviour (Dalgas-Pelish, 2006; Johnson, 2011; Paradise
& Kernis, 2002). With respect to social functioning, self-esteem is related to peer
acceptance (Thomaes et al., 2010). Elmer (2001) conjectured that negative self-
esteem is related to negative behaviour towards oneself as well as allowing others

to treat oneself negatively.

There is also evidence to suggest that low self-esteem is related to
psychopathology, including anxiety (Coudevylle, Gernigon, & Martin Ginis, 2011;
Fathi-Ashtiani, Ejei, Khodapanahi, & Tarkhorani, 2007), eating problems and
depression (e.g. (Courtney et al., 2008; Harter, 1993; Renouf & Harter, 1990) and
increased risk-taking, self-harm and suicide attempts (Rhodes & Wood, 1992).

Bos, Huijding, Muris, Vogel, & Biesheuvel, (2010) found that global and
contingent components of self-esteem had a unique effects on symptoms of
depression, anxiety and eating problems in adolescents. Yet, recent study by
Michalak, Teismann, Heidenreich, Strohle, & Vocks, (2010) challenges the view
that self-esteem is a prerequisite for healthy functioning providing evidence that
non-judgemental mindful acceptance moderates the relationship between self-

esteem and depression.

Comparison with Others

We know that one’s comparison to those around him/her has direct link to
happiness and self-esteem (Festinger, 1954). Sociometric status can be described as
respect and admiration one receives from individuals in their social group, e.g.

classmates, peers, neighbours (Anderson, John, Keltner, & Kring, 2001). Social
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acceptances and feelings of admiration, belongingness and respect from peers are
important predictors of psychological well being (Baumeister & Leary, 1995;
Keltner, Gruenfeld, & Anderson, 2003) supporting Tajfel and Turner’s social
identity theory (Tajfel & Turner, 1979) suggesting a direct link between one’s
social identity and self-esteem, belonging and purpose (Anderson, Kraus, Galinsky,

& Keltner, 2012; Haslam, Jetten, Postmes, & Haslam, 2009).

Conclusion

Self-concept is a psychological construct of great significance that affects one’s
potential and facilitates important life outcomes (Craven & Marsh, 2008; Marsh,
2007). The notion of self-concept and self-esteem and its development was
reviewed in this chapter using cognitive-developmental and social-cognitive
frameworks. A particular emphasis was placed on personal construct perspective
as it provides an evidence-based framework and its elicitation techniques have been
successfully used in research and clinical practice with individuals with intellectual
disabilities (Maxwell, 2006; Oliver, 1986; Thomas, Butler, Hare, & Green, 2011).
Both, the formulations of self with roots in the Jamesian theory and those of
symbolic interactionist perspective are important in the overall understanding of
self-concept in children and adolescents. In addition, significant associations were
proposed between self-concept and self-esteem, and child and adolescent
psychopathology and life outcomes such as academic achievement and peer

acceptance.
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CHAPTER 2: SELF-CONCEPT IN CHILDREN AND ADOLESCENTS
WITH ASC AND WILLIAMS SYNDROME

Aims and Objectives of Chapter Two

The previous chapter focused on the development of self-concept in typically
developing children and adolescents setting a scene for further enquiry into self-
concepts in adolescents with autism spectrum conditions and Williams syndrome.
The goal of chapter two is to review the work on self-concept in children and

adolescents with these conditions with focus on the role of social functioning.

Introduction

ASC and WS are both genetically based neurodevelopmental disorders. It is
conjectured that typical brain development is affected by specific genetic
abnormalities resulting into discrete phenotypes, which are characteristic of these
disorders (Tager-Flusberg, Skwerer, & Joseph, 2006). ASC and WS present with
distinct social phenotypes. Although both of these groups demonstrate impairment
in social understanding, such as understanding the emotional expressions of others
(Gagliardi et al., 2003), discriminating social cues, forming social relationships and
performance on Theory of Mind tasks (Tager-Flusberg et al., 2006), there are
contrasting differences in their social and communication profiles. Individuals with
ASC are characterised by impairment in social interactions manifested by ‘lack of
social or emotional reciprocity’ (DSM-IV-TR, American Psychiatric Association,
2000, p.75) and often described as socially withdrawn (Green, Gilchrist, Burton, &
Cox, 2000). Unlike ASC, WS is characterised by hypersociability, high empathy
for others and being socially fearless (Meyer-Lindenberg, Mervis, & Berman,
2006) and individuals with WS are often described as more friendly than other
individuals with developmental disorders (Frigerio et al., 2006). The aim of this
study is to explore and compare how adolescents with these two conditions

construe their sense of self.
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AUTISM SPECTRUM CONDITIONS

Autism  Spectrum Conditions (ASCs) are neurodevelopmental disorders
characterised by social and communication impairment accompanied by narrow
interest and/or repetitive and stereotyped behaviour (ICD-10, World Health
Organisation, 1992). There is growing evidence that ASC presentation can be
accounted for by abnormal brain development as a result of genetic origin (Bailey,
Phillips, & Rutter, 1996; Happe & Frith, 1996) with prevalence estimated to be 157
per 10, 000 (Simon Baron-Cohen et al., 2009). The term ‘autism’ was first used by
Bleuler (1911) to describe a marked social withdrawal in patients with
schizophrenia. Kanner (1943) used the term to refer to a social withdrawal of a
group of children he observed in his clinical practice, described in his seminal
paper Autistic Disturbances of Affective Contact (1943). These children shared
characteristic features, which are now referred to as ‘classic’ or ‘Kanner’s’ autism,
including: failure to relate to people from early life while demonstrating fascination
for objects; good cognitive potential; obsessive desire for maintenance of sameness
and insistence on routines; atypical speech including muteness and echolalia; and

limitations in the variety of spontaneous activity and play.

In 1944, Asperger (Asperger, 1944) used the term ‘autistic psychopathy’ to
describe children who demonstrated difficulty with social interaction and
integration. His work only became widely know in the 1980’s after the publication
of ‘Asperger’s syndrome’ by Wing (1981). Key characteristics of Asperger
syndrome (AS) from Wing’s account include: typical language development;
impaired non-verbal communication; limitations in reciprocal interaction; lack of
empathy; repetitive activities and intense absorption in certain interests; poor motor

coordination; and a higher prevalence in boys.

According to the ICD-10 classification, ASCs subgroups include child autism,
Asperger syndrome, pervasive developmental disorder ‘other’ (PDD other) and
atypical autism. In childhood autism, language delay is a typical feature
accompanied by cognitive ability, which may be below the average range. To
receive a diagnosis of ‘childhood autism’, the following criteria in the ICD-10

(WHO, 1992) must be fulfilled:
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A. Abnormal or impaired development is evident before the age of 3 years in at

least one of the following areas:

1. receptive or expressive language as used in social communication;
2. the development of selective social attachments or of reciprocal social
interaction;

3. functional or symbolic play.

B. A total of at least six symptoms from (1), (2) and (3) must be present, with at

least two from (1) and at least one from each of (2) and (3)

1. Qualitative impairment in social interaction are manifest in at least two

of the following areas:

a. failure adequately to use eye-to-eye gaze, facial expression, body postures, and

gestures to regulate social interaction;

b. failure to develop (in a manner appropriate to mental age, and despite ample
opportunities) peer relationships that involve a mutual sharing of interests,

activities and emotions;

c. lack of socio-emotional reciprocity as shown by an impaired or deviant response
to other people’s emotions; or lack of modulation of behaviour according to social

context; or a weak integration of social, emotional, and communicative behaviours;

d. lack of spontaneous seeking to share enjoyment, interests, or achievements with
other people (e.g. a lack of showing, bringing, or pointing out to other people

objects of interest to the individual).

2. Qualitative abnormalities in communication as manifest in at least one of the

following areas:

a. delay in or total lack of, development of spoken language that is not
accompanied by an attempt to compensate through the use of gestures or mime as
an alternative mode of communication (often preceded by a lack of communicative

babbling);
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b. relative failure to initiate or sustain conversational interchange (at whatever level
of language skill is present), in which there is reciprocal responsiveness to the

communications of the other person;

c. stereotyped and repetitive use of language or idiosyncratic use of words or

phrases;

d. lack of varied spontaneous make-believe play or (when young) social imitative

play

3. Restricted, repetitive, and stereotyped patterns of behaviour, interests,

and activities are manifested in at least one of the following:

a. An encompassing preoccupation with one or more stereotyped and restricted
patterns of interest that are abnormal in content or focus; or one or more interests
that are abnormal in their intensity and circumscribed nature though not in their

content or focus;

b. Apparently compulsive adherence to specific, nonfunctional routines or rituals;

c. Stereotyped and repetitive motor mannerisms that involve either hand or finger

flapping or twisting or complex whole body movements;

d. Preoccupations with part-objects of non-functional elements of play materials
(such as their order, the feel of their surface, or the noise or vibration they

generate).

C. The clinical picture is not attributable to the other varieties of pervasive
developmental disorders; specific development disorder of receptive language
(F80.2) with secondary socio-emotional problems, reactive attachment disorder
(F94.1) or disinhibited attachment disorder (F94.2); mental retardation (F70-F72)
with some associated emotional or behavioural disorders; schizophrenia (F20.-) of

unusually early onset; and Rett’s Syndrome (F84.12).

According to ICD-10 criteria for AS, language follows typical development and

cognitive ability is in the average range or above. There has been much debate
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whether AS is synonymous with high-functioning autism (HFA) with some
suggesting that AS and HFA are ‘not distinct conditions’ (Wing, 1998, p.23), while
others studies, criticised for being confounded by differing diagnostic criteria,
report differences in AS and HFA (Szatmari, Archer, Fisman, Streiner, & Wilson,
1995). Atypical autism include features such as late age at onset and atypical
symptoms, while in PDD other, autistic features are present, yet criteria for autism,

AS and atypical autism are not met.

Triad of Impairment

In their seminal epidemiological study, Wing and Gould (1979) demonstrated the
range of features of the syndrome that can be manifested and established the
broader spectrum concept. They described the term ‘triad of impairment’
suggesting clusters of core impairments in communication; symbolic, imaginative

activities; and social interaction that are perceived as core features of ASC.

Impairment in communication was described in the form of four types of
abnormalities: absence of speech; abnormal speech including echolalia; reversal of
pronouns; and idiosyncratic use of words and phrases. Abnormalities of symbolic,
imaginative activities included complete absence including pretend play; and
repetitive, stereotyped symbolic activities. Impairment of social interaction was
subdivided into the socially aloof group, where individuals demonstrated aloofness
and indifference to others around them; passive group where individuals made no
spontaneous contact; active but odd group where spontaneous social contact was
made however behaviour was inappropriate; and appropriate interaction group,
where individuals’ behaviour was classed as appropriate in relation to their mental

age (Wing & Gould, 1979, p.15).

Volkmar, Cohen, Bregman, Hooks, & Stevenson (1989) provide some support of
the validity of social subtypes. In their study, children in the ‘aloof” category had
lower intellectual functioning and were younger compared to the passive group,

with the ‘active-but-odd’ children on the other pole of the continuum.
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Emotional Difficulties in ASC

Emotional difficulties are common in individuals with ASC and rates of anxiety
and depression problems are greater than in typically developing peers (Kim,
Szarmari, Bryson, Streiner, & Wilson, 2000). Although its exact prevalence is not
known, there is evidence to suggest that depression is the most common psychiatric
disorder in ASC with rates of 2-37% (Ghaziuddin, Ghaziuddin, & Greden, 2002).
White and colleagues (2009) review (White, Oswald, Ollendick, & Scahill, 2009)
indicated that between 11% and 84% of children with ASC experience some
degree of impairing anxiety. A recent meta-analytic study (van Steensel, Bogels, &
Perrin, 2011) revealed that 39.6% of young people with ASC meet DSM-IV-TR
(APA, 2000) criteria for at least one comorbid anxiety disorder, including specific
phobia (29.8%), OCD (17.4%) and social anxiety disorder (16.6%). There is also
evidence to suggest that anxiety is associated with deficits in social interaction

(White et al., 2009).

Psychological Explanation of ASC

Although there is much evidence to suggest that ASC has a biological origin,
consistent genetic markers have not been defined across individuals with ASC and
there is a prominent psychological line of enquiry. This enquiry includes research
on Theory of Mind (ToM) (Baron-Cohen, Leslie, & Frith, 1985), i.e. the ability to
attribute mental states to others and predict behaviour (Premack & Woodruff,
1978), which is suggested to be at the centre of social and communication
difficulties in ASC. Bowler (2007) conjectures that ToM should not be used to
explain the impairment but it should rather have a descriptive use. Other theories
attempting to explain behaviour in ASC focus on executive function (Pennington &
Ozonoff, 1996) and weak central coherence (Hoy, Hatton, & Hare, 2005). Also, a
specific deficit in autobiographical memory has been reported (Powell & Jordan,
1992), e.g. individuals with ASC demonstrated better recall of observed events
compared to self-experienced events (Hare, Mellor, & Azmi, 2007). It is suggested
that autobiographical memory impairment has a developmental association with
mentalization abilities (Abell & Hare, 2005; Tager-Flusberg, 1991) and that the
combination of impaired autobiographical memory and difficulty to recall

personally experienced events has an affect on self-awareness (Verhoeven et al.,
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2012).

Social Functioning in ASC

Research focusing on social functioning in ASC provides evidence of social
abilities that are impaired in ASC as well as some ‘islets of spared social ability’
(Rosset et al., 2011, p.954). Deficits in social cognition are present even in
individuals with high functioning autism and include difficulties in recognising and
expressing thoughts and emotions and using such knowledge to predict behaviour
(Baron-Cohen, Wheelwright, Hill, Raste, & Plumb, 2001), which is strongly linked
to impairment in communication (Sigman & Ruskin, 1999; Tager-Flusberg &
Sullivan, 2000). ASC is associated with a notable impairment in social attention
and processing of social cues (Dalton et al., 2005; Gervais et al., 2004). A recent
neuroimaging study provides further evidence that social cues in ASC are not
assigned the same priority status as in typically developing controls (Greene et al.,

2011).

Difficulties with the concept of inter-personal self is demonstrated (Capps, Sigman,
& Yirmiya, 1995; Lee & Hobson, 1998) as well as impaired understanding of
relationship between self and others (Stern, 1985) and seeing oneself as a part of a
social context (Lombardo & Baron-Cohen, 2010). Lee & Hobson’s (1998) study
also points to a specific abnormality in the sense of self in relation to others. Their
participants with ASC did not place their self-descriptions in the context of
relationships or social activities, unlike their typically developing peers. Similarly,
Hobson (1990) conjectured that children with autism are limited in ‘self to other’
experience and unable to differentiate their own attitudes from the attitudes of
others. He argued that social-relational limitations could result in difficulties in
forming a concept of interpersonal relationships by the inability to form and
maintain friendships and actually understanding the concept of ‘friend’ (Hobson,

1993, p.5).

The difficulty with forming and maintaining friendships causes concern in regards
to its implications. Kanner describes ‘basic desire for aloneness’ in individuals with

ASC (1943, p. 249), where it may be assumed that aloneness is a desirable and
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positive situation for the individual. However it is important to distinguish one’s
desire to be alone and one feeling alone as a result of lacking the required social
skills. Loneliness is the perceived discrepancy between perception of the quality
and quantity of actual relationships and relationships one wishes to have (Cassidy
& Asher, 1992) and feelings of loneliness have negative consequences one one’s
well-being (Margalit, 1994). Recent research indicates that adolescents with ASC
report higher loneliness rates compared to typically developing peers (Bauminger
& Casari, 2000; Bauminger, Shulman, & Agam, 2004; Bossaert, Colpin, Pijl, &
Petry, 2012) and although they would like to have more friends they do not feel
socially able to do so (Bauminger et al., 2004). Similarly, Attwood (2000) reports
that many individuals with ASC are aware of their social disconnectedness and
wish they could change their reality. The research of Jobe & Williams White,
(2007) indicates that individuals with stronger autistic phenotype report
significantly more loneliness and fewer and shorter duration friendships, linked to
difficulty in social understanding and social skills. In turn, feelings of loneliness
and social inadequacy can be expected to have a negative affect on one’s self-
concept. In reviewing the literature on social functioning in ASC, as already
highlighted in Kanner’s work (Kanner, 1943) implicating difficulty in relational
relatedness, the impairment of social cognitive skills in ASC would suggest

impaired development of self-concept (Bowler, 2007).

ASC and Self-Concept

Studies focusing on perception of disability show negative perceptions of people
with ASC (Gray, 2002). In a more recent study, individuals with no experience of
ASC expressed negative views about people with the condition, e.g. people with
ASC violate social norms, are mentally retarded, cannot live independently, and
there are internal and external causes for their disability (Jones, Zahl, & Huws,
2010). Unique cognitive, social, sensory and behavioural impairments of
individuals with ASC (Mesibov & Shea, 1996) and the way other perceive and
react to these impairments may have a negative effect on their self-concept (Jerome
et al., 2002). Common social reaction toward people with ASC may often be
unfavourable, which carries a high risk of negative consequences for their self-

concept and mental health (Cunningham & Glenn, 2004).
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Huws & Jones (2008) describe the complex reaction to diagnosis in children and
young people with ASC. Disclosure of a diagnosis is viewed in a positive light by
some, allowing one to make sense of previous life experience and providing an
explanation of why one behaves in a certain way. Yet in some cases, awareness of
diagnosis was described as detrimental and stigmatising, and seen as interfering
with one’s plans for the future. Some participants demonstrated that they dislike
the autism ‘label’ and wanted to distance themselves from it. It is suggested that
disclosure of a diagnosis lead to all participants having to re-evaluate their self-
identity and self-concept, similarly to the results of the study of Punshon and
colleagues (Punshon, Skirrow, & Murhpy, 2009). Verhoeven's et al. (2012) study
highlights difficulties with understanding ASC diagnosis and its implications.
Participants know the ‘fact’ they have a diagnosis, yet lacked understanding of how
this is evident in their everyday life. In the study of Jones, Zahl, & Huws (2010)
individuals with HFA described predominant negative emotions including fear and
apprehension about how others saw them and feelings of loneliness, frustration and
depression. Kelly (2005) discussed the pressure individuals with ASC feel under to
change and ‘fix’ their impairment being aware of their difference and negative
attitudes from others. Similarly in the study of Ochs and colleagues (2001),
adolescents with ASC report frustration as they feel marginalised by their peers
who do not understand their condition (Ochs, Kremer-Sadlik, Solomon, & Sirota,
2001). Baines (2012) followed 2 young people with ASC in various social contexts
over a period of 2 years to examine how they construe their identities through
social interaction. She found that these students demonstrated tendencies to
distance themselves from the label of being ‘autistic’. Their experiences included
being used to the perception of others that there is something ‘wrong’ with them
and the pressure to appear ‘normal’. It also highlighted that one is a part of multiple
social contexts and how these contexts influence the way individuals construe their
identity. Comparing children with ASC with typical developing peers, Capps et al.
(1995) reported lower overall perception of self in children with ASC and
highlighted the difficulties with interpersonal self-concept in ASC. Participants
with higher cognitive ability, better social adaptive behaviours and ability to

present emotional experiences viewed themselves as less socially adept.

Finally, there is evidence to suggest that social and interpersonal skills improve as
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children with ASC progress though development (Dimitropoulos, Ho, Klaiman,
Koenig, & Schultz, 2009; Mesibov & Handlan, 1997) which may facilitate
development of positive self-concept. This highlights the importance of
understanding self-concept in terms of development. In sum, social functioning
ability, perception of sociometric status, awareness and perception of diagnosis all

play an important role in the complex process of construing self-concept.

WILLIAMS SYNDROME

WS is a neurodevelopmental disorder caused by a spontaneous microdeletion of a
section of chromosome 7q11.23, which can be detected by the Fluorescent in—situ
Hybridisation (FISH) test (Meyer-Lindenberg et al., 2006) with prevalence
estimates of one in 7,500 births (Stromme, Bjornstad, & Ramstad, 2002). Williams
and colleagues first described the syndrome in 1961 (Williams, Barratt-Boyes, &
Lowe, 1961) focusing predominantly on distinct facial features, growth retardation
and cardiovascular abnormalities, which are typical in WS (80% of individuals
with WS). WS is associated with other somatic symptoms such as endocrine,
gastrointestinal and orthopaedic problems and neurological problems including
coordination difficulties and hypersensitivity to sound (Meyer-Lindenberg et al.,
2006). Its distinct cognitive profile is associated with poor performance on
intelligence measures and visuospatial deficits (Farran & Jarrold, 2003), and
strengths in linguistic abilities (Fishman, Yam, Bellugi, Lincoln, & Mills, 2011)
and verbal short-term memory (Mervis, Morris, Bertrand, & Robinson, 1999). A
prominent social profile is characterised by high sociability and empathy (Doyle,
Bellugi, Korenberg, & Graham, 2004). Even from young age, children with WS are
very keen to interact with others (Mervis et al., 2003) and such behaviour even
extends to strangers (Jones et al., 2000). While children with WS are very sociable
and demonstrate empathy, there are aspects of social understanding that appear
impaired. Individuals with WS demonstrate difficulty with their ability to attribute
mental states (Sullivan & Tager-Flusber, 1999), lack of understanding of emotional
expressions (Gagliardi et al., 2003), difficulties with communication, social
reciprocity and social inhibition (Stojanovik, 2006; Stojanovik & James, 2006),
and social decision-making (Fidler, Hepburn, Most, Philofsky, & Rogers, 2007).
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Unlike in ASC, individuals with WS demonstrated greater behavioural and
emotional difficulties with increasing age and while friendliness and sociability
remains a dominant feature, emotional elements such as anxiety or heightened
arousal may result in disinhibition with negative affect on social interaction
(Dykens, 2000). There is evidence to suggests that young people with WS present
difficulties in forming and maintaining friendships (Klein-Tasman, Li-Barber, &
Magargee, 2011). Research with adults with WS shows similar findings (Davies,
Udwin, & Howlin, 1998; Udwin, 1990).

Emotional Difficulties in WS

Despite the outward gregariousness, WS is associated with high anxiety.
Individuals with WS report high rates of symptoms of generalised and anticipatory
anxiety with up to 54% of participants meeting the DSM-IV-TR (2000)/ ICD-10
(1992) criteria for anxiety disorders (Kennedy, Kaye, & Sadler, 2006; Leyfer,
Woodruff-Borden, Klein-Tasman, Fricke, & Mervis, 2006; Meyer-Lindenberg et
al., 2006; Stinton, Elison, & Howlin, 2010; Stinton, Tomlinson, & Estes, 2012).
There is research to suggest that individuals with WS report significantly higher
rates of anxiety compared to those with ASC, Prader-Willi syndrome, Intellectual
Disability of mixed/unknown aetiology and typically developing children
(Dimitropoulos et al., 2009; Dykens, 2003). Some studies also reported affective
disorders including bipolar disorder, depression and hypomania and psychotic
disorders including schizophrenia with rates of 3-25% and 1-2%, respectively

(Dodd & Ported, 2009; Kennedy et al., 2006; Stinton et al., 2010).

Social Functioning and Positive Interpersonal Bias in WS

In contrast with ASC, WS is associated with high sociability (Asada & Itakura,
2012). In a study comparing sociability in individuals with WS, ASC, Down
syndrome and typically developing individuals, participants with WS were most
sociable and ASC were found to be least sociable (Jones et al., 2000). Studies
focusing on sociable traits in WS report excessive eye contact, lower frequency of
exhibiting negative facial expression (e.g. Jones et al., 2000), more willingness to

approach others and initiation of interaction with strangers (Dodd, Porter, Peters, &
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Rapee, 2010).

Research in the area of perception of facial expression and appraisal of social
information in WS gained much attention in recent years. Faces of those we
communicate with provide important information for social interaction and
therefore the role of face processing skills is crucial in the development of
interpersonal behaviour (Santos, Silva, Rosset, & Deruelle, 2010). There is
evidence to suggest that brain activity related to face recognition is abnormally
organised in WS. A specific impairment in recognising negative facial expressions
is reported (Capitdo et al., 2011) with increased activation to positive facial
expressions (Haas et al., 2009). Significant hypoactivation of the amygdala when
participants with WS are presented with negative facial affect may account for the
pattern of decreased social fear (Meyer-Lindenberg et al., 2005). There is further
supporting evidence demonstrating higher positive ratings of facial expressions
(Frigerio et al., 2006; Porter, Coltheart, & Langdon, 2007), high approachability
and trustworthiness ratings for unfamiliar faces (Martens, Wilson, Dudgeon, &
Reutens, 2009; Porter et al., 2007) and reduced arousal to negative social images in
adolescents and adults with WS (Plesa-Skwerer et al., 2011). Furthermore, there is
evidence of absence of anger superiority effect in WS, i.e. angry and threatening
faces are more prominent and identified more efficiently than other expressions
(Hansen & Hansen, 1988). Interestingly, the anger superiority effect is intact in
ASC and AS (Ashwin, Wheelwright, & Baron-Cohen, 2006; Krysko & Rutherford,
2009; Rosset et al., 2011). A recent review comparing ASC and WS reported that
overall WS demonstrated higher preference to faces and eye, while findings
regarding emotion recognition in the two syndromes are mixed and more research

in this area would be beneficial (Asada & Itakura, 2012).

Research on facial expression abnormalities in WS suggests a positive social bias,
a more optimistic social judgement, which in turn may have a positive affect on
their perception of social self and self-concept. Furthermore, it can be assumed that
the unusually friendly, affectionate and charming personality of persons with WS
(Dilts, Morris, & Leonard, 1990) together with facial features often described as
appealing and cute (Pober & Dykens, 1996) may positively contribute to successful

social interactions (Dykens, 2000).
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WS and Self-Concept

It is suggested that common social reaction towards adolescents with WS may be
influenced by their sociability and hence a sense of acceptance may affect
perception of self in those concerned (Evans, 1998). The findings of Plesa-Skwerer
and colleagues (Plesa-Skwerer, Sullivan, Joffre, & Tager-Flusberg, 2004) suggest
that children and young people with WS view themselves in the context of their
relationships with others as a result of their focus on social aspects of their
environment. Therefore, they are more advanced in their understanding of self
compared to other people with developmental disabilities. Furthermore, positive
social reaction from their social group, coupled with positive interpersonal bias,

may facilitate more positive construing of self-concept.

Research focusing on self-concept and awareness of WS in self is limited. In a
study comparing adolescents and adults with WS and Prader-Willi Syndrome,
participants with WS made significantly more positive references to their
syndrome. They reported mixed attitudes towards their condition in the light of
their social difficulties and health problems such as marginalisation, difficulties
establishing long-term relationships, lack of respect from others and need for
medical support. Some participants verbalised their wish to be ‘normal’ (Plesa-

Skwerer, et al., 2004).

Conclusion

There have been questions whether WS can be described as ‘the other end of the
spectrum’ alluding to the contrasting ASC and WS phenotypes (Brock, Shiri, &
Riby, 1999, p.1). Yet, although there are some distinct differences, considering the
review of research in the two syndromes, it can be concluded that impaired social
functioning in ASC and ‘intact’ functioning in WS is a very crude distinction
(Brock et al., 1999). While there is much evidence for contrasting phenotypes in
face processing and sociability, there are lines of enquiry pointing to similarities
and shared characteristics. Similarly to ASC, individuals with WS demonstrate
deficits in social cognition and communication skills (Asada & Itakura, 2012) and
there is little evidence that mentalization, language ability and face processing are

‘preserved’ in WS (Brock et al., 1999).
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Having reviewed the similarities and contrasting differences in social functioning
in the two groups and the limited research on awareness of condition and
implications of the above on self-concept, it is clear that our knowledge in this area
is incomplete and better understanding of self-concepts and self-perceptions in
adolescents with ASC and WS in needed. This study used methods derived from
personal construct psychology as there is compelling evidence to support their
usefulness in research and clinical practice with individuals with intellectual

disability (Maxwell, 2006; Oliver, 1986; Thomas et al., 2011).

The following questions were addressed:

1. How do adolescents with autism and WS perceive themselves?

2. How does perception of self differ in the two conditions?

3. Is awareness and attitude to condition (ASC or WS) related to self-image and/or

self-esteem?
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CHAPTER 3: METHODOLOGY

Aims and Objectives of Chapter Three

This chapter will provide details of methodology employed in the study. Ethical
considerations will be discussed as well as details of selected measures, design and

procedure to allow accurate replication.

Ethical Considerations

It is particularly important to consider the issues of informed consent in research
with people with intellectual disability (Dye, Hare, & Hendy, 2005). In the present
study, a clear focus was given to the process of ensuring each potential participant
made an informed choice as to whether to take part. Parents were first approached
due to the age of potential participants. Parents were then able to discuss the
project with their child and give their consent if they and their child agreed to
participate. After obtaining parental consent, the researcher presented the potential
participant with the participant information sheet and assent from the adolescent
was sought (Appendix 4). Participants in the WS group were usually seen in their
home and majority of participants in the ASC group were seen in their school.
Participants were informed that they could terminate the session and withdraw
from the study at any time without providing an explanation. Participants were
assured that all data is confidential and would be stored securely. Ethical approval
was granted by the University of Manchester Research Ethics Committee

(Appendix 1).

Recruitment

ASC Group

Ten specialist schools in the North West of England were selected for recruitment
on the basis of Specialist School Status and catering for pupils with ASC
considering the required age category of 12-18 years of age. School contact details

were obtained from the Office for Standards in Education website. One participant
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in the ASC group was recruited from a different source. When recruiting WS
participants, a parent informed the researcher that she had a son diagnosed with
ASC and a daughter with WS. Both of these adolescents were also eligible to
participate. The study was also advertised on the National Autistic Society website.

There was no response to this advertisement.

Response Rate

The researcher contacted the Head Teachers by letter explaining the rationale of the
study and requesting help in identifying and approaching potential participants.
From the ten potential specialist schools approached, one school expressed interest
in the project and one school declined participation on the basis of being involved
in another study at the time. The remaining eight schools were contacted again via
email or telephone, to which two schools responded expressing interest. Following
conversations with head teachers of schools who expressed interest, the three

schools agreed to participate.

WS Group

The Williams Syndrome Foundation (WSF) was approached requesting help in
identifying and approaching potential participants (age category 12-18 years of
age). The WSF provided the researcher with a list of its members in the specified
age category who had previously consented to being contacted regarding research
projects. Parents of potential participants were contacted by a letter informing them
about the study, participant information sheet and a consent form. Information
about the study was also published in the Williams News magazine, however no

further participants were recruited as a result of this article.

Participants

It was assumed that participants who did not demonstrate their verbal
comprehension level to be above 5 years equivalent on the British Picture
Vocabulary Scale-II (BPVS) would have difficulties with understanding the assent
process and following instructions on the Self-image Profile measure. A score on
the British Picture Vocabulary Scale above 5 years range was therefore a part of

the inclusion criteria. There was 1 participant, who scored below the 5 years age
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equivalent on the BPVS, however she demonstrated a good understanding of the
assent process as well as a good understanding of the SIP-A, further supported by
relevant details provided in the follow-up interview, where the participant was
eloquent in the description of her condition and how she feels about this awareness.

Therefore, the decision was made to include the participant in the sample.

Participants were recruited based on the following inclusion and exclusion criteria:

Inclusion Criteria for Adolescents with ASC
e Age between 12 and 18
¢ Formal ASC diagnosis
e Able to communicate in English

e A score on the British Picture Vocabulary Scale above 5 years range

Inclusion Criteria for Adolescents with WS
e Age between 12 and 18
¢ Formal WS diagnosis
e Able to communicate in English

e A score on the British Picture Vocabulary Scale above 5 years range

Exclusion Criteria

e Diagnosis of other intellectual disability syndrome (e.g. Downs syndrome)

Sample Size

An approximate sample size was established a priori on the basis of power
calculations that were undertaken by an internal statistician. It was advised that for
80% power, effect sizes of 0.5, 0.6, 0.7, 0.8, 0.9 and 1 can be detected using a t-test
with 5% significance level, and assuming equal group sizes, for groups of size 64,
45, 34, 26, 21 and 17 respectively. Furthermore, it was advised that for 80% power,
correlations of 0.3, 0.4, 0.5 and 0.6 can be detected with 5% significance level,

with sample sizes of 85, 47, 30 and 20 respectively.
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Participant Response Rate

School A, where the researcher was previously employed, provided the researcher
with a list of 35 students who met the inclusion criteria. Parents were contacted via
a letter and 6 consent forms were returned. Parents that did not respond to the
initial letter were contacted via telephone and further 13 consent forms were
obtained. Out of the total of 19 parents consenting, 18 students were approached
and their assent was sought. One student was not approached, as advised by his
teacher, due to behavioural difficulties. Three students declined participation and 1
student was unable to demonstrate due to limited verbal communication. Assent
was received from 14 students. Two students completed part of the session with the
researcher and then decided they did not want to continue and subsequently

withdrew from the study.

Schools B and C took responsibility for distributing letters to parents including a
participant information sheet and a consent form (Appendices 2, 3 and 5). Four
parental consents were received from school B. Subsequently, consent was
received from three students and one student was unable to participate due to
limited verbal communication, as advised by a teacher. No parental consent forms

were received from school C.

WSF provided the researcher with a list of 98 adolescents in the specified age
category. Forty-two parents were chosen based on their geographical location, i.e.
travel distance was for the researcher and research assistants was considered, and
participants from the following areas were contacted via a letter: North West, North
East, Midlands and East England. Eight consent forms were returned. Parents that
did not respond to the initial letter were contacted via telephone and further 10
consents were obtained. Four parents preferred for their child to be seen by the
researcher at their school. The relevant schools were contacted by the researcher
and consent was obtained to conduct the session in the schools. Fourteen
participants were seen in their family home. All of the young people with WS gave
consent to participate. Thirty-four adolescents participated overall, 16 in the ASC

group and 18 in the WS group.

44



Table 1: Participant Response Rate — ASC Group

Source | Information | Parent Student | Student | Unable to | Withdrew
packs consent | assent | assent participate | from study
distributed given given declined

School | 35 19 14 3 1 2

A

School | 20 4 3 0 1 0

B

School |7 0 N/A N/A N/A N/A

C

Other 1 1 1 0 0 0

Total 63 24 18 3 3 2

Table 2: Participant Response Rate — WS Group
Information | Parent Student | Student | Unable to | Withdrew
packs consent | consent | consent | participate | from study
distributed given given declined

WSF 42 18 18 0 0 0

Table 3: Students Unable to Participate

Reason Frequency

Non-verbal or very limited verbal communication

3

Measures

A battery of measures was presented in the order as detailed below.

The British Picture Vocabulary Scale-11

The British Picture Vocabulary Scale-II (BPVS) is a widely used, normed-

referenced measure with evidence of good validity and reliability (Dunn, Whetton,

& Burley, 1997). It assesses receptive vocabulary by presenting participants with

four black and white illustrations and asking them to select a picture that illustrates
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the word spoken by the researcher. Words represent a range of content areas such
as actions, animals, toys and emotions and parts of speech such as nouns, verbs or
attributes, across all levels of difficulty. The BPVS-II contains 168 items in 14 sets

and only items that cover the participants’ critical range are administered.

Wechsler Abbreviated Scale of Intelligence

Wechsler Abbreviated Scale of Intelligence (WASI) (Wechsler, 1999) is a reliable,
nationally standardized measure of intelligence normed with to the Wechsler Adult
Intelligence Scale-Third Edition (WAIS-III) (Wechsler, 1997). The WASI has a
four-subtest and two-subtest versions and full IQ scores on both of these versions
correlate strongly with WAIS-III IQ scores (Strauss, Sherman & Spreen, 2006).
The two-subtest format of the WASI was used to provide a brief measurement of
participants’ general level of cognitive functioning. The two-subtest format
comprises of Vocabulary and Matrix Reasoning subtests. In addition to the overall
summary score - full scale intelligence quotient (FSIQ), Verbal Intelligence

Quotient (VIQ) and Performance Intelligence Quotient (PIQ) are generated.

Measure of Theory of Mind — The Smarties Test

Although individuals with ASC and WS display contrasting differences in their
social and communication profiles, both groups demonstrate difficulties in the
ability to infer a range of mental states to others (Tager-Flusberg et al., 2006). The
Smarties test (Perner, Frith, Leslie, & Leekam, 1989), a widely used measure of
theory of mind (ToM), was used to assess participants’ the ability to attribute
mental states to self and others (Premack & Woodruff, 1978). Results of the ToM
measure were used as an additional descriptor of the sample (Bowler, 2007) and

were particularly relevant in relation to participants’ awareness of condition.

This enquiry includes research on Theory of Mind (ToM) (Baron-Cohen, Leslie, &
Frith, 1985), i.e. the ability to attribute mental states to others and predict
behaviour (Premack & Woodruff, 1978), which is suggested to be at the centre of

social and communication difficulties in ASC. Bowler (2007) conjectures that ToM
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should not be used to explain the impairment but it should rather have a descriptive

use.

The Smarties test involves the researcher presenting a Smarties box to the
participant, who is asked: “What do you think is in this box?” The participant
usually responds: “Smarties or sweets”. The researcher then opens the box and
shows the participants that there is actually a pencil in the box instead. The
researcher puts the pencil back in the box and the participant is then asked a reality
prompt: "What's in this box?” and own response prompt: "When I first asked you,
what did you say?" Reality prompt question answered ‘pencil’ and own response
prompt answered ‘Smarties’ is scored as correct self response. A second part of the
task includes the researcher asking the following: “Now let’s say we are going to
get your friend/mum/teacher and ask them the same question. S/he hasn't seen this
box. When s/he comes in, I'll show her/him this box just like this and ask: [Name]
what's in here? What will [Name] say?" The researcher usually referred to a parent
or used the name of a friend or teacher. Reality check questions are then asked:
"What is really in the box?" as well own-response check questions: "Do you
remember, when [ took the box out of my bag [researcher reenacts this] and asked
you what was in it, what did you say?" Correct answers are then scored as self
correct response plus correct attribution (Crain, 2005; Muris et al., 1999). See
(Appendix 6) for order of questions and scoring. Flavell and colleagues (Flavell,
Miller, & Miller, 1993) found that children with impaired ToM would assume that
an individual who has not seen what is inside the box would share their knowledge
and know what the actual contents [i.e. pencil] of the box was, rather than thinking

there are Smarties in the box as first believed by the participant.

The Self-Image Profile for Adolescents

The Self-Image Profile for Adolescents (SIP-A) (Butler, 2001) is based on personal
construct theory principles (Kelly, 1955) and Harter's (1999) developmental and
organisational aspects of self. It is a self-report measure that investigates the
individual's theory of self and provides a visual display of positive and negative
self-image reveling how the participants construe themselves. The SIP-A also

provides a measure of self-esteem, which is estimated by the discrepancy between
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ratings of 'How I am' and 'How I would like to be', the real and ideal self. The
measure is used in clinical and educational contexts. The SIP-A comprises of 25
self-descriptions e.g. kind, happy, annoying, lazy etc. and participants are asked to
score themselves using a 0-6 scale, where 0 means ‘not at all’ like the description,
up to 6 which means ‘very much’ like the description. Items 1-12 are positive self-
descriptions and provide a positive self-image scale score (SI+ve) while items 14-
25 are negative self-descriptions and provide negative self-image scale score (SI-
ve). Measures of internal consistency were 0.69 and 0.79 for Cronbach's coefficient
alpha, for positive and negative self-image respectively. Participants are asked to
score themselves ‘how they are now’ and then ‘how they would like to be’. The
discrepancy between actual and ideal scores in calculated on all 25 items and a the
sum of discrepancy scores provides self-esteem (SE) scale score. Also, the SIP-A
provides 10 aspects of self-scores (revealed by factorial validity): ‘expressive’,
‘caring’, ‘outgoing’, ‘academic’, ‘emotional’, ‘hesitant’, ‘feel different’, ‘inactive’,
‘unease’, and ‘resourceful’. ‘Feel different’ aspect of self score is a score on item
13, also referred to as ‘sense of difference’ (SD) scale score. The SIP-A was
developed using elicitation techniques as described by Ravenette (1997) and
involves asking participants to describe themselves in three ways. A total of 892
pupils, between the ages of 12 and 16 years, from three secondary schools in the
Leeds, UK area covering a range of socio-economic status participated in the
development of the measure. The SIP-A provides normative data that was used to

compare the results of the ASC and WS groups in the current study.

The SIP-A Follow-up Interview

The follow-up interview focused on exploring constructs such as friendly,
confident, feeling different from others, worry a lot etc. by asking participants to
elaborate on their self-description scores, e.g. “How come you gave yourself a
rating of ‘x” on ‘friendly’?” Discrepancy between actual and ideal self was also
explored by asking questions such as: “You said you would like to be more
intelligent. Can you tell me a bit more about that?” The second part of the
interview focused on awareness of participants’ condition and reaction to this
awareness, e.g. “What do you know about ASC/WS?” “How does having WS/ASC

make you feel?” “Are there any advantages and disadvantages?” These questions
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were previously used by Cunningham and Glenn (2004) in their research with

persons with Down’s syndrome.

Interviews were recorded on a digital audio device and transcribed verbatim. The
following coding criteria, previously used in Cunningham and Glenn (2004), were

applied for awareness of condition and reaction to this awareness.

Awareness of condition was coded as a) no apparent awareness — participant
indicates no awareness by making no response or saying ‘I don’t know’; b) simple
awareness —participant has heard the name of the condition, does not elaborate on
his/her awareness, no emotional reaction is demonstrated; ¢) concrete awareness —
participant recognises the term and describes using physical or psychological
characteristics (e.g. heart problems, makes me happy, get anxious); e) social —
participants demonstrated understanding of social and relational aspects of the
condition, compared self to others. Reaction to awareness was coded as a) no
response — participant did not respond to question or there was no demonstration of
awareness; b) positive— participant notes positive aspects of the condition and is
proud or glad to have the condition; c) negative — participant lists negative aspects
of the condition, wishes to be able to change; and d) mixed — participant lists both

positive and negative aspects of the condition.

Assessment Procedure

The researcher and five honorary research assistants (RAs) employed by the
University of Manchester were involved in the data collection process. All of the
RAs had a BSc (Hons) in Psychology and previous experience of working in the
health or social care sector. The researcher, who had previously used the measures
employed in this study, provided a thorough training for the RAs. The training
involved an initial session covering the background of the study including relevant
information about ASC and WS, the notion of self-concept and rationale for the use
of PCT elicitation techniques. At this point, the literature review for the project was
completed and RAs were provided with this information to gain deeper
understanding of relevant issues. The importance of ethical considerations in

research with individuals with intellectual disabilities was discussed. The full
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research procedure was demonstrated and discussed in detail, which included
issues of seeking informed consent, demonstration of administration and scoring of

all relevant measures.

Following the initial training, RAs observed the researcher in at least two sessions
with a participant prior to them seeing participants on their own. It was ensured
that the RAs observed the full assessment procedure including initial meeting with
the participant, presenting the adolescent with a participant information sheet,
answering any questions and seeking informed consent, and administration of all
measures. In these sessions, only one RA was present at a time with the researcher,
so that participants would not feel nervous or embarrassed with a group of
researchers present. Subsequently, the scoring of all relevant measures was
demonstrated and discussed. Following the RAs sessions with participants,
supervision was provided in a form of a face-to-face meeting or a telephone

conversation.

Participants were seen by the researcher or RA at school or in their family home. In
schools, sessions took place in a quiet area that was easily accessible by staff for
safety and security reasons. The majority of participants were seen on their own
and two participants had a teaching assistant present for concerns regarding their

behaviour. Parents were usually present in sessions carried out in family homes.

A set procedure was followed:
1. Introduction, opportunity to establish rapport
2. Reading and discussing the participant information sheet and obtaining
consent
3. Completing measures in the following order:
a. The Smarties Test
b. The SIP-A
c. SIP-A follow-up interview
d. The BPVS-II
e. The WASI- two subtest format
4. Thanking the participant and the opportunity for questions from the

participants
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The researcher started by introducing themselves and establishing rapport with the
participant (e.g. by asking about hobbies). Following the reading and discussion of
the participant information sheet and obtaining consent, measures were
administered in the above order with flexibility such that if a participant was
apparently having difficulties in sustaining attention on a particular measure, the
researcher could move on to the next task and complete the other one later on. Both
parents and adolescents were asked for permission to record the SIP-A follow-up
interview on a digital recorder. One parent did not consent and therefore the
conversation with the adolescent was noted on paper. The researcher offered breaks
when participants appeared tired or distracted or at their request. All participants
with WS completed the assessment in one session. Some participants with ASC
completed the assessment in two or three sessions, which was often dependant on
their alertness and behaviour presentation, and what lesson was taking place at the
time of assessment. The session was concluded by thanking the participant and
giving an opportunity for questions. The time spent conducting the research

procedure varied between 35 to 50 minutes.

Data Storage and Confidentiality

All data was confidential and was anonymised when entered onto a database and

stored on an encrypted CD ROM at the University of Manchester.
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CHAPTER 4: RESULTS AND DATA ANALYSIS

Aims and Objectives of Chapter Four

This research was designed to explore how adolescents with ASC and WS perceive
themselves, whether the perception of self differs in the two conditions and
whether awareness and attitude to condition (ASC or WS) is related to self-image
and/or self-esteem. The Self-image Profile for Adolescents (SIP-A) (Butler, 2001)
based on personal construct theory, comprising of 25 self-descriptions, was used to
explore the participants’ self-concept and a follow-up interview explored
awareness and attitude to their condition. This section will summarise demographic
characteristics of the sample followed by exploration of the data. Inferential
statistics will explore between-group differences and correlation analyses will
explore associations between scores on the SIP-A and performance on additional

measures. P level used for statistical significance will be p=.05.

Demographic Characteristics

Thirty-four adolescents participated in the study (11 female, 23 male). There were
16 participants in the ASC group (3 female, 13 male) and 18 participants in the WS
group (8 female, 10 male). The mean age of the whole sample was 16 years 4
months (SD = 1 years 11 months) with a mean verbal comprehension level (as
assessed by the BPVS) of 9 years 2 months (SD= 2 years 8 months), 95% CI [8
years 5 months, 9 years 11 months]). Mean 1Q level shown by the WASI was 64,
95% CI [59, 72]. The mean age of the ASC group sample was 15 years 9 months
(SD= 2 years 3 months) with a mean verbal comprehension level of 10 years 2
months (SD= 2 years 6 months), 95% CI [9 years 4 months, 10 years 11 months].
Mean IQ score was 70, 95% CI [65, 78]. The mean age of the WS group sample
was 16 years 10 months (SD= 1 year 6 months) with a mean verbal comprehension
level of 8 years 4 months (SD= 2 years 6 months), 95% CI [7 years 7 months, 9
years 1 month]. Mean IQ level shown by the WASI was 59, 95% CI [54, 67].
Female participants had lower IQ scores than males in the sample as a whole
(mean= 58, SD= 7; mean= 66, SD= 10), (U= 69.5, p=.034). Sample characteristics

are summarised in Table 1.
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Table 1: Sample Characteristics

Group | N | Gender | 1Q 1Q Chronol. BPVS verbal BPVS
M conf. age (SD) compreh. confidence
levels level (SD) levels

Whole | 34 | 11:23 | 64 | 59-72 | 16:4 (1:11) 9:2 (2:8) 8:5-9:11
sample

ASC | 16| 3:13 |70 |65-78 | 15:9(2:3) 10:2 (2:6) 9:4-10:11

WS 18| 810 |59 |54-67| 16:10(1:6) 8:4 (2:6) 7:7-9:1

Exploration of Data

To inform selection of statistical analyses it was initially examined whether
parametric assumptions had been met. A two-sample Kolmogorov-Smirnov test
revealed variables that did not met the assumptions of normality. In the ASC
group, assumptions were violated by self-esteem scores (p= .002) and aspects of
self-scores: ‘caring’ (p=.033) and ‘academic’ (p= .027). In the WS group, sense of
difference (p= .02), 1Q scores (p= .001) and aspects of self-scores: ‘caring’ (p=
.033), ‘outgoing’ (p= .002), ‘academic’ (p= .005), ‘hesitant’ (p= .001), ‘inactive’
(p=.018) and ‘unease’ (p= .001) did not meet the assumptions of normality. Non-

parametric tests were therefore indicated.

ASC and WS Group Comparisons

A two-tailed Mann-Whitney test revealed a significant difference between 1Q
scores in the two groups. 1Q scores for the ASC group (mean= 70, SD= 9) were
significantly higher than for the WS group (mean= 59, SD= 7), (U= 48, p=.001).
This difference between Vocabulary task scores for the ASC group (mean= 23,
SD= 4) and the WS group (mean= 21, SD= 3) was not significant (U = 89, p=
.059). Matrix reasoning task scores for the ASC group (mean = 36, SD= 10) were
significantly higher than for the WS group (mean= 23, SD= 7), (U= 53, p=.001).
This difference between BPVS verbal comprehension level for the WS group
(mean= 8 years 4 months, SD= 2 years 6 months) and the ASC group (mean= 10
years 2 months, SD= 2 years 6 months) was not significant (U= 87, p= .050).

Summary of between-group comparison is show in Table 2.
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Table 2: Summary of Between-Group Comparison

Mean (SD) Inferential Statistics
ASC WS Mann- p-value
Whitney’s U (2-tailed)
IQ 70 (9) 59 (7) 48 .001
Vocabulary 23 (4) 21 (3) 89 .059
Matrix reasoning 36 (10) 23 (7) 53 .001
BPVS 10:2 (2:6) 8:4 (2:6) 87 .050

Theory of Mind Scores Comparison

The Smarties test is a measure of theory of mind (ToM). In the ASC group, 2
participants gave incorrect responses, 3 gave correct self responses and 11 gave
correct self responses and correct attributions. In the WS group, 2 participants gave
incorrect responses, 6 gave correct self responses and 10 gave correct self
responses and correct attributions. The percentage of participants scoring incorrect,
correct self response and correct self response plus correct attribution did not differ
significantly in the two groups (x> (2)= .933, p=. 627). Summary of ToM scores

comparison is show in Table 3.

Table 3: Theory of Mind Scores Comparison

Frequency (percent)
ASC WS
Incorrect 2 (12.5%) 2 (11.1%)
Correct self response 3 (18.8%) 6 (33.3%)
Correct self response + correct attribution 11 (68.5%) 10 (55.6%)

Spearman’s rho revealed a positive correlation between the BPVS scores and 1Q
(r=.557, p=.001), and BPVS scores and scores on the ToM measure (r= .547, p=
.001). The correlation between IQ and ToM scores was not significant (r= .259, p=
.139). Also in the ASC group, BPVS scores correlated with 1Q (r= .506, p= .046)
and ToM scores (r=.519, p=.039). In the WS group, BPVS scores correlated with
1Q (r=.528, p=.024) and ToM scores (r=.538, p=.021).
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How did adolescents with autism and WS perceive themselves and how did

perception of self differ in the two conditions?

SIP-A Self-description Scores

Participants scored themselves on the 25 self-descriptions on the SIP-A using a 0-6
scale, where 0 means ‘not at all’ like the description, up to 6 which means ‘very
much’ like the description. Items 1-12 are positive self-descriptions. In the ASC
group participants’ means scores on these items varied from 3.81 (SD= 2.37) on
‘sporty’ to 5.00 (SD= 1.15) on ‘happy’ and in the WS group from 4.17 (SD= 2.36)
on ‘sporty’ to 5.61 (SD= .85) on ‘happy’ and 5.61 (SD= .70) on ‘fun to be with’.
Both ASC and WS groups scored very closely on item 13 that reflects a sense of
difference from others (mean= 2.88, SD= 2.78; mean= 2.89, SD= 2.37,
respectively). Items 14-25 are negative self-descriptions. In the ASC group
participants’ means scores on these items varied from 1.56 (SD= 2.00) on
‘annoying’ to 2.94 (SD= 1.98) on ‘worry a lot’ and in the WS group from 1.50
(SD= 1.72) on ‘mess about’ to 4.28 (SD= 2.08) on ‘worry a lot. The 25 self-
descriptions on the SIP-A were compared in the two groups and no significant

differences were found except on ‘funny’ (U= 216, p=.012).

Normative data from the SIP-A was used and matched with participants on age and
gender. Discrepancy between self-description scores in the ASC and WS groups
and self-description normative scores was calculated. Mean discrepancy scores are
detailed in Table 4. Positive scores on discrepancy from normative data indicate
that ASC and WS group scored above the normative mean, negative scores
indicated scores below the normative mean. On all positive self-descriptions,
except ‘sporty’, participants in both groups reported higher mean scores compared
to normative data. As for negative self-descriptions, participants in both groups
reported lower scores compared to normative data, except for ‘worry a lot’ and
‘short tempered’. Discrepancy scores were compared in the two groups and no
significant differences were found except on ‘funny’ (U= 84.5, p=.039) and ‘good
looking” (U= 84.0, p= .039). Summary of SIP-A self-descriptions are show in
Table 4
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Table 4: SIP-A Self-description Scores

Mean (SD) Inferential Statistics
Constructs ASC WS Mann- p-value
Whitney’s U (2-tailed)
Kind 4.94 (1.18) | 4.89 (1.68) 158.5 .621
ND Discrepancy | 1.01 (1.16) | .83 (1.65) 139.0 .878
Happy 5.00 (1.15) | 5.61(.85) 193.0 .095
ND Discrepancy | .89 (1.15) 1.47 (.86) 102.5 154
Friendly 4.88 (1.26) |5.33(.97) 173.5 313
ND Discrepancy | .85 (1.25) 1.22 (.98) 123.5 484
Funny 3.93(1.77) |5.22(1.44) 216.0 012
ND Discrepancy | .11 (1.78) 1.35 (1.40) 84.5 .039
Helpful 4.56 (1.71) |5.50 (.85) 188.5 126
ND Discrepancy | .88 (1.72) 1.70 (.86) 117.5 .365
Hard Working 4.06 (2.11) | 5.17(1.29) 184.0 175
ND Discrepancy | .07 (2.17) 1.15(1.41) 108.0 224
Talkative 4.63 (1.93) |5.06(1.39) 163.5 .506
ND Discrepancy | .58 (1.86) .87 (1.48) 129.5 .621
Confident 4.44 (1.41) |5.00(1.61) 188.5 126
ND Discrepancy | .87 (1.48) 1.54 (1.75) 91.5 .070
Sporty 3.81(2.37) | 4.17 (2.36) 160.5 574
ND Discrepancy | -.04 (2.46) | .79 (2.29) 115.5 .330
Intelligent 4.69 (1.08) |4.94 (1.63) 182.0 198
ND Discrepancy | .67 (1.25) .92 (1.68) 123.5 484
Fun to be with 4.63 (1.82) |5.61(.70) 186.0 154
ND Discrepancy | .70 (1.85) 1.69 (.69) 108.0 224
Good Looking 4.65 (1.50) | 5.44 (.86) 193.5 .088
ND Discrepancy | 1.47 (1.55) | 2.56 (1.05) 84.0 .039

ND discrepancy — Discrepancy from normative data (age and gender matched)
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Mean (SD)

Inferential Statistics

Constructs ASC/ ND WS/ ND Mann- p-value
Whitney’s U | (2-tailed)

Feeling Different | 2.88 (2.78) 2.89 (2.37) 142.5 959
from others

ND Discrepancy | .16 (2.11) -.11 (2.33) 160.5 574
Lazy 2.19 (2.14) 2.28 (2.35) 147.0 932
ND Discrepancy | -.45 (2.18) -.50(2.35) 147.0 932
Annoying 1.56 (2.00) 1.56 (2.01) 139.5 .878
ND Discrepancy | -.87 (2.03) -1.02 (1.97) 159.0 621
Moody 1.63 (1.89) 2.11(2.25) 159.5 597
ND Discrepancy | -.57 (1.93) =37 (2.28) 141.0 932
Mess about 1.88 (1.89) 1.50 (1.72) 124.5 .506
ND Discrepancy | -1.18 (1.91) -1.59 (1.72) 165.0 484
Shy 2.13(2.03) 1.22 (2.05) 99.5 126
ND Discrepancy | -.16 (2.07) -1.20 (2.07) 196.0 .075
Cheeky 2.50(2.10) 1.72 (2.08) 110.0 251
ND Discrepancy | -.23 (2.11) -1.1 (2.09) 191.0 .109
Loud 2.56 (2.13) 2.72(2.22) 150.5 .825
ND Discrepancy | -.22 (2.20) -20 (2.50) 141.5 932
Sarcastic 2.44 (2.13) 2.11 (2.30) 127.0 574
ND Discrepancy | -.15(2.31) -78 (2.21) 168.0 422
Worry a lot 2.94 (1.98) 4.28 (2.08) 199.0 .059
ND Discrepancy | .24 (2.07) 1.29 (2.04) 99.0 126
Bossy 2.00(1.93) 1.89 (2.37) 129.0 621
ND Discrepancy | -.01 (1.92) -.33(2.48) 172.0 374
Short Tempered | 2.00 (2.03) 3.06 (2.41) 180.0 224
ND Discrepancy | -.68 (2.02) .30 (2.40) 109.5 237
Get Bored 2.63 (2.09) 3.28 (2.24) 166.0 463
ND Discrepancy | -1.16 (2.09) | -.48 (2.24) 120.5 422

ND discrepancy — Discrepancy from normative data (age and gender matched)

57



SIP-A Scale Scores

Positive self-image scores below the cut-off scores of 19 to 30 (depending on
gender and age) would be a cause for concern. Mean positive self-image scores in
the ASC group (mean= 54.87, SD= 12.75) and in the WS group (mean= 61.89,
SD= 8.30) are significantly above the cut-off scores demonstrating high positive
self-image. No participants scored below the cut-off score. Negative self-image
scores above the cut-off scores of 54 to 59 (depending on gender and age) would be
a cause of concern. Mean negative self-image scores in the ASC group (mean=
28.07, SD= 12.96) and in the WS group (mean= 27.83, SD= 13.63) are
significantly below the cut-off scores. No participants scored above the cut-off
score. Self-esteem scores above the cut-off scores of 62 to 79 (depending on gender
and age) would be a cause of concern demonstrating a high discrepancy between
‘How I am’ and ‘How I would like to be’. Mean self-esteem scores in the ASC
group (mean= 19.27, SD= 19.62) and in the WS group (mean= 13.89, SD= 8.62)
are significantly below the cut-off scores reflecting a positive self-esteem. No
participants scored below the cut-off score. Discrepancy between mean scale scores
in the two groups and normative data (age and gender matched) was calculated.
Normative means scores and discrepancy mean scores are detailed in Table 5.
Positive self-image scores in both the ASC and WS groups were higher than the
normative data, however the discrepancy score on positive self-image in the ASC
group (mean= 9.02, SD= 12.94) was significantly lower than in the WS group
(mean= 16.32, SD= 8.68), (U= 202.5, p= .042). Negative self-image score in both
groups were lower than compared to normative data. Self-esteem scores were
lower than normative data, indicating lower discrepancy between real and ideal self
and therefore higher self-esteem. Sense of difference in the two groups was similar
to the normative data. It is important to note that there were great differences in
individual scores. Positive self-image scores varied from 26 to 72, negative self-

image from 0 to 54 and self-esteem from O to 66.

There were no significant differences in positive self-image, negative self-image,
sense of difference and self-esteem scores between the ASC and WS groups. The
ASC group reported higher discrepancy between ‘actual’ and ‘ideal’ self (self-
esteem score), (mean= 19.27; SD= 19.62) compared to the WS group (mean=
13.89; SD= 8.62). This difference was not significant (U= 126; p=.762). The ASC
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group reported lower positive self-image (mean= 54.87; SD= 12.75) compared to
the WS group (mean= 61.89; SD = 8.30). This difference was not significant (U=
199; p= .059). The ASC and WS groups scored closely on negative self-image
(mean= 28.07; SD= 12.96), (mean = 27.83; SD= 13.63), (U= 156.5; p= .670); and
sense of difference (mean= 2.87; SD= 2.34), (mean= 2.89; SD= 2.37), (U= 142.5;
p=.762) respectively. Both in the ASC and WS groups, related samples Wilcoxon
signed rank test revealed a significant difference between positive and negative
self-image scores (W(16)= -3.352, p= .001; W(18)= -3.682, p= .001). Kruskal-
Wallis H test was used to explore differences in means in the ASC and WS groups
and normative data. There was a significant effect of group for positive self-image
(H(2)=29.70, p=.001) with a mean rank of 40.00, 52.67 and 22.29; negative self-
image (H(2)= 6.32, p=.042) with a mean rank of 26.53, 30.58 and 40.32; and self-
esteem (H(2)= 38.01, p= .001) with a mean rank of 22.00, 16.72 and 47.88 for
ASC, WS group and normative data respectively. Significant effect of group was
not found for sense of difference (H(2)= .416, p= .812). Summary of SIP-A Scale

Scores is show in Table 5.
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Table 5: SIP-A Scale Scores

Mean (SD) Inferential Statistics
Scores ASC WS Mann- p-value
Whitney’s (2-tailed)
U

SI +ve 54.87 (12.75) 61.89 (8.30) 199.0 .059

ND SI +ve 45.85 (1.69) 45.56 (1.94) - -

SI +ve 9.02 (12.94) 16.32 (8.68) 202.5 042

ND Discrepancy

ST —ve 28.07 (12.96) 27.83 (13.63) | 156.5 .670

ND SI -ve 31.79 (2.66) 33.55 (2.12) - -

SI -ve -3.72 (13.49) -5.72 (14.15) 141.00 932

ND Discrepancy

SE 19.27 (19.62) 13.89 (8.62) 126.0 762

ND SE 34.24 (2.14) 35.17 (2.38) - -

SE -14.98 (19.51) | -21.28 (8.22) 109.00 .361

ND Discrepancy

SD 2.87 (2.34) 2.89 (2.37) 142.5 .959

ND SD 2.72 (.40) 3.00 (.27) - -

SD 16 (2.11) 11 (2.33) 160.5 574

ND Discrepancy

Positive self-image (SI+ve), Negative Self-image (SI-ve), Self-esteem (SE), Sense
of difference (SD), Normative data (ND)
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SIP-A Aspects of Self-Scores

The SIP-A provides 9 aspects of self-scores. Both ASC and WS group mean scores
were below normative data on ‘expressive’, ‘emotional’, ‘hesitant’, ‘inactive’ and
‘resourceful’ aspects of self-scores, and above normative data on ‘caring’,
‘outgoing’, ‘academic’ and ‘unease’. There were no significant differences in
aspects of self-scores between the ASC and WS group. There were no significant
differences in the discrepancy from normative data scores in the ASC and WS
group. Kruskal-Wallis H test was used to explore differences in means in the ASC
and WS groups and normative data. There was a significant effect of group for the
following aspects of self-scores: ‘caring” (H(2)= 37.31, p= .001) with mean ranks
of 45.56, 51.81 and 20.13; ‘outgoing’ (H(2)= 18.47, p= 001) with mean rank scores
of 40.28, 48.03 and 24.62; ‘academic’ (H(2)= 11.36, p= .003) with mean rank
scores of 36.16, 46.53 and 27.35; ‘hesitant’ (H(2)= 12.60, p= .002) with a mean
rank of 29.78, 23.33 and 42.63; unease’ (H(2)= 9.66, p=.008) with a mean rank of
32.62, 46.58 and 28.99; and ‘resourceful’ (H(2)= 6.84, p=.003) with a mean rank
of 24.03, 34.17 and 39.60 for ASC group, WS group and normative data

respectively. Summary of SIP-A aspects of self-scores are show in Table 6.
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Table 6: SIP-A Aspects of Self-Scores

Mean (SD) Inferential Statistics
Scores ASC WS Mann- p-value
Whitney’s | (2-tailed)
U
Expressive 2.69 (1.16) 2.43 (1.02) 126.5 551
ND Discrepancy -.12 (1.24) -.522 (1.08) 172.0 347
Caring 4.75 (.97) 5.33 (.83) 200.5 .050
ND Discrepancy .81 (.95) 1.31 (.82) 91.0 .070
Outgoing 4.30 (1.33) 4.68 (1.31) 173.5 313
ND Discrepancy .64 (1.35) 1.17 (1.36) 98.5 117
Academic 4.38 (1.43) 5.06 (1.11) 188.5 126
ND Discrepancy .37 (1.56) 1.10 (1.30) 102.5 154
Emotional 1.84 (1.73) 2.53(2.02) 170.0 384
ND Discrepancy -.60 (1.74) -.12 (2.02) 123.5 484
Hesitant 1.56 (1.22) 1.11 (1.41) 113.0 297
ND Discrepancy =75 (1.26) -1.30 (1.40) 176.5 .266
Inactive 2.19 (2.14) 2.28 (2.35) 147.0 932
ND Discrepancy -45 (2.18) -.54 (2.35) 148.0 905
Unease 2.94 (1.98) 4.28 (2.08) 199.0 .059
ND Discrepancy .24 (2.07) 1.33 (2.02) 97.5 .109
Resourceful 2.63 (2.16) 3.44 (2.09) 175.5 281
ND Discrepancy -1.16 2.14) | -.33(2.10) 114.5 313

Correlational analyses were carried out to explore relationships between scale
scores. Controlling for age, gender and IQ, there was a positive correlation between
negative self-image and sense of difference (r= .871, p=.001); negative self-image
and self-esteem (r= .736, p= .006); and self-esteem and sense of difference (r=
.601, p= 039) in the ASC group. Controlling for age, gender and IQ, there was a
positive correlation between negative self-image and sense of difference (r= .533,
p= .041) in the WS group. There was no significant correlation between negative

self-image and self-esteem (r= .096, p= .733); and self-esteem and sense of
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difference (r= .359, p= .188) in the ASC group. There was a positive correlation
between age and self-difference scores (r = .547, p = .019) in the WS group.
Correlational analysis was also carried out to explore relationships between scale
scores and aspects of self-scores. Summary of SIP-A scale scores and aspects of

self-scores correlational analyses for ASC and WS groups are show in Tables 7 and

8.

63



Table 7: ASC Correlational Analysis Scale Scores and Aspects of Self-scores

Sl+ve | SI-ve | SD SE Exp. | Car. Out. Acad. | Emot. | Hes. |Inac. | Uneas. | Res.
SI+ve - -008 |-.112 |-103 |.104 .856 874 443 -.006 |-350 |-.046 |-231 -.122
979 729 749 748 .001 001 .149 985 265 .888 470 705
SI-ve -.008 |- 871 736 831 -.087 |-093 |-.064 |.855 .503 592 558 552
979 001 006 |.001 789 173 .843 001 096 | .042 .059 .063
SD -112 | .871 - .601 .863 -211 | -096 |-.170 |.718 .607 466 551 362
729 001 039 .001 S11 167 598 009 036 | .127 .064 248
SE -.103 | .736 .601 - 458 -211 | -152 | -.004 |.669 513 .622 .610 537
749 006 039 134 S11 .636 990 |.017 088 |.031 035 .072
Expressive 104 .831 .863 458 - -.144 | 177 -.321 | .600 280 | .661 .386 399
748 001 001 134 .656 582 .309 039 378 1.019 215 .198
Caring .856 -087 |-211 |-211 |-.144 |- 535 728 -079 | -373 |-466 |-218 -.188
001 7189 S11 S11 .656 073 007 .806 232 | 127 497 558
Outgoing 874 -093 |-.096 |-.152 |.177 535 - .028 -116 | -.281 |.201 -.294 -.069
001 173 767 .636 582 .073 .930 120 376 | .532 353 .832
Academic 443 -064 |-170 |-.004 |-321 |.728 028 - .051 - 113 | -571 |.043 -416
.149 .843 .598 .990 .309 007 930 .876 27 .052 .895 178
Emotional -.006 | .855 718 .669 600 |-.079 |-.116 |.051 - 611 .520 531 318
985 001 009 017 | .039 .806 720 .876 035 | .083 .076 314
Hesitant -.350 |.503 .607 513 280 | -373 |-281 |-.113 |.611 - 272 423 201
.265 .096 036 .088 378 232 376 727 035 .393 170 531
Inactive -.046 | .592 466 .622 611 -466 | .201 =571 | .520 272 |- 243 .560
.888 042 127 031 019 127 532 .052 .083 393 447 .058
Unease -231 | .558 551 .610 386 | -.218 | -294 |.043 531 423 .243 - -.018
470 .059 .064 035 215 497 353 .895 .076 170 | .447 955
Resourceful | -.122 | .552 362 537 .399 -.188 | -.069 |-416 |.318 201 .560 -.018 -
705 .063 248 072 198 .558 .832 178 314 531 .058 995

64



Table 8: WS Correlational Analysis Scale Scores and Aspects of Self-scores

Sl+ve | SI-ve | SD SE Exp. | Car. Out. | Acad. | Emot. | Hes. Inac. | Uneas. | Res.
SI+ve - -453 | -436 |-385 |-.072 |.826 068 | .685 -526 | -572 |-.156 |-.292 -.267
.090 .105 A57 | .798 .001 811 |.005 .004 026 579 291 335
SI-ve -453 | - 533 09 |.750 |-302 |-498 |-414 | .613 569 .780 .604 725
.090 041 733 1.001 274 059 |.125 015 027 001 017 002
SD -436 | .533 - 359 | 545 -.185 | -382 |-388 |[.115 485 294 419 513
105 041 188 | .036 .509 160 | .153 .684 .067 287 120 051
SE -.385 | .096 359 - -016 |-324 |-348 |-.065 |.140 .390 .001 .045 .280
157 733 .188 956 .239 204 | .819 .619 150 .997 .873 313
Expressive -072 | .750 .545 -016 |- -.051 |-258 |-325 |.245 216 473 219 .596
7198 001 036 956 .856 353 | .273 378 440 .075 434 019
Caring .826 -302 | -.185 |-324 |-051 |- -112 | .582 -543 | -361 |-.063 |.014 -.092
001 274 .509 239 | .856 690 |.023 .036 .186 .823 961 74
Outgoing .068 -498 | -382 | -348 |-258 |-.112 |- -098 |-230 |-205 |-234 |-423 -.536
811 .059 .160 204 | .353 .690 7129 410 464 004 116 039
Academic .685 -414 | -388 | -.065 |-325 |.582 -.098 |- -459 |-.039 |-234 |-.083 -.224
005 125 .153 819 1.273 .023 729 .085 .891 401 769 422
Emotional -572 | .613 115 140 | .245 -543 [ -230 |-459 |- 313 404 244 295
044 015 .684 619 | .378 .036 410 | .085 256 135 381 285
Hesitant =572 | .569 485 390 |.216 |-361 |-205 |-.039 |.313 - 254 473 327
026 027 .067 150 | .440 .186 464 | .891 256 .360 075 235
Inactive -.156 | .780 294 .001 | .473 -.063 | -.697 |-234 | .404 254 - 457 525
579 001 287 997 |.075 .823 004 | .401 135 .360 .087 .044
Unease -292 | .604 419 045 | .219 014 -423 | -.083 | .244 4T3 457 - 578
291 017 120 873 | .434 961 116 | .769 .381 075 .087 024
Resourceful | -.267 |.725 513 280 |.596 |-.092 |-539 |-224 |.295 327 525 578 -
.335 002 .051 313 1.019 774 039 | 422 285 235 004 .024
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Is awareness and attitude to condition (ASC or WS) related to self-image

and/or self-esteem?

In the ASC group, one parent did not want the researcher to ask their child about
their condition (6.25%). One participant (6.25%) did not complete the interview due
to expressive language difficulties. Six participants demonstrated no awareness of
their condition (37.5%). One participant demonstrated simple awareness (6.3%).
Three participants demonstrated concrete awareness (12.5%); e.g. “It’s something
like kids are different from the outside world because they act in different ways”;
“It is for disabled people who go to special school”. Four participants demonstrated
social-relational awareness (25%); e.g. “I sometimes don’t know what to say in
conversation...for example when my dad is speaking with all of his friends I don’t
know what to say but you know I do interact.” Nine participants did not
demonstrate a reaction to awareness to their condition (56.3%). One participant
(6.3%) demonstrated a positive response: “When my mum told me that I have
autism, honestly now that I know about this autism, I really am getting a feel of kind
of special, like a special jewel.” Five participants (31.3%) demonstrated a negative
response; e.g. “I do get a bit jealous of mainstream, I would rather be
mainstream...what I'd prefer is if everyone would like stop rubbing it into me that
I'm like autistic ‘cause I don’t really like to know I am autistic.” One participant

demonstrated a neutral response (6.3%) to their awareness of condition.

In the WS group, one parent did not want the researcher to ask their child about
their condition (5.6%). Six participants demonstrated no awareness of their
condition (33.3%). No participants demonstrated simple awareness. Five
participants (27.8%) demonstrated concrete awareness; e.g. “When I was a little
baby 1 got WS...I think I had heart problems”. Six participants (33.3%)
demonstrated social-relational awareness; e.g. “People think you are special when
you have it”; “I used to talk to a lot to strangers, that’s part of Williams
Syndrome.” Seven participants did not demonstrate a reaction to awareness to their
condition (38.9%). Five participants (27.8%) demonstrated a positive response; e.g.
“It’s just that God made me with that...I know I was born with it and I know that 1

can’t change it but I know it makes me beautiful”. Four participants (22.2%)
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demonstrated a negative response; e.g. “I feel quite embarrassed. I wish I didn’t
happen. It’s not something I wanted...it makes me feel awful.” Two participants
(11.1%) demonstrated a mixed response to their awareness of condition; e.g. “I’d
Jjust like to be like other people and go out with my friends and go to parties. I think
I would be all right if I had a friend who was like me and could come to my house to
play. They don’t, they are just nasty to me...I’'m made up I'm not normal, so I don’t
have to go to the party drinking”. There were no significant differences in the
distribution of awareness (H(1)=.716, p= .397) and reaction to awareness (H(1)=
.350, p=.554) across the two groups. In the WS group 8 participants used physical
characteristics when describing WS (e.g. heart problems, difficulties with walking
etc.). There were no such descriptions in the ASC group. Both in the ASC and WS
groups, there were no correlations between awareness of condition and self-image
and/or self-esteem, nor between reaction to awareness and self-image and/or self-
esteem. Summary of awareness and reaction to awareness scores are show in Table

9.

Table 9: Awareness and Reaction to Awareness Scores

Frequency (percent)

ASC WS
Did not complete interview task 2 (12.5) 1(5.6)
No apparent awareness 6 (37.5) 6 (33.3)

Awareness | Simple 1(6.3) 0 (0)
Concrete 3 (18.8) 5(27.8)
Social 4 (25) 6 (33.3)
No response 9 (56.3) 7 (38.9)
Reaction Positive 1(6.3) 5(27.8)
to Negative 5(31.3) 4 (22.2)
awareness | Mixed 1(6.3) 2 (11.1)
Physical Physical description 0 8 (44.4)

In order to carry out Fisher’s exact test to determine association between the

awareness and reaction to awareness, ‘awareness’ scores were collapsed as follows:
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‘Yes’ including simple, concrete and social awareness, and ‘No’ including ‘no
apparent awareness’ and participants who did not complete the interview. ‘Reaction
to awareness’ scores were collapsed as follows: ‘No’ including ‘no response’ and
‘Yes’ including ‘neutral’, ‘positive’, ‘negative’ and ‘mixed’ responses. The
percentage of participants having awareness of their condition did not differ
significantly in the ASC and WS groups (p= .730). The percentage of participants
demonstrating a reaction to awareness of their condition did not differ significantly
in the ASC and WS groups (p= .492). Summary of awareness and reaction to

awareness collapsed scores are show in Table 10.

Table 10: Summary of Awareness and Reaction to Awareness Collapsed

Scores
Frequency (percent)
ASC WS
No 8 (50) 7 (38.9)
Awareness Yes 8 (50) 11 (61.1)
No 9 (56.3) 7 (38.9)
Reaction to awareness Yes 7 (43.8) 11(61.1)

A correlational analysis was carried out to explore the relationship between
awareness of condition and results on the Theory of Mind task. Controlling for age,
gender and IQ, there was a positive correlation between awareness of condition and
results on the Theory of Mind task (r= .400, p= .026) in the whole sample.
Controlling for age, gender and IQ in the WS group, there was also a positive
correlation (r=.697, p= .004). Awareness of condition and results on the Theory of

Mind task did not correlate in the ASC group (r= .083, p=.787).

As a large number of analyses was conducted, it is important to note that the
likelihood of Type I error is increased. Bonferroni correction commonly carried out
to reduce this likelihood was considered, however it is suggested that there are

limitations to its use that outweigh its benefits. Nakagawa (2004) argues against the
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use of Bonferonni correction as it increases the probability of making a Type II
error and reduces statistical power. This is predominantly the case with the standard
Bonferonni procedure but also with the sequential procedure. Furthermore, there is
no formal consensus of when Bonferonni correction should be used. In the light of
these limitations it was decided that Bonferonni correction would not be used and

that data would be interpreted with caution.
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CHAPTER 5: DISCUSSION AND CONCLUSIONS

Aims and Objectives of Chapter Five

This section will focus on theoretical and clinical implications of the findings
relating to each of the three research questions stated in the introduction, followed
by consideration of the limitations of the study and a critically appraisal of the

study. Finally, ideas for further research will be considered.

It is important to highlight that the results discussed in this chapter are preliminary
and to bear in mind the risk of over-interpretation. Due to the small sample size and
confounding variables, e.g. differences in age, gender and IQ scores between the
two groups, further research would be required to explore self-concepts in

adolescents with ASC and WS.

How do adolescents with autism and WS perceive themselves and how does

perception of self differ in the two conditions?

SIP-A Self-descriptions

SIP-A normative data (age and gender matched) was compared to ASC and WS
scores. Participants in both groups reported higher scores than normative scores on
all positive items, except on ‘sporty’, and lower scores on all negative items, except
on ‘worry a lot” in both groups and ‘short tempered’ in ASC group, demonstrating
higher positive self-image and lower negative self-image than their typically
developing peers. Although not statistically significant, all of the positive self-
descriptions scores except ‘kind’ were higher in the WS group, suggesting that
adolescents in this group construe their self-image very positively. Unlike in the
case of positive self-descriptions where WS group reported higher scores on the
majority of items, higher negative self-descriptions were spread more evenly across
the two groups, suggesting that construing the self in negative terms is similar,
although less negative when compared to normative data. Positive and negative
self-image differences will be further discussed when considering SIP-A scale

SCOres.

70



There were no significant differences in how participants construed themselves in
the two groups other than on the item ‘funny’. Participants with WS reported
themselves to be significantly more ‘funny’ than participants in the ASC group.
When compared to the normative data, there were significant differences for the
‘funny’ and ‘good looking’ self-descriptions. Significantly higher scores on ‘funny’
in the WS group may be attributed to the notion that perceiving oneself as ‘funny’
requires an immediate reaction from other people. Possibly due to the extroverted
and sociable nature of people with WS, they receive more positive response from
social interactions and in turn construe themselves as significantly more ‘funny’
than those with ASC, who are known to experience difficulties with social
interaction (Lee & Hobson, 1998; Capps et al. 1995). No significant differences on
items such as ‘fun to be with’ and ‘friendly’ may support the notion that that unlike
‘funny’, these descriptions may be understood as not requiring immediate reaction

from others and therefore they are construed differently.

Participants in the WS group reported higher scores on ‘worry a lot’ self-
description, supporting previous findings that individuals with WS report
significantly higher rates of anxiety compared to those with ASC (Dimitropoulos et
al., 2009; Dykens, 2003). It is important to note a possible gender bias (more male
participants in the ASC group), as the normative scores on this item are higher for

females than males (Butler, 2001).

SIP-A Scale Scores

There were no significant differences in the SIP-A scale scores (positive and
negative self-image, sense of difference and self-esteem) between the two groups.
However, although not statistically significant, the WS group reported higher self-
esteem and higher positive self-image. Furthermore, the positive self-image
discrepancy with regard to normative data was significantly higher for the WS
group compared to the ASC group, thus reflecting a more positive self-image.
Negative self-image was similar in the two groups, although lower WS group scores
compared to normative data indicated a less negative construing of the self. Both

groups scored very similarly with respect to sense of difference.
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Higher self-esteem and positive self-image scores as well as significantly higher
positive self-image discrepancy and lower negative self-image discrepancy from
normative data in the WS group indicates that individuals with WS in the present
study construed their sense of self in a more positive light. As previously discussed,
high sociability and friendliness coupled with appealing facial features may
facilitate successful social interactions. It can be postulated that this has a positive
affect on self-construing. In addition, research focusing on appraisal of social
information and perception of facial expression in WS provides evidence of reduced
arousal to negative social images (Plesa-Skwerer et al., 2011), impairment in
recognising negative facial expressions (Capitdo et al., 2011) and increased
activation to positive facial expressions (Haas et al., 2009). Such positive social bias
may contribute to a more optimistic social judgement and perception of the self.
The trend of more positive self-construing in the WS group may also be influenced
by the fact that participants in the WS group had lower 1Q and BPVS scores and
therefore an overly positive perception of self may be affected by lack of self-
awareness (Verhoeven et al., 2012), as is typically observed in earlier stages of

development (Harter, 1999).

It is important to note that there were great differences in individual scores. Positive
self-image scores varied from 26 to 72, negative self-image from 0 to 54 and self-
esteem from O to 66. Therefore, caution is required when making definite
distinctions between the groups as the varying scores highlight the uniqueness of

construing the self in each individual.

Sense of Difference

There was a strong positive correlation between sense of difference and negative
self-image and self-esteem in the ASC group. Compared to the WS group, there
was only a moderate correlation between sense of difference and negative self-

image, however no correlation with self-esteem, as demonstrated in Figure 1.
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Figure 1: Relationships between sense of difference (SD), self-esteem (SE) and

negative self-image (SI-ve)

ASC WS

SI-ve SD SI-ve

SE

Sense of difference from others on the SIP-A reflects the participant’s sense of
uniqueness (Butler, 2001). The sense of uniqueness, or °‘separatedness’ or
‘distinctness’ to use James’ (1961) terminology, is one of the four types of ‘I’
experience, the abstract component of self. Scores on ‘sense of feeling different
from others’ were almost identical in the two groups and were also very close to
normative data. The results suggest that although the social phenotypes in the two
conditions are very different, the sense of difference from others is not condition

dependent, and it is similar to typically developing adolescents.

It is important to bear in mind whom the participants compare themselves to, as we
know that sociometric status, i.e. comparison to those in one’s social group, plays
an important role in one’s self-esteem and psychological well being (Anderson et
al., 2012). The majority of participants attended a school with a special education
status. In the interviews, some participants disclosed that they previously attended a
mainstream school and their experience of feeling accepted was very different to
being around those with the same condition or other disability. In the ASC group,
75% participants attended a school for children with ASD. The inclusion criteria,
i.e. receptive language ability above 5 years age equivalent on the BPVS meant that
participants with lower functioning abilities who were unable to take part in the
research, were part of the group of peers our participants could compare themselves
too. This was apparent in some interviews where participants reported that they are

on the ‘mild end of autism’ or that others are ‘too autism’. The majority of
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participants with WS also attended a school with a special education status and
could compare themselves to other young people with intellectual disability,
however not necessarily WS. This may influence their sense of difference from
others, as evidenced in some interviews, where participants referred to their
syndrome being as ‘rare’ or ‘special’. When elaborating on their sense of
difference, 44% of the WS participants used physical descriptions, e.g. facial
features, heart condition and coordination difficulties as distinctive factors. Feeling
different from others because of a physical characteristic (e.g. heart problem, facial
features) as opposed to feeling different because of difficulties in one’s social
interaction may lead to distinct ways in construing the self. Furthermore, when
reporting sense of difference, some participants compared themselves to their
siblings or parents, or their friends outside of school. It is therefore important to
bear in mind the context one uses when comparing to others and construing sense of

uniqueness and separatedness.

The findings suggest that feeling more different from others is related to negative
self-image. The absence of a relationship between self-esteem and self-image/sense
of difference in the WS group may be attributed to positive social response to

individuals with WS coupled with positive social bias as discussed above.

SIP-A Aspects of Self-scores

The SIP-A provides ten aspects of self-scores are based on the theoretical
underpinning that construing is multidimensional. There were no significant
differences in the ASC and WS group aspects of self-scores. Compared to
normative data, both of the groups scored higher on caring, outgoing, academic and
resourceful aspects of self-scores, which reflects consistently higher scores on
positive self-descriptions. Lower scores on ‘hesitant’ aspect of self score reflects

lower scores on negative self-descriptions.

Is awareness and attitude to condition related to self-image and/or self-esteem?

Awareness of condition and reaction to this awareness were explored in the SIP-A

follow up interview and no correlation between these variables and self-image
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and/or self-esteem was found. However, it is important to be mindful of the low
numbers of participants, especially the low numbers of individuals who
demonstrated a reaction to their awareness of condition. More participants would be
needed to explore awareness and attitude to condition and whether these are related
to self-image and self-esteem. Due to the low number of participants, awareness
and reaction to awareness categories were collapsed, yet no associations with self-

image and/or self-esteem were found.

The Role of Cognitive Functioning

There was a negative relationship between self-esteem and IQ score, and self-
esteem and BPVS age equivalent. Harter conjectured that as children develop, they
distinguish different domains of self and become more realistic in their comparisons
to others (Harter, 1999). It is therefore suggested that individuals with higher 1Q
scores and receptive language ability may have more awareness of their condition
and ability to compare self to others, which in turn may lead to greater discrepancy
between the real and ideal self, i.e. low self-esteem. As IQ and BPVS scores were
higher in the ASC group, this could have contributed to lower self-esteem and self-

image scores.

Implications on Existing Theory

In exploring self-concepts in ASC and WS, conditions presenting with contrasting
social and communication profiles, the role of social functioning in construing the
sense of self is highlighted. The results demonstrate a trend of more positive self-
construing in participants with WS, whose social profile is characterised by high
sociability and empathy and consequently a likely positive social feedback from
others. These findings support the importance of interpersonal functioning and peer
acceptance and its positive affect on perception of self (Harter, 1999; Thomaes et

al., 2010).

There is evidence to suggest that negative self-esteem is related to psychopathology
(e.g. Coudevylle et al., 2011; Courtney et al., 2008; Harter, 1993) and it can
therefore be assumed that a more positive self-construing, as observed in WS, may

be protective of mental health difficulties. No studies comparing mental health
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difficulties in ASC and WS have been identified. While there is evidence reporting
depression as the most common psychiatric disorder in ASC with rates of 2-37%
(Ghaziuddin, Ghaziuddin, & Greden, 2002), there is a small number of studies
reporting depression in WS with rates of 3-25% (Dodd & Ported, 2009; Kennedy et
al., 2006; Stinton et al., 2010). Although the limited research suggesting lower rates
of depression in WS compared to ASC supports the assertion that a more positive
self-construing may be protective of negative affect and depression, more research
is needed to explore the role of self-concept in ASC and WS and its association

with depression.

Despite the more positive self-construing in WS, a notable feature of the condition
is a disposition to high anxiety (Meyer-Lindenberg et al., 2006), with some studies
reporting higher rates of anxiety in WS than in ASC (Dimitropoulos et al., 2009;
Dykens, 2000). It is important to note that unlike in ASC, anxiety in WS is often
non-social/object-related and this is associated with increased amygdala reactivity
(Meyer-Lindenberg et al., 2006). This mechanism offers a possible explanation of
the higher rates of non-social anxiety in WS compared to ASC. More research is
required to compare psychopathology in ASC and WS and to explore the role of

positive and negative self-concept in mental health in the two groups.

Interestingly, when compared to typically developing peers, participants in the two
conditions had higher positive self-image and self-esteem and lower negative self-
image. It is suggested that lower aggregate cognitive functioning in the two groups
(IQ scores from 54 - 78) can account for such overly positive self-construing, which
is typical in earlier stages of development. It is therefore expected that participants
followed the typical developmental progression in their perception of self (Harter,

1999).

Applied Implications

The SIP-A was a useful tool to explore how participants construe their self-image
and self-esteem. Even with participants with ASC who demonstrated impaired
social communication skills, the measure proved to be a very good aid to helping

participants express their view of self with minimal use of language. This group
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may present difficulties with other techniques where more language is needed e.g.
Ravenette’s three way technique (1997), which involves asking participants to
describe themselves in three ways, used to develop the SIP-A, and therefore the

measure is recommended as it overcomes possible communication difficulties.

Results of the present study support the notion that social functioning plays a
central role in the development of positive self-concept. It is suggested that
behavioural and emotional problems reduce as children with ASC progress through
development, while individuals with WS demonstrated greater behavioural and
emotional difficulties with increasing age which may have a negative affect on
social interaction (Dimitropoulos et al., 2009; Dykens, 2000). This points to the
need for tailored educational and clinical interventions, enhancing communication
and social skills, encouraging to form and maintain friendships and in turn
promoting positive self-image and self-esteem. At the same time, it is important to
point to the drawbacks of therapeutic interventions implying the need to ‘normalise’
behaviour and highlighting the impairment rather than difference (Brownlow,

2010).

Critical Analysis of Study

The study has several limitations with respect to generalisability and the depth of

data gained from interviews.

Generalisability

There were difficulties with recruitment of participants in both groups. The total
number of participants was lower than established a priori on the basis of power
calculations (40 per group), which limits the generalisability of the study. In the WS
group, it was required that a large geographical area was to be covered in the data
collection process. More time and resources would be necessary to increase the
number of participants. Possibly a ‘snowballing’ technique could have been
employed in addition to using contacts provided by the WSF. Final numbers of
participants in the ASC group were lower than expected due to the low response

rate from schools approached. Furthermore, a diagnostic tool was not used to screen
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participants in the ASC group, therefore participants may have not met the same

diagnostic criteria, possibly leading to heterogeneity of the group.

Non-parametric analyses were used due to abnormal distribution of some variables.
As non-parametric analyses are less sensitive at detecting an effect than parametric
analyses, the ability to detect a significant difference in the two groups was limited.
The groups were not equal in size and the ratio of males and females in each group
was different which may have impacted on the results. Also, cognitive ability and
age were differed in the two groups. To overcome this, gender, IQ and age were
controlled for when completing correlational analyses. It can be argued that
differences in the cognitive ability in the two groups could have contributed to the
lack of statistical difference between groups. To reduce such bias in future research,
it may be considered to match participants on their cognitive ability. This may
however prove difficult considering the nature of a contrasting cognitive profile in
individuals with ASC and WS, e.g. better visuo-spatial abilities demonstrated in

ASC while WS demonstrates better verbal abilities (Brock, Shiri, & Riby, 1999).

The confounding variables noted above, lower number of participants than
established a priori on the basis of power calculations and limitations associated
with sample characteristics may all negatively contribute to the generalisability and
power of the findings. In the light of the limitations of the current study, it is
important to use caution when interpreting these preliminary results. Yet, there were
some significant differences revealed in the two groups as well as significant
associations between variables, when controlling for age, gender and IQ score.
Replication of the study with a higher number of participants would be beneficial to
further explore self-concepts in ASC and WS. It would also be desirable to match
the two groups and perform parametric analyses to minimise the possibility of Type

II error.

Depth of Information Gained in Interviews
There were five research assistants involved in the data collection procedure. The
researcher completed the assessment with 21 participants and the remaining 13

participants were seen by one or two RAs following training on administration of
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measures and observing the researcher completing the research procedure. The SIP-
A follow up interview is based on how the young person scores him/herself on the
measure and on exploring the discrepancies between actual and ideal self, followed
by questions about the participants awareness of their condition. A semi-structured
interview schedule was followed, however as the researchers had to be flexible and
react on the individual information provided from each participant, there are
differences the way some questions are asked and consequently in the depth and
richness of data in those interviews. Some of the differences may be explained by
the participant not being able or willing to elaborate on questions asked, however
there were instances when participants were asked closed or potentially leading
questions. Following the receipt of the transcripts, the researcher addressed this
style of questioning with the relevant RAs. Answers to leading and closed questions
were not included in the coding process. In the future, such issues can be overcome
with more training and opportunities to provide feedback and reflect on the data

collection process.

Further Research

The findings and limitations of the study indicate areas of enquiry for further
research. First, interviews in the current study were analysed to answer questions
regarding awareness and attitude to condition, however there were more data
provided on how participants construed their sense of self and the discrepancies
between real and ideal self. Analysis of these data was beyond the scope of this
MPhil project, however further analysis is planned to explore these accounts, e.g.
mentalistic, affective and relational references, references to self agency etc. It was
earlier referred to the importance of being mindful as to whom the participants
compare themselves to when construing themselves in their social context. In future
research, it would be beneficial to have more information about participants’
educational history, e.g. whether they had previously attended mainstream school,
reasons for transition to a special status school etc. Secondly, it would be beneficial
to follow-up the current sample/or conduct a longitudinal study to explore changes
and trends in the development of self-concepts from childhood to adolescence and

adulthood. Third, it would also be beneficial to investigate parents’ perception and
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understanding on their child’s sense of self, information about how they informed
their child about diagnosis, their reaction and attitude to their condition. Similar
questions were asked in the study of Cunningham and Glenn (2004) with
individuals with Downs syndrome. This information would be valuable in further
exploration of self-concepts in individuals with ASC and WS, gaining information
on parental observations and contrasting children’s reports of awareness of

condition to parents’ perspective of children’s awareness.

Conclusions

The results of the current study suggest a trend of more positive construing of self
in adolescents with WS. It was argued that a likely positive social reaction towards
individuals with WS coupled with positive social bias may be attributed to a more
positive perception of self. Implications on existing theory were considered and
positive self-construing and mental health links were discussed. Clinical
implications highlighted the usefulness of the SIP-A measure in clinical work with
individuals with ASC and WS and others with intellectual disability. It was
concluded that higher numbers of participants would be needed to establish a link

between awareness and attitude to condition and self-image/self-esteem.

Positive self-concept is closely linked with positive life outcomes and therefore
further research is needed to identify areas that would benefit from input to enhance
self-concept and maximise quality of life. The developmental trajectory of self-
concept was highlighted and it was suggested that with behavioural and emotional
problems changing with increasing age in the two conditions, there is a need for
tailored interventions to promote positive self-concept and to communicate
effectively with children and adolescents about their condition and how they view

themselves in its light.
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Secretary to Research Ethics Committees
Room 2.004 John Owens Building
Compliance and Risk Office

University of Manchester, Oxford Road
Manchester, M13 9PL

Tel: 0161 275 2206/2046

Fax: 0161 275 5697

Email: timothy.stibbs@manchester.ac.uk.

Ref: ethics/11258

Dr Dougal Hare,
School of Psychological Science,
S26 Zochonis Building.

23rd November 2011
Dear Dr Hare and Mrs Tucker,

Research Ethics Committee 4
[Tucker, Hare, Birch: Self-concepts in adolescents with autism and Williams
Syndrome (ref 11258)]

I write to thank you for coming to meet the Committee on 9th November 2011 and
to confirm that it gave the above research project, after the submission of
amendments / clarifications, a favourable ethical opinion.

This approval is effective for a period of five years and if the project continues
beyond that period it must be submitted for review. It is the Committee’s practice to
warn investigators that they should not depart from the agreed protocol without
seeking the approval of the Committee, as any significant deviation could invalidate
the insurance arrangements and constitute research misconduct. We also ask that
any information sheet should carry a University logo or other indication of where it
came from, and that, in accordance with University policy, any data carrying
personal identifiers must be encrypted when not held on a university computer or
kept as a hard copy in a location which is accessible only to those involved with the
research.

Finally, I would be grateful if you could complete and return the attached form at
the end of the project or by the end of October 2012.

We hope the research goes well.
Yours sincerely,

Dr Deborah Bentley
Secretary to University Research Ethics Committee 4
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Dear Parent/Guardian

Re: Invitation to participate in a new and exciting research project supported
by the National Autistic Society and the Williams Syndrome Foundation.

My name is Helena Tucker, I am a postgraduate student at the University of
Manchester (School of Psychological Sciences) under the supervision of Dr Dougal
Julian Hare. I am carrying out a study investigating how adolescents with autism
and adolescents with Williams Syndrome perceive and understand themselves.

We would like to invite you and your child to take part in this exciting and novel
research project, so that the knowledge in this important area may be expanded. The
study has been approved by the University of Manchester Research Ethics
Committee, the National Autistic Society and the Williams Syndrome Foundation.

Self-understanding is an important factor in a child’s development as it affects life
outcomes such as academic and social achievement. The knowledge in this area is
very incomplete, therefore further research and better understanding of the issue
would be highly beneficial for the young people involved, their parents, carers,
teachers and other professionals.

To express our appreciation for your participation we would gladly provide reports
on the well established measures of assessment used in this study (Wechsler
Abbreviated Scale of Intelligence and the British Picture Vocabulary Scale) to you,
and with your permission, to the school your child is attending. By taking part in
this study, your child’s attainment levels will not be affected.

Please find attached the Participant Information Sheet explaining all details of the
project and Consent Form. In order to take part in this study would you please sign
and return the consent form in the envelope provided together with the enclosed

questionnaires.

Please do not hesitate to contact me if you have any questions or if you would like
to arrange a session.

I look forward to hearing from you.

Kind Regards,
Helena Tucker

Division of Clinical Psychology

Second Floor Zochonis Building

Brunswick Street, Manchester M13 9PL.

Tel: 0161 306 0400 Mob: 07894 535100

Email: Helena.tucker @ postgrad.manchester.ac.uk
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Research Title: Self-concepts in adolescents with autism and Williams syndrome.

Participant Information Sheet

You are being invited to take part in a research study. Before you decide, it is
important for you to understand why the research is being done and what it will
involve. Please take time to read the following information carefully and discuss it
with others if you wish. Please ask if there is anything that is not clear or if you
would like more information. Take time to decide whether or not you wish to take
part. Thank you for your consideration.

Who will conduct the research?

Name of researcher: Helena Tucker
Name of project supervisor: Dr Dougal Julian Hare
The School of Psychological Sciences at the University of Manchester.

What is the aim of the research?

This research aims to assess how adolescents with autism and adolescents with
Williams syndrome perceive and understand themselves. We want to gain better
knowledge of their self-concept (how they perceive themselves) as better
understanding of self-concepts in young people with autism and WS will be useful
for parents, teachers and other professionals. Young people who have positive self-
concept are happier, healthier and achieve more in life, therefore it is of great
importance to identify areas that need input to enhance self-concept, maximise
achievements and life outcomes and to communicate effectively with young people
about their condition and how they view themselves in its light.

What would the parent/guardian be asked to do if I took part?
If you decide to take part you will be asked to:

® sign a consent form
e complete 2 brief questionnaires. This will take approximately 10 minutes.

If you decide for your child to take part you will be asked to:

® sign a consent form for your child’s participation
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What would my child be asked to do?

If you decide for your child to participate, your child will be informed about the
study and asked if s/he wants to take part. S/he will be made aware that taking part
is voluntary and that he/she can withdraw at any point.

If s/he wishes to take part, s/he will complete five tasks/measures. These tasks are
often perceived by children as enjoyable and include simple and fun activities such
as puzzles/non verbal problem solving, word and picture matching, etc. In total it
will take around 40 minutes to complete. This can be done in multiple sessions
depending on your child’s preference. The sessions will take place at the
school/educational facility the child is attending. A home visit could be arranged if
preferred.

Bellow are details of all the measures used:

o The British Picture Vocabulary Scale-II — a simple test where words are
matched pictures.

o Wechsler Abbreviated Scale of Intelligence — two simple tasks focusing
on vocabulary and non verbal problem solving.

oThe Smarties test — brief test assessing understanding of other people’s
knowledge and belief.

oThe Self-image Profile for Adolescents - brief survey investigating the
individual's self-image — ‘what I am like and what I would like to be like’.
With your permission, we would use an audio-recording devise to capture
the spoken word.

What happens to the data collected?

The study has been approved by the University of Manchester Research Ethics
Committee, the National Autistic Society and the Williams Syndrome Foundation.
Your and your child’s data will be treated with full confidentiality. The materials
will be kept safe and destroyed when the results have been analysed. Results from
this study will be included in a postgraduate thesis.

To express appreciation for your participation we offer to provide reports on the
well-established measures of assessment used in this study: Wechsler Abbreviated
Scale of Intelligence (WASI) and the British Picture Vocabulary Scale (BPVS) to
you, and with your permission, to the school your child is attending. This will be
beneficial for you and the educational professionals and will have no affect on your
child’s attainment levels.

If you wish to receive reports on the above measures (WASI and BPVS) please
contact Helena Tucker, Division of Clinical Psychology, Second Floor, Zochonis
Building, Brunswick Street, Manchester, M13 9PL. Tel: 0161 306 0400. Email:
Helena.tucker@postgrad.manchester.ac.uk
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What happens if I do not want to take part or if I change my mind?
It is up to you to decide whether or not to take part. If you do decide to take part
you will be given this information sheet to keep and be asked to sign a consent

form. If you decide to take part you are still free to withdraw at any time without
giving a reason and without detriment to yourself.

Criminal Records Check

The researchers have undergone and achieved a satisfactory CRB clearance.
Contact for further information

Helena Tucker, Division of Clinical Psychology, Second Floor, Zochonis Building,
Brunswick Street, Manchester, M13 9PL. Tel: 0161 306 0400. Email:
Helena.tucker@postgrad.manchester.ac.uk

What if something goes wrong?

You should provide contact details for any agency which might provide assistance if
the participant subsequently wants help or advice. This might be yourself, or in the
case of vulnerable subjects, a specialist agency.

If a participant wants to make a formal complaint about the conduct of the research

they should contact the Head of the Research Office, Christie Building, University
of Manchester, Oxford Road, Manchester, M13 9PL.
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1824

Title of Research: Self-concepts in adolescents with autism and Williams
syndrome.

Participant Information Sheet (Adolescent)

The information below will be read out to pupils and verbal consent will be sought.
It will be used flexibly and adjusted to the level of ability and understanding of the

pupil.
I would like to ask you to take part in a study project.

This project is about children and young people with autism / Williams syndrome
[as appropriate] and how they think about themselves.

It is up to you if you want to take part or not.

We will do some simple and fun activities/tasks like looking at and naming pictures
and doing puzzles, and I will ask you some questions about you.

If you do not enjoy it and want to stop, you just need to tell me. We can stop at any
time. It is ok if you do not know answers to any questions or if you do not want to
answer at all.

It will take us about 40 minutes. We do not have to do it all at once. We will stop
when you had enough and we can finish it later. It is ok if you change your mind

and do not want to finish at all.

Your parents will be asked to fill in a questionnaire/answer some questions about
you too.

Your parents and, if your parents allow this, your school could ask for results
of/how well you have done on some of the tasks we do together. Would that be ok
with you?

Do you have any questions?

Would you like to take part?
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1824
Project Title: Self-concepts in adolescents with autism and Williams syndrome
CONSENT FORM

If you are happy to participate please initial all relevant boxes and sign the consent

form below. Please return the form in the provided envelope.
Please
Initial

Box

1. I confirm that I have read the attached information sheet on the above
project, considered the information and received satisfactory answers to any
questions.

2. T understand that my participation in the study is voluntary and that I am free
to withdraw at any time without giving a reason.

3. T agree for my child to participate in the above study. I:l

4. 1 agree to the use of audio-recording of the Self-Image Profile measure/
survey with my child with possible use of anonymous quotes.

5. T agree to the school having access to my child’s reports on the Wechsler
Abbreviated Scale of Intelligence (WASI) and the British Picture
Vocabulary Scale (BPVS).

6. I agree to take part in the above project. |:|

Name of parent Date Signature

Name of child Date Signature (not required)

Helena Tucker

Name of person taking Date Signature
consent

Please provide your child’s school contact details, or if preferred, your personal
contact details in order to arrange the assessment session.
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APPENDIX 6
Name of Participant...............c..cooeiiine

THE SMARTIES TEST
Administration and scoring guidelines

1. Produce a Smarties box from your bag and ask the child: "What's in here?"
Participants answer ...................

2. Open the box, and to the subject's surprise, a pencil emerges. Say: "No, it's a
pencil.”

3. Put the pencil back into the box, close the box, and asked two Prompt Questions:
Reality Prompt: "What's in here?” ...............c..o.......

Own-Response Prompt: "When [ first asked you, what did you say?"

4. Now let’s say we are going to get your friend/mum and ask them the same
question

"Who should we get?" (Subject names next person.)
"S/he hasn't seen this box. When s/he comes in, I'll show her/him this box just like
this and ask: [Name] what's in here?"

Prediction Test: "What will [Name] say?" ..........cccccovvviiiniann...

Reality Check: "Is that what's really in the box?" .................... (if answer is
"NO"):

"What is really in the box?" .........ccccoiiiiiiiiiiiiiiiiiainnenn,

5. Own-Response Check: "Do you remember, when I took the box out of my bag
[experimenter reenacts that episode] and asked you what was in it, what did you
say?"

Scoring:

0... Incorrect, does not understand procedure

1... Self correct response
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Answers correctly questions number 3: reality prompt — pencil, own response
prompt — smarties &

Answers incorrectly question number 4: prediction test — pencil, reality check —
pencil/smarties

2... Self correct response & correct attribution

Answers correctly questions number 3: reality prompt — pencil, own response
prompt — smarties &

Answers incorrectly question number 4: prediction test — smarties, reality check —
pencil
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APPENDIX 7
SIP- A Follow up Interview Schedule

Explore participants’ ratings on self-description items:

How come you gave yourself a rating of .... on.....(e.g. friendly, feel different to
others, friendly, confident, worry a lot etc.)?
How do you know you are .......... ?

Why do you think you are different to others? Etc.

Explore discrepancies in real and ideal self:

You said you would like to be more friendly (more intelligent, worry less, etc.) Can
you tell me more about that?

(Butler, 2001)

Explore awareness of condition and reaction to this awareness:

What do you know about ASC/ WS?

If I did not know what ASC/ WS is how would you explain it to me?
How does having ASC/ WS make you feel?

What are the advantages/ disadvantages?

If you could change something about you, what would you change?
(Cunningham & Glenn, 2004)
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APPENDIX 8
Interview Transcripts
The researcher completed 21 of the 34 interviews. The remainder was completed by

the five research assistants. Pseudonyms were used to maintain confidentiality.

Transcript ASC 1

When completing SIP-A part one (What are you like?) no comments were made by

the participant other than indicating scores on individual items.

R: Right, this time you are going to go through them again and instead of answering
what you are like now, I’'m going to ask you how you would like to be. Ok? What
about ‘kind’ you gave yourself a number two, how would you like to be?

P: A professor.

R: You’d like to be a professor?

P: Yes.

R: Would that maybe be looking at intelligent?

P: Yes.

R: Professor is intelligent, so you gave yourself a number two, what would you like
to be? Would you like to be more intelligent?

P: Yes.

R: What number would you like to be?

P: Number four... Number five.

R: You’d like to be number five. And why is that? Why would you like to be more
intelligent?

P: Because I want to build stuff.

R: You’d like to build stuff, all right very good. What kinds of things would you
like to build?

P: Everything...creatures...build robots.

R: That’s really interesting.

P: I build bio chemicals.

R: Bio chemicals, ok that sounds very intelligent.

P: Yep.
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R: How about...let’s have a look at kind, you gave yourself number two. Would
you like to be more kind or less kind?

P: More.

R: What number would you like to be?

P: Three.

R: You’d like to be number three, ok. You said that on happy right now you are
number three, what would you like to be?

P: Number four.

R: You’d like to be more happy?

P: Yes.

R: What about friendly, you gave yourself number two, why did you give yourself a
number two of friendly?

P: Yes sometimes I hit people because....erm...

R: Because?

P: Because of people keep on bugging me.

R: I see, so sometimes you’re not very friendly because you hit them?

P: Yes.

R: I see. So you would you like to be more friendly?

P: Yes.

R: What number would you like to be?

P: Number three.

R: You’d like to be more friendly. Why do you think it’s good to be more friendly?
P: To be nice to people.

R: Ok, that’s a very good answer. What about funny, you gave yourself a number
three, how would you like to be?

P: Number three.

R: You’d like to be number three, ok. What about helpful, you gave yourself
number one, what number would you like to be?

P: Two.

R: You’d like to be number two. On hard working you gave yourself number six.

P: Not so hard working.

R: Not so hard working, sorry number one, you are right, not so hard working.
You’d like to stay the same?

P: Yes.
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R: ‘Talkative’ you gave yourself number three, how would you like to be?

P: More.

R: You’d like to be more talkative, why would you like to be more talkative?

P: So I can tell people about my stories.

R: You like telling people about your stories?

P: Yes.

R: Ok, what about confident, you said you’re not very confident.

P: I want to be this confident [indicates a higher score on the scale by pointing].

R: You want to be this confident, ok. What about fun to be with, you gave yourself
number one, how would you like to be?

P: More [indicates a higher score on scale by pointing].

R: You would like to be more fun to be with, ok. On good looking, how would you
like to be?

P: [Indicates a higher score on scale by pointing].

R: You’d like to be more good looking?

P: Yes.

R: What about feel different from others, you said you feel quite different from
others, why is that?

P: The same.

R: Why do you think you feel different from others?

P: Sometimes they’re too autism.

R: Right...do you know what autism is?

P: Yes.

R: What does it mean?

P: I don’t know.

R: Because you said some others are a bit too autism, [ wonder what you meant?

P: It’s something like... kids are different from the outside world.

R: Very good and how are they different?

P: Because they are...because they act in different ways.

R: Ok, they act different ways. And how do you feel about yourself? Do you have
autism?

P: Yes.

R: And what does that mean for you having autism?

P: Little bit hard.
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R: Is it a bit difficult?

P: Yes.

R: And why is it difficult?

P: Because people keep on bugging me.

R: Do you think it’s because you have autism?

P: Yes.

R: And you find that quiet difficult?

P: Yes.

R: Ok very good. We will come back to that in a minute, let’s just finish these
scores. Here on lazy you gave yourself number four, how would you like to be?

P: Number three.

R: You’d like to be less lazy, ok. What about annoying, you gave yourself number
two?

P: Number one.

R: Less annoying, ok. Moody was number two.

P: What’s moody?

R: Moody means when you get into a bit of a mood, and sometimes you are not too
nice to people, you get a bit tired and maybe you don’t feel like doing things.

P: Number one.

R: You’d like to be less moody, ok. Ooh we didn’t do this one...mess about, what
are you like for mess about? Do you mess about at school?

P: A little bit...one.

R: A little bit, ok. And how would you like to be?

P: I think one.

R: Number one, ok. Shy, you said your not really shy, how would you like to be?

P: Six.

R: You’d like to be more shy or less shy?

P: Less shy.

R: Less shy, ok.

P: About the same.

R: You’d like to stay the same, ok. What about ‘cheeky’ you said you’re number
two, would you like to be less or more cheeky or the same?

P: What’s cheeky?
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R: Hmm what is cheeky, you could be a bit cheeky at school if you make fun of
people or you don’t listen to your teacher.

P: Number one.

R: Loud, you said on loud you are number two.

P: Number one.

R: You want to be less loud. Sarcastic, would you like to be more or less sarcastic
or stay the same?

P: Number two.

R: You said you worry a lot, why do you worry a lot?

P: Something goes wrong can kill me.

R: You’re afraid if something goes wrong that it’s going to kill you?

P: Yes.

R: And why do you think you worry about that?

P: Afraid something going to happen like the whole classrooms going to fall down
and with everyone in it.

R: Oh is that what you worry about?

P: Yes.

R: And would you like to worry less?

P: Number Four.

R: You’d like to worry less, number four, ok. Now on bossy...how would you like
to be?

P: Same.

R: You’d like to be the same. What about short-tempered?

P: Number one.

R: You’d like to be less short-tempered. What about getting bored, how would you
like to be?

P: Less bored.

R: Ok, you know we were talking about autism before and did very well at
explaining what it is.

P: Yes.

R: Do you think there are any good things about having autism?

P: No....Maybe yes.

R: And what good things do you think there are about having autism?

P: Get to play...computers. I want to read my book please.
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R: You want to read, of course, thank you so much you were so helpful, very good

well-done.

Transcript ASC 2

When completing SIP-A part one (What are you like?) no comments were made by

the participant other than indicating scores on individual items.

R: So you put that you don’t feel very funny.

P: My friend says I’'m not very funny. I tell jokes...I just don’t tell them what
[laughs].

R: Ok, so why do you think you are not very funny?

P: My friend does think I’m not very funny.

R: And how do you feel about that, that your friend thinks that you are not very
funny?

P: I just think I’'m kind of funny with that.

R: So you think you are funny but your friends don’t think you are funny. Is that
right?

P: Yeah.

R: Ok, you gave yourself a high number on being intelligent. Can you tell me a bit
more about that?

P: Well I’'m kind of good at maths but I’'m not good at literacy so that why I scored
myself number five.

R: Ok, what about fun to be with, you only gave yourself number two, why is that?
P: No one likes me.

R: You think that no one likes you?

P: No one likes me.

R: And why do you think that?

P: Mike is always with Shane and Shane keeps pushing me away from Mike.

R: Are these people from you class?

P: Yeah.

R: So you would like to be more fun to be with?

P: Maybe.

R: You said number five

P: Yeah.
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R: And what do you think that would look like is you are more fun to be with?
P: I don’t know. Maybe I have more friends [laughs].

R: You would have more friends yeah?

P: Yes.

R: Ok, and how would you feel about having more friends?

P: Ok.

R: Would you like that?

P: Yeah.

R: Ok, now you put that you don’t feel very different from others.

P: Yeah, I kind of don’t feel different from others. I feel like the same.

R: Ok. What about lazy, you said you are not very lazy. Is that right?

P: Yeah, if you count Monday, Tuesday, Wednesday, Thursday and Friday
[laughs].

R: Yeah, so you are not lazy in the week?

P: Yeah.

R: What about annoying you gave yourself number three.

P: I’'m kind of annoying to Mike [laughs].

R: And you said you would like to be less annoying.

P: Little bit less annoying.

R: Ok, look at this one, short-tempered, you gave yourself number five. Why is
that?

P: I hate when it’s tool loud.

R: So is that when you get a bit short-tempered?

P: Yeah.

R: Ok, and getting bored, you gave yourself number three. Why is that?

R: Because I have a DS when I get bored.

R: Ok, very good. I only have a couple more questions to ask. Can you tell me what
you know about autism?

P: Not very much.

R: Do you know what it is? What that word means?

P: Not at all. So far you either speak differently or something like that.

R: Sorry did you say you think differently?

P: No, I said speak differently. Even some people get confused.

R: Sorry, I didn’t hear you properly. Can you tell me something else about it?
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P: Erm...

R: What about your school. Why do you go to this school?

P: Because I've got autism.

R: And what is autism?

P: I told you I don’t know I think people get confused like you got confused just
then.

R: I did, didn’t I?

P: Yeah [laughs].

R: Ok, well done, we will leave it here. Thank you.

Transcript ASC 3

R: How kind do you think you are?

P: [Indicates by pointing to the scale].

R: Number five?

P: Yes, please.

R: What about happy?

P: [Indicates by pointing to the scale].

R: Number six, very happy.

P: Because I have been a very quiet and patient girl waiting.
R: Ok, very good. What about friendly?

P: I can shake everyone’s hand or give them a hug.

R: Ok, very good. So what number do you think you are?

P: [Indicates by pointing to the scale].

R: Ok, what about helpful?

P: I am helpful. I am helpful for sorting out things to other people.
R: What number do you think you are then?

P: [Indicates by pointing to the scale].

R: Ok, what about funny, which one do you think you are?
P: [Indicates by pointing to the scale].

R: What about hardworking?

P: Because I was hard work for building my lego friends said because my fingers
were getting red and achy.

R: So you are very hard working?

P: Yes, number six.
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R: What about talkative?

P: What is talkative?

R: That means you talk a lot.

P: Talk a lot.

R: Do you talk a lot or do you not talk very much?

P: I talk a lot yes.

R: What number do you think you are?

P: [Indicates by pointing to the scale].

R: Number five. What about confident?

P: What’s confident?

R: Well the opposite of confident is shy, when you keep yourself to yourself.
Confident is when you...maybe like getting up and talking in front of people.
P: Yes I do.

R: Ok, so what number do you think you are?

P: [Indicates by pointing to the scale].

R: Three, ok somewhere in the middle. What about sporty?
P: T was good at sports day playing the hurdling race remember last summer in
20117

R: T don’t think I was here. Was it a good day?

P: Yes, it was a fantastic day.

R: So what number are you then?

P: [Indicates by pointing to the scale].

R: Ok. What about intelligent?

P: What is intelligent?

R: It means clever.

P: I am a clever girl.

R: What number would you be?

P: [Indicates by pointing to the scale].

R: Five, ok. What about fun to be with?

P: I am fun to be, mum.

R: With your mum?

P: With mum and Adam, my best friend cousin.

R: What about at school?

P: I know, I know. I have...fun to be with Shaun, Mike, Nicole, Peter and Fiona.
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R: Ok, what number do you think you are?

P: [Indicates by pointing to the scale].

R: Ok, six. What about good looking?

P: I was very good looking all the nice things and all sort of place.

R: Ok, here good looking means what you think about your appearance, the way
you look. Do you like the way you look?

P: Yes, I like the way I look.

R: Ok, which number, do you think you are very good looking?

P: Yes, very good looking [indicates by pointing to the scale].

R: Ok, number six. What about feeling different from others.

P: Well the others are different, the all sorts of hair or eyes or clothes or shoes or
different coloured skin.

R: Ok, do you think you behave the same as other children?

P: Yes.

R: You do, ok. Do you think you are very similar to people in school?
P: Oh yes I am similar, to people at school, yes, I am.

R: So that would mean you don’t feel different to other people.

P: No, I don’t feel very different.

R: What number do you think you would be?

P: [Indicates by pointing to the scale].

R: Zero, ok. What about lazy?

P: I’'m not gonna be lazy.

R: You are not laze at all?

P: [Indicates by pointing to the scale].

R: You would be zero or one?

P: One please.

R: What about annoying?

P: Arg, it gives me headache and sore ears so I want piece and quiet so I think I will
€0 on zero.

R: Ok. What about moody, do you ever get moody?

P: Sometimes I get moody.

R: What number do you think you are?

P: One please.

R: What about messing about. Do you mess about?
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: Yes.

: Do you mess about a lot or just a bit?

: Just a little bit.

: Ok, what number do you think you are?
: Zero.

: Zero means not at all.

: How about one?
: Ok.

p

R

p

R

p

R

P

R

P: I chose one for a change.
R: Ok, what about shy? Are you a shy person?

P: No

R: You are quite a confident person.

P: Yes.

R: What number do you reckon you would be?

P: Zero.

R: Ok, not shy at all. What about cheeky?

P: T get a bit cheeky sometimes when I play tricks like I sneak through the door so
Carol wouldn’t notice me.

R: Ok, so what number do you think you would be for cheeky?

P: One.

R: What about loud, do you think you are loud?

P: Yes, I shout at someone and someone might get upset and we might run to the
library but I kept calm.

R: Ok I see. So what number do you think you would be?

P: One.

R: One? A little bit loud then. What about sarcastic?

P: Yes...What’s sarcastic?

R: Sarcastic means that you might not say nice things about somebody else.
P: No.

R: No, ok. What number do you think you would be, not at all?

P: Not at all.

R: Do you worry a lot?

P: Yes, just some...just a little bit.

R: What number do you think you would be?
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P: Oh dear, it is very hard to choose.

R: Itis, I know.

P: I think I chose one.

R: What about bossy?

P: I don’t get bossy.

R: You don’t get bossy?

P: No, well I...I do get bossy sometimes.

R: Ok, what number do you think you would be. Not at all, very much or
somewhere in the middle?

P: Oh, it’s a bit difficult.

R: It’s ok, take your time.

P: Zero

R: What about short-tempered? Do you get short-tempered?

P: Yes I do.

R: What number?

P: A lot or somewhere in the middle?

P: [Indicates by pointing to the scale].

R: Number two.

P: Last one.

R: Yes, last one. Do you get bored?

P: I don’t get bored [indicates by pointing to the scale].

R: You don’t get bored, you keep yourself busy, number one. Fantastic, well done.
Right this time you are going to go through them again and instead of answering
what you are like now I'm going to ask you what you would like to be. Ok? What
about ‘kind’ you gave yourself a number five, would you like to stay the same or be
more kind or less kind?

P: More kind, more kind please.

R: What about happy? You put yourself as very happiest. Would you like to stay
the same?

P: Yes.

R: What about friendly. How would you like to be?

P: More friendly [indicates by pointing to the scale].

R: Now what about funny, you said number three. Would you like to change that?

P: Yes.

120



: What would you like to change it to?

: It’s getting quite difficult.

: You are doing really well, well done.

: I know.

: Would you like to be more funny?

: Yes [indicates by pointing to the scale].

Ok.

: Lot’s more helpful.

: Ok. What about hardworking?

: Erm...[indicates by pointing to the scale].

: Ok, what about talkative?

: Keep that.

: What about confident?

: Keep that.

: Would you like to be more or less confident?
: More confident please [indicates by pointing to the scale].
: What about intelligent. You said number six.
: [Indicates by pointing to the scale].

: Ok, number six. Fun to be with you said six.
: Yes please.

: And good looking...

: Yes please.
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: Ok, we’ll keep them the same. Different from others you said you are zero. How
would you like to be

P: Erm...

R: Would you like to stay the same?

P: Yes.

R: Lazy...

P: I’'m not lazy after all.

R: What number would you like to be?
P: [Indicates by pointing to the scale].
R: Ok, not at all lazy.

P: Annoying...

P: Yes [indicates by pointing to the scale].
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R: Keep it the same, ok. What about moody?

P: Keep it the same please.

R: What about shy?

P: Stay the same.

R: What about cheeky?

P: Stay the same.

R: What about loud?

P: I always shout loud at the children and they will get upset.

R: Would you like to change that?

P: [Indicates by pointing to the scale].

R: You would like to never be like that. Ok. What about sarcastic?

P: Stay the same.

R: Worry, you said you worry a little bit. Would you like to worry less, more or
stay the same?

P: Stay the same please.

R: Bossy.

P: I don’t get bossy.

R: Keep that the same then?

P: Yes.

R: What about short-tempered? Would you like to be less, more or the same

P: Same please.

R: Erm getting bored.

P: I don’t get bored.

R: Would you like to keep it that way?

P: Yes.

R: Ok, well done. You have done very well. See on this one, on friendly you said
you are number four and want to be number six. Can you tell me a bit more about
that?

P: Yes.

R: How are you friendly?

P: I was friendly to mum because I want her to be my friend and she wants to look
after me and she does.

R: Why do you think its good to be friendly?

P: Hmm...
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R: Why do you think that’s a good thing to be friendly?

P: You should always be kind to your friends and be polite...no being nasty to
someone.

R: Do you think you have a lot of friend in school?

P: Yeah, I have a lot of friends in school.

R: And what do you think your friends think about you?

P: I think they all like me.

R: Very good and why do you think they like you?

P: Because I am a good girl, I can do anything.

R: Ok, you said you are fun to be with. How do you know you are fun to be with?

P: Fun to be with, like playing with other children in the playground or taking turns
on the computer or drawing pictures.

R: Ok, very good. You said you are not very confident, you are somewhere in the
middle.

P: I am not very confident, I am somewhere in the middle yeah.

R: So how do you think being more confident would be better?

P: Not sure.

R: Ok, you just would like to be more confident?

P: I just would like to be more comfortable.

R: Ok. Well done, you have done excellent on answering all these questions.

(No questions were asked about the participant’s condition on request of the

participant’s parent).

Transcript ASC 4

When completing SIP-A part one (What are you like?) the participant made the

following comments:

P: A lot of people say I’'m funny.

I am happy in school but I get very worried at home and that makes me very sad
and I get very stressed about it.

I get a bit shy when I see new people I get like embarrassed and all that.

Good looking, erm... I don’t tend to look in the mirror.

I always feel different from others.

Annoying...well you have to ask my sisters [laughs].
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Moody...depends what my day has been like.

Mess about...depends if...what type of day I have. If it is a hyper day than I mess
about a lot like when I was off my tablets I had to be doing my teachers’ head in but
when I m on my tablets I don’t do that.

Loud...if I'm angry.

Sarcastic...It’s hard with me cause people say I am sarcastic to them but if they are
sarcastic to me I can’t take it in because of the way I am, I don’t get sarcasm really
but I don’t notice sometimes that I’'m being sarcastic I just see it as messing but I
can sometimes give it and no take it.

R: So you are not sure that you are actually doing it?

P: Yeah, I'm just not sure I am actually doing it. I just say sorry if they get angry
because [ wouldn’t say I'm being sarcastic because I don’t really know what that is.
P: Worry...erm I worry if there is not bread in the house, it just really gets to me so
much its really annoying cause its stresses me so much.

P: Bossy...I don’t really boss people around. Do you mean like?

R: Yeah, like bossing people around.

P: Yeah I do that a lot at home but I do it only when I am home I like tell me sister
don’t get in the shower now, you’re not getting in the shower now, I want to get my
shower but I only do that because if I get my routine messed up but I don’t know if
that classed as being bossy to do with the routine. That’s one thing...that the
woman [refers to a social worker] is coming around to explain about my routine
getting messed. I don’t exactly wanna be bossy I just do it cause I wanna stay calm.
R: I see, ok. What about the next one?

P: Get bored...Depends what I’'m doing. Like I don’t get bored at school...I am
doing something I am with others like but when I’'m at home...my sisters are
rubbish to talk to so I just tend to like walk around but then when I get bored I get
like bossy...like nasty with everyone and get in a mood because I'm bored.

When completing SIP-A part two (How would you like to be?) the participant made
the following comments:

P: Good looking...I’m not worried about that just as long as I smell all right I’'m not
bothered about anything cause looks don’t wind me up, it’s smells that wind me up
so if you...for example if you have the ugliest face ever but you smelled all right I

wouldn’t care but if you had like a beautiful face but you stunk I wouldn’t be
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bothered about your looks I would just be bothered about the smell because
just...yeah.

R: Ok.

P: Feeling different from others...its not like that I’'m different, it’s the fact that I
feel like I’'m singled out cause my sisters...lots of people do things that I can’t do so
I feel like I’'m getting...so I feel just like that...like mainstream, like I would want
to be like that.

R: So you feel you would like to be less different from other people?

P: Not exactly, probably I would like to be just about three.

R: So not too different?

P: So like not too different but I can do the same things.

R: Ok.

P: Mess about...it’s not really bad to mess about because it’s a bit of fun but one
would be better so it doesn’t get so lively as it gets.

R: Ok. What about shy, how would you like to be?

P: Zero, you get even more embarrassed when you’re shy don’t’ you? You feel
more ashamed because you like that...I don’t like it.

R: Are you ok if I ask you some questions about these scores?

P: Yeah.

R: You already said a lot about it, which is fantastic. Erm...you said you would like
to be a lot more happier. Can you tell me a bit more about that?

P: It’s not like...its like I can be happy but I like get depressed like sad a lot
because I see others...like my sisters are the ones cause I'm always with them. Like
at school I don’t get sad, like I might get upset if I had an argument with someone
but it gets sorted but when I’'m at home there doesn’t seem to be ever like anything
like they all do things but I can’t and I get very...like I can be a bit happy but then I
can get sad very easy because I want to do what they are doing like go out on my
own but I never get to do it so I always get a little bit stressed about it.

R: Hmm. How old are your sisters? Are they older or younger?

P: Oneis 19, one is 17, one is 13. I am 15.

R: I see, so you are the second youngest.

P: Yeah like the one that’s 19...like I hate her. I can’t... like she is jealous of me
cause she sees that I get more things than them but I don’t, I only get a bit more

attention from my mum because I...like if my mum wants to take me out they get
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very angry about that because they think that my mum is just singling them out but
I think that I'm getting singled out because they can all pick themselves and go out
but I sit there bored again so I get more and more stressed so I can be happy at some
times but I get very sad easy when I see something that I can’t do which is quite a
lot of the time and it always seem to be around my oldest sister.

R: Ok, so you said you get upset when there are things you can’t do like going out
on your own. Is there something else you get upset about?

P: Just like all...like things you can do like go out do things like have mates and all
that sort of stuff. Like go to a proper school...like I know this is a proper school but
I mean like being with the thing. So I get quite depressed because of all that and
that’s why this always happens [points to ‘get bored’ item on the scale].

R: Because you get bored?

P: Yeah, very easily like there is nothing to do. I would be doing something for a
minute and then I would be like why do I have to do this? Why can’t I just do that?
So I 'like get very...like it leads to outburst and that happens quite a lot.

R: So that kind of goes along with this one, when you said you feel quite different
from people because you can’t do the same things, is that right?

P: Yeah...God the smell is coming back [smelling her jumper] dampness cause
there was a bit of water in it but...it’ll get washed tonight...See this is worrying
now.

R: I see, like you said you worry a lot about these things, right?

P: Yeah, I'm terrible for worrying, terrible for worrying. I worry about things
that...I think my mum is bit the same she worries about things before it even
happened. Like she worries about what will happen, what might even happen. But I
always tend to do that quite a lot like worry. For example like now when I go home
and someone starts fighting but my mum and dad, everyone tells me...stop...don’t
worry about it until it’s actually happened but I am worrying in case this happens.
And I worry, I know this sounds very bizarre but I get worried like if we only have
a tiny bit of bread left like I start mindering my mum and dad to get some and
sometimes like I get annoyed because I would like...I would happily pick myself up
and get it to stop me worrying about it but I have to wait all the time and the more
I’m waiting the more I get worried about it so making like...like me not being able
to go out and do things makes me worry more like in case things are not going to

change. So like if I know you were worrying about something you would go sort it
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out wouldn’t you? I would have to go out for someone to go out and sort it out for
me, which takes about a year. Like I am getting worried about, like my social
worker...I’m supposed to get my shower built because of my routine and that and
I’'m getting worried because my social worker has been off for four months so I
haven’t been able to get that sorted and I’'m worrying constantly over that.

R: So is that about your shower?

P: Because in the house I have to have a certain time when I have my shower and
have to be first in the shower...I don’t know...its just because the way my routine is
organised because the more I am wondering around the more I'm wound up
because I'm looking for things to moan about that are worrying me because I have
to constantly look for something to do so having my shower calms me down but
because everyone else in the house I take about an hour in the shower and they
can’t all have a shower then. And after ten o’clock I won’t let them have a shower
because I want to go to bed and if everyone has a shower we are all up till one
o’clock in the morning and then my mum doesn’t get happy about that either
because she can’t get them up for school so I need another shower built so they can
have their showers when they want and I can go to my own shower so I don’t have
to worry about everyone else, I can just do what I want.

R: So you are waiting for that to get sorted out?

P: I have not heard nothing else from her for months.

R: Isee. Ok. Let’s have a look at this. Here on friendly you said you wanted to be
more friendly. Can you tell me something else about that?

P: Well like I get annoyed with people a lot and like if I like...can you like explain
a bit more what friendly means?

R: Yeah, so friendly...say you have people at school that you are friendly with or...
P: Like you are nice with them?

R: Yes.. .like...

P: I do that quite a lot but its sometimes hard for me because I feel like I'm being
nice but 'm doing something wrong everyone tells me, like when I was talking
about my sisters like that’s the part of the sarcasm like when I’'m talking to them
I’'m thinking in my head that I'm being perfectly fine with them, doing nothing but
actually I’'m doing something bad but I don’t know. Because like my mum and dad

say although you like think you are being friendly you’re actually doing something
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bad but I like think what have I done bad? I don’t know I have done something bad,
I only said what you said.

R: I see. Ok. Thank you.

R: Is it ok if T ask you some questions about autism now?

P: Yeah that all right.

R: Ok, can you tell me what you know about it?

P: It’s your social skills, you like...it’s like your life, isn’t it? It’s different, its like
autism is lots of things, it can be anything, can’t it? It’s like a rainbow, isn’t it? And
there is like...one side is like...what’s the word...it’s like severe and there’s like
mild and there is like...everyone of them is like different types and like the severe
ones are like the ones who don’t speak and like who...there is like in the middle
like those who do speak but they can’t communicate. They like flap their arms and
that and then there are other ones like me but can’t do...like with the social skills
and things and that’s what autism is really, just your social skills and all the life
things.

R: That is a very good explanation. Can you tell me a bit more about...you know
how you feel about having autism?

P: I do get a bit jealous of mainstream, [ would rather be mainstream but I mean it
doesn’t like...what I’d prefer is if everyone would like stop rubbing it into me that
I’'m like autistic cause I don’t really like to know I am autistic cause what the
problem is...is like when I’m on the streets, the thing why my mum and dad don’t
let me go out is because I just...you’d look at me and you wouldn’t think I’ve got
autism have you? But you would look at like...I’'m not being nasty but like you’d
look at someone else like Ben and them...I’m not being horrible but you would
know straight away there is something wrong because of the way they act but you
wouldn’t look at me and think she’s got autism but so when I’m out on the streets,
like when I’m out with my mum somewhere it seems annoying cause when I go out
I just act like a normal mainstream person but there seems to be like little problems
that shot at me like if I do a little bit like...like yesterday I walked in town like that
with my hands [hands lifted to her chest] and cause I don’t like walking with my
hands down the side I just walk like that and straight away the lads started to skit
me about it but I didn’t look like I was doing anything but straight away they were
skitting me and saying I look like something so I don’t know why, you wouldn’t

think when you look at me but like when I go out people tend to like take the piss
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out of me but I don’t know how they get to see that and plus I am an easy target
cause straight away I just start arguing back with them cause I just can’t let it go.

R: Ok.

P: Like my sisters would let it go but then they start...like if you ignore them then
they like start following you around trying to get you more reacting but I don’t
know what makes them wanna do that.

R: That must be hard when you are out and that happens.

P: That’s why I can’t go out like cause I have to have my mum and dad with me but
then I feel like I like a baby cause my sister is 13 and she can go into town on her
own and I’m not allowed to do that and when my mum and dad say that they will
take me out they all start moaning that I'm just my mum’s favourite. But I can be
out with my mum sometimes...yesterday I went for a walk and the lads started
saying “Look at that mong” and I just ignored them and they started throwing
things and then my mum turned around and told them to pack it in and then they
like started saying like: “Look at her”. But then my dad saw the lads and told them
off and saw these other lads and asked them if they’ve seen them and they said that
they’re always like that when they do that all the time they tend to do it like...but
my dad gets so angry with them all the time.

R: T am sure he does. Hmm. Do you think there are any good things about having
autism?

P: Hmm, not really. It’s not there is like nothing good but if you’re like more on the
severe side you won’t notice the difference cause you couldn’t tell cause when
you’re so severe you wouldn’t understand, you wouldn’t know the difference
between that and that but with like the type of me you can...because you can
see...cause you'd look and wouldn’t think like she’s got autism cause you’re like
clever and that because you’re mild, it’s just you notice more things and you can
tell the difference between them things. So you seem to have a look at it and think,
well why can’t I do that? Cause you can do it, you wanna do it but then you get told
that you can’t do it but yeah it’s not the best of things to have.

R: Hmm. If there was something you could change, would you change anything?

P: What you mean like my needs or what?

R: Like about you having autism or about...

P: Well, it’s not exactly the autism that’s the problem it’s the other things that like
to do with autism like the OCD and ADHD, its more them. Like my AHDH is a
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problem but when I’m off my tablets but I don’t mind cause it’s now sorted. But its
more with my OCD, that’s what makes me get very very stressed a lot cause I just
want it to go the way I’ve said it so that’s the one I would rather change the OCD
because I get so worked up that’s what makes me so worried about things.

R: Ok. Thank you so much for answering all these questions. You did very well.

Transcript ASC 5

When completing SIP-A part one (What are you like?) no comments were made by

the participant other than indicating scores on individual items.

R: Ok, so this time we are going to go through them again and instead of answering
what you are like now I'm going to ask you what you would like to be. Ok? What
about kind you gave yourself a number six.

P: Oh yes, you see I first was really... don’t know how to be kind but since I got
this maturity, since I was eleven...when I was nearly twelve, I started to see a new
gate, a gate of sensibility and maturity.

R: Ok, so you think you would like to be the same?

P: Oh yes, very the same.

R: Happy, do you want to stay the same?

P: Yes.

R: On friendly you gave yourself number six. Why do you think you are friendly?
P: Maybe because since I’ve got this maturity I’ve been well...lets say I have been
more friendly than when I was eleven or ten.

R: I see. How old are you now?

P: I am twelve. Twelve and a half, nearly 13.

R: So you want to stay the same?

P: Yes.

R: What about funny, you gave yourself number six.

P: Yeah, I’ve got all my jokes.

P: I see, so you want to stay the same?

R: Yes.

R: What about helpful?

P: Stay the same.

R: What about hard working?
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P: Yes, I’ve been a lot of hard working at school and erm I do...I do my best.

R: What about talkative, do you want to stay the same?

P: Oh yes, I like chatting with my mates as well as chatting with the members of
staff.

R: Ok, you said you are very confident. Tell me a bit more about that.

P: Well, the only reason I said I was six at confident was that I was acting like some
kind a leader of...like if I...like if I...so I feel very confident cause like I am the
strategist of class Melanie (classes are named by the teacher’s name) and if [ was in
World War II, I could have made a sergeant.

R: Very good. So you would like to stay very confident.

P: Yes, stay the same.

R: On sporty you gave yourself number five, how would you like to be?

P: I would like to be more sporty, yes I would like to be number six. Besides I was
only kidding about the whole thing. See...look at how much weight I lost. First I
was like chubby but not I am like...slimmed down to that...It was amazing that and
if you move to good looking that would definitely stay the same.

R: Ok, very good. Fun to be with, you gave yourself number six.

P: Oh yeah, very much. Most of all, the most important...most of people like me...
they really me and they always follow me around and I am really good at drawing
and most of all...it is kind of a...well...my life style, I am fun to be with.

R: So you would stay the same then?

P: Oh yes.

R: What about intelligent. You gave yourself number six.

P: Well I was...well I was...I wasn’t intelligent when I was little. Can you imagine
how intelligent I got by focusing on every website and putting it in my brain and in
fact I have a very good memory I can even remember that Toy Story two was made
in 1999 when I was born.

R: Ok. Very good. So you want to stay the same?

P: Yes.

R: Ok, let’s have a look at these. You said you don’t feel different from others. Is
that right?

P: Well, no.

R: Why is that?
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P: Well, first of all I started of...when I first came to school I met two people that
really felt that I was different. It was Mike and Patrick one of my best friends. The
spirit about them is inside this classroom and that’s why I agreed to be in this
classroom and anyway...

R: So you don’t feel different from others at all?

P: Yeah, I don’t feel different from others.

R: Ok, what about lazy. You gave yourself number one. Would you like to stay the
same or be different?

P: I’d like to be like none at all because I'm like hypergenetic with timing and all.
R: Ok. What about annoying you gave yourself a zero. Would you like to stay the
same?

P: Yes and I used to be annoying but now I find that...again like I found with this
maturity that I’ve been matured and stopped being annoying.

R: Ok, is that similar with being moody?

P: Yes.

R: Ok, you would stay the same?

P: Yes.

R: What about mess about, you said you were number one.

P: I would give it a definite zero. I never mess about on a job like this.

R: You are doing really well. On shy you gave yourself number three. Would you
like to be different?

P: I would like to be number one.

R: Why would you like to be less shy?

P: Because I have...In all concerts I have a little bit of stage fright at first but then
as soon as the final line comes up I reveal my face, look on the ground and keep
doing the song. Could you imagine what its like to first step into the light of
maturity?

R: Ok, very good, so its number one. On cheeky, you gave yourself number six.
Would you like to be less cheeky or stay the same?

P: Well I think I would give it like half percentage to what is it now.

R: Ok, so you would give yourself number three.

P: Yeah because I do it sometimes as a joke.

R: I see. What about loud. You gave yourself number two. How would you like to

be?
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P: One.

R: What about sarcastic? You gave yourself number one. How would you like to
be?

P: I would be in between zero and one.

R: Ok, let’s have a look at the next one. Worry a lot.

P: I would give it two.

R: You’d like to worry less?

P: Well yes, I am kind of...don’t want to worry about anything. I am kind of scared
of wasps they are not sort of my favourite bug.

R: You said you are not at all bossy. Would you like to stay the same?

P: Oh zilch.

R: What abut short-tempered, how would you like to be?

P: T would give it a definite zero because it takes me a long time to get
tempered...not at all.

R: Ok, very good, I only have a couple more questions. Do you know anything
about autism?

P: Well autism it’s like the treasure of this school, like a big little diamond that’s in-
sealed in every student of this school.

R: So what does autism mean, say if I didn’t know what it was?

P: It means you have this like sort of like this little problem and this school is
helping you out. It’s kind of like the next generation of helping out. Besides when I
was younger I did not know anything about this autism let alone that like it can get
too worse but as you know you improve something....what is the most important to
some people but not important to others...and the answer is your mind.

R: You mind?

P: Yes, they try to improve your 1Q every day you are still in the school. The
answer is right in the...its like...erm...in our teachers...in our headmistress’ words.
R: Ok, so do you know if you have autism?

P: Well I did know now, I really did know now.

R: And you said that when you were younger you didn’t know. How did you find
out?

P: Well, when my mum told me that I have autism, honestly now that I know about
this autism I really am getting a feel of kind of special, like a special jewel.

R: Ok, so do you think there are any good things about having autism?
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P: It really good because they help you to calm down, they give you like special
therapies like Bowen, I would love it and I love the school and when I probably
leave it when I’'m older I would probably miss it, I would miss my mates.

R: Ok, and do you think there are any bad things about having autism?

P: Bad things? Well only that it stresses you out, sometimes it makes you more
frustrated but whenever the teacher will always be there to help, will always be
here...here to help you out.

R: And how does having autism make you feel?

P: It makes me fee very special.

R: Ok, thank you. Well done, you have done really well on these questions.

Transcript ASC 6

When completing SIP-A, no comments were made by the participant other than

indicating scores on individual items.

R: Ok so we are going to have a look at some of these scores you have done in a bit
more detail...so friendly, you said that you were very friendly.

P: Yes, Yes. I be very much friendly.

R: How do you know that you are very much friendly?

P: Because everyone!

R: Because of everyone? You’ve got lots of friend then?

P: Yes. Yes I do! Yes because I'm a listener!

R: What does it mean to be friendly?

P: ‘Coz’ friendly to be nice. And you shake hands towards others.

R:Isee. You also said that you would like to be a bit more funny than you are?
P: Yes, because there was a little bit.

R: What does it mean to be funny?

P: [Laughs] to be very much.

R: How does it make other people feel?

P: Happiness!

R: And you would like to be more like that?

P: Yes! Haha [laughs] funny!

R: So confident, you said you were very confident. So how do you know that?

P: To be very confident is to talk.
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R: Hmm so how do you know that you are very confident?

P: In maths.

R: So what kind of things can you do when you are cofident?

P: What kind of things can you do? Like writings, like meeting peoples.

R: Is it good to be confident?

P: Yes! Yes it’s ok just relax [yawns].

R: Shy, you said you were not very shy?

P: Yes I’'m very shy.

R: Here you said that you were not very shy.

P: Yes a little bit shy.

R: Hmm so why do you think you are only a little bit shy?

P: I’'m on number one [indicated by pointing to the scale].

R: Ok, you said you were not very shy. So how do you feel when you meet
someone that you don’t know?

P: To be shy, to be shy. To be leaving.

R: When you’re introduced to people that you have not met before and they say hi,
do you feel ok with that?

P: Yes, yes.

R: Ok. Different from others, you said that you were very different from other
people.

P: Yes. Yes I am very different.

R: Why do you think that is?

P: That means that I'm different to the other peoples.

R: Hmm so what’s different about you?

P: Different about me? I'm so tired because I'm thinking hard now.... So tired....
[Makes a snoring noise].

R: Can you tell us why you’re different from other people? What makes you think
that?

P: Because I'm different from the ladies.

R: In which way?

P: In class ten.

R: Different from the children in your class? In what way? Can you give me an
example?

P: In class twelve. Yes.
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R: Is it a good thing to be different?

P: Yes, yes good thing!

R: Why?

P: Because I love being different. Little bit of different things.
Teacher: Why are you different?

P: Because I'm different! I'm different!

Teacher: Do you not know?

P: I don’t know.

R: That’s ok! ... So you said you worry a little bit about things, why do you worry?
P: Because I worried, because I was shy. What you doing Hannah?
Teacher: What am I doing?

P: Hannah, don’t be shy to the other friends.

Teacher: Why are you worried?

P: I’'m worried about Lisa, because she is my friend! I’'m leaving soon.
R: Ahh so you’re worried about leaving your friend?

P: I'm sorry I’m sorry... quite a lot [groaning noise].

R: What you sorry for?

P: I promise I love Andrea because she is my friend.

Teacher: Yes Andrea and Lisa are both your teachers and your friends.
R: I’m sure you’ll still keep in contact.

P: Because they are friendly. Lisa nice to be friendly.

R: Yes.

Teacher: And you still have three years left at school yet.

R: So that’s still quite a long time yet.

P: Yes I have a long time yet.

R: If you could change anything about ...

P: I could change my friends, mum and dad.

R: If you could be different in anyway...

P: It’s ok. I'm different anyway, to be part to be born. It’s getting bored.
R: You are getting a bit bored? Well we’ve just got a couple of questions left on this
one and then we are going to start something else.

P: What?

R: I will show in a minute.

Teacher: Well finish this and you will find out.
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P: Ok.

R: Do you know what autism is? .... Have you heard that word before?

P: Not a word I’ve heard before.

Teacher: Are you listening? Concentrating? Being sensible?... Have you heard the
word autism?...

P: Autism.

Teacher: have you heard that word before?

P: Yes! ... Oh Andrea is going to miss us! Oh I promise! [makes loud noises].
Teacher: Being sensible please, so I can go back to class and tell Lisa.

P: Yes please. Yes ok I promise. I am finished now anyway.

R: Thank you.

P: Thank you.

R: Have you heard the word autism?

P: Autism ok yes.

R: What is autism?

P: Yes. Thank you for introducing to me... I don’t know, I know [makes loud
noise].

R: Thank you, you’ve done brilliantly.... That is the end of the questions now.

Thank you very much.

Transcript ASC 7

When completing SIP-A, no comments were made by the participant other than

indicating scores on individual items.

R: See on this one, friendly, you gave yourself number six. How do you know you
are friendly?

P: A lot of people say that I am friendly and I know for myself that I am very
friendly.

R: What about feeling different from others, you said you were number five.

P: I didn’t really understand that one so I just put something.

R: So how about with your friends at school...Do you feel the same as them or do
you feel different?

P: Yes I do feel the same yeah.

R: Ok, you also said you would like to worry less. Do you worry quite a lot?
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P: Yeah I do. I bottle things up but I don’t bottle things up as I did. But yeah, I'd
rather not worry [laughs].

R: And bossy you said you want to be a lot less bossy. How are you bossy?

P: [Laughs] I do tell my brothers not to do things...

R: Are they younger than you?

P: Yeah.

R: Ok, some of the questions are about autism. Is it ok if we ask you about that?

P: Yeah.

R: We spoke about autism together before, you were telling me about how you find
it and how it effects you...

P: Yeah, I find autism now as erm...I know that I am different but I know that I can
get on with it and I don’t mind telling other people and I know I can trust them and
I find that I have two friends when I go away and my mum did tell them and
explained that I find it difficult and since then they helped me a lot and I find it that
when I tell people they do treat me differently but not badly but they treat me better
than they actually did so I find it better.

R: When did you find out that you had autism?

P: I don’t remember it actually...I think it was when I matured a little bit more and I
think I think my mum said you have autism and stuff like that and she explained
what it was and stuff but there is some things that I still ask mum and she explains
what is it.

R: Ok, what is it that you find most difficult about it?

P: Erm...explaining to people like talking to people and explaining how I feel. I
mean I got better but I would like to work on it a little bit more.

R: Do you think there are any good things about having autism?

P: No.

R: Ok. I am just going to go back to some of these scores...why do you think you
are confident?

P: Erm...I don’t know actually...I think this school has made me more confident
and I can do a lot more things without worrying and I have changed and I don’t
worry about it so I feel confident in going...doing more, doing new things.

R: Is that something that you used to get worried you...about change?

P: Yes, I used to hate change and I mean I still hate it now but I don’t worry as

much.
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R: What was it like on the mainstream school you went to?

P: It was horrible [laughs].

R: Why did you find it horrible?

P: No one understood me and that. And I found the work difficult and that because
no one understood where [ was coming from and how to help me and that.

R: So did you feel that was a big change in coming here?

P: Yeah.

R: Did you feel like you were understood more?

P: Yeah.

R: You know when we were talking about feeling different from others, you said
you don’t feel different from people in the school. What about...do you have
friends outside of school?

P: I don’t have any local friends, I have two friends who live in Manchester. I don’t
feel very different from them because I'm just a person they are and despite what I
have I’'m still the same. I mean I might think differently and my brain can work
differently but I don’t really care [laughs] knowing about autism I can get it out
there and feel better about myself as soon I can trust someone then I can tell them
and then it’s out there and I feel better.

R: So you think that telling people that and having that explanation makes it a bit
easier?

P: Yeah.

R: What do you tell people when you tell them about it?

P: I have my mum there with me to sort of help me explain it more and I just say
I’ve got autism and my brain like works differently and stuff like that and my mum
can explain it a bit more because she experienced it. Like I mean it’s coming from
me but she obviously experienced it a lot more having a child with autism anyway.

R: Ok. Well, thank you very much, that was really helpful.

Transcript ASC 8

When completing SIP-A, no comments were made by the participant other than

indicating scores on individual items.

R: Ok Thank you. Is it ok if I ask you a few questions about how you scored these?
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P: Yes.

R: Ok. What about happy, you said you would like to be more happy. Could you
tell me a bit more about that?

P: Hmm. Just get more happy and that. I already am but I’d just like it a little bit
more. Don’t want to worry a lot you know.

R: Ok, so you said about worrying you said you would like to worry less.

P: Yeah, I don’t want to worry at all. I don’t want to. I don’t know how, I just
sometimes have days when I do but... yeah.

R: Ok, so you want to worry less.

P: Yes.

R: Ok, so what kind of things you worry about?

P: Sometime when I'm in school, sometime in FE playing football that’s all. But I
do enjoy it you know but sometimes when I make a mistake I don’t want to start
and that which I worry about but maybe he won’t do it again but he might.

R: What do you mean he won’t do it?

P: Like ‘skitting’.

R: T see, ok. Now you said you are quite friendly. How do you know you are
friendly?

P: I just give people smiles, say how are you and that.

R: Ok, do you think you have a lot of friends?

P: Yeah.

R: Ok, do you have friends in school our elsewhere?

P: Anywhere, anywhere yeah.

R: Ok. What about funny, you said you want to be more funny.

P: Yeah, tell jokes more, interact more with kids and that.

R: Why do you think it is good to be funny?

P: Because they like you.

R: Ok, very good. Hard working you said you want to be more hard working.

P: Like help around the house more, I’d say yeah.

R: Why do you think that is a good thing?

P: It means I’m helping out in the house.

R: Your mum would be happy? [laughs].

P: Of course [laughs].

R: Ok. What about talkative, you said you would like to be more talkative.
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P: Yeah, like interact more, communicate more I think.

R: Ok, do you think you have sometimes problems with that?

P: Sometimes, but I feel confident when I do.

R: Ok, that’s very good. Confident is actually the next one. You said you were quite
confident. Why do you think you are confident?

P: Because I'm here at this school, it’s gonna help me to be more confident, at this
school yeah.

R: Is that what you found here yeah?

P: Yeah more than I did before.

R: What kind of school did you go to before?

P: A high school.

R: How did you find it there?

P: Just boring, it was nothing. They were idiots.

R: Ok, so what was your confidence like there?

P: Not that good to be fair.

R: So do you think that has changed?

P: Yeah, a lot yeah. It really has changed a lot.

R: Hmm...why do you think it changed?

P: Because I'm with this school.

R: Very good, ok. Now on good looking you said you want to be more good
looking. Why do you think that?

P: T don’t like the way my hair is. 'm not like the good looking lads but I'll
improve one day, loose some weight.

R: Ok, now this one you said you are number four on feeling different from others.
Why do you think you are different from others?

P: Because I'm autistic.

R: Hmm.

P: But sometime I don’t show it, like when I'm at home I don’t show it, I'm
different.

R: And you said you would like to be more different from others. Is that right?

P: Yeah, more different in the school.

R: I see, ok. In what way do you mean?

P: Like they are autistic. I want to feel like I don’t have autism. Like I do, but I
don’t show it, I don’t act like other kids do.
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R: So you think you would like to be more like people that do not come to this
school?

P: Yes, that’s exactly yes.

R: Ok. Now...you mentioned autism. Can you tell me what you know about
autism?

P: That they think different which when people...I mean I take things as a joke but
when it gets too far I sometimes don’t but...I mean like kids in the school if
someone said like... they like take offence but I take it like a joke. I'd just say
like...I’'m not gonna say that because you’re my friend but...erm...other kinds in
the school would. I don’t wanna be like that. I want to take things as a joke.

R: So you don’t want to say things too...

P: Seriously.

R: Ok, is there anything else you know about autism?

P: That they worry too much. They are not capable sometimes of doing things.

R: Ok. How do you feel, how do you find it being autistic?

P: Sometimes hard like other people but I just lift my head up and just interact
basically.

R: So it is something you might struggle with sometimes...with interaction?

P: I sometimes don’t know what to say in conversation and that, that’s the thing but
you know... I like football and that so I do speak you know but if for example my
dad is speaking with all of his friends I don’t know what to say but you know I do
interact, that’s the main thing.

R: Ok, fantastic. Erm...do you think there are any positive things about having
autism? Any good things about it?

P: Not sure.

R: I know that is a hard question, do you think there is something you can think of
is good about it?

P: Erm...If someone else had autism then it probably would be like you know you
can speak to someone using your language you know...speak the same as I would
like. You know but there are lads out there like me who speak like me but don’t
have autism, which is good. I can’t think of anything else.

R: Ok, that a very good answer. Is there anything you can think of that’s bad about

it, that is negative?

142



P: Well say like I'd say a joke in FE, they like don’t get it. They haven’t got sense
of humours and they don’t fuss, they are not like lads who say like ”you all right
Zack” or like “How are you doing mate?”” They don’t do that in FE with me, that’s
like what I don’t like about it cause they are supposed to be...you know on my side
but you know but they like... you know don’t understand really, not like other lads.
They are quiet and I don’t like that.

R: I see, ok. Is there anything else that you find difficult about it?

P: I had an idea before but then it went erm...I don’t know.

R: That’s ok. If you could change anything about yourself, would you change
something?

P: Me not having autism basically.

R: How do you think that would change things for you?

P: I would be able to talk better, look better but I know that’s not gonna happen.

R: Hmm. Ok, thank you for that. I think you did excellent at answering these
questions, I know some were quite difficult. And as you said... it is very good that
you focus on the good things and stay positive.

P: Yeah.

R: Ok, are you ok to finish there? Do you have any questions?

P: I'm fine. I'm fine.

R: Ok.

Transcript ASC 9

When completing SIP-A part one (What are you like?) the participant made the

following comments:

[Confident]

P: I’'m starting to build up on that. 'm getting better at it.

R: Why do you think you are getting better?

P: Because when I first started here I was a lot different to what I'm like now.

R: And why do you think that is?

P: Because I felt that I had a lot of help over time and I’ve known myself a lot better
over the years, it’s just taken a lot longer too... yeah.

R: That is interesting that you say you know yourself better.
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P: This is part of the autism I think that you might...its hard to explain but its like I
think I'm a completely different person to what I was a few years ago.

R: In what way do you think you are different?

P: Just that I'm a lot more, just got a lot more independence, a lot more erm...just
all around skills I’'m just better than I was a few years ago because yeah I didn’t
really have a good high school life but then I went here and then they really helped
me over time, they really improved me. Even I see pictures of me a few years ago
and I think I’ve changed a hell of a lot which I think it’s for the better.

R: Ok, that is very good.

[Intelligent]

P: T would give myself four again. There are lots of fours, I think I'm quite a
balanced character.

[Feeling different form others]

P: Number four because I feel different sometimes, to be honest I do.

R: Why do you feel different from others?

P: Certain ways I notice sometimes I act, sometimes I act different to what other
people sometimes do. It’s the situations sometimes...but it’s quite erm... I already
know that autism is a bit of a hidden condition its when you don’t notice it that
much but its actually there. Most of it is just through social communication the way
they can’t show it on their faces.

[Moody]

P: Three. But I'm not sure if that's slightly moving now because I'm older, because
of the changes, just moving on a bit. ... Not sure if it should be higher but leave it at
three.

[Shy]

P: I give that a three. Sometime I get a bit quiet in front of new people.

[Sarcastic]

P: Three I think. I can be a bit sarcastic sometimes. You can hear it in my voice.
[Worry a lot]

P: Give that four.

R: do you worry sometimes?

P: To be honest I do. Anxiety is one of the main problems I have. In certain
situations I just get this anxiety and it sometimes builds but I can recognise it.

Sometimes it's hard to control but I try to think of the strategies to help me with that
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and hopefully it might disappear one day, hopefully.

R: That's very good that you think about strategies to cope with the anxiety

P: Yes. I get anxiety and a bit of stress. Its like mixed really. Sometime it can
change me.

[Friendly]

P: Stay the same. I do try to be friendly, there are just times when you loose the
friendliness. It depends on what they do to you

[Talkative]

P: Stay the same. I used to chat a lot. That's something I improved on. When I was
younger I didn't know facial expressions on people and I used to talk a lot, a lot
more than I do now. It's part of my social communication. I sometimes couldn't
notice the difference, sometimes in their voices, sometimes how they act in their
face but I'm a lot better at that now.

[Confident]

P: Stay the same. I think the more confident the better. But then you can be too
confident, it's good to keep a balance really.

[Sporty]

P: Stay the same but you never know about the future, I might want to do some
more, maybe go to he gym. Maybe keep it at three. I don't want to go all the time
like some other people.

[Feel different from others]

P: Maybe try to get it on to number three for feeling different from others. I'm still
trying to build on that, trying to stop myself thinking that I am...trying to get myself
a bit out of it but erm...sometimes it's hard though, hard to detect it, sometimes I
think I can't. Sometimes it's hard to change.

[Worry a lot]

P: Maybe in the future. Maybe it's a good thing to try and worry less a bit. That will
take time though so it’s best to keep it there [same score] for now. It's a hard one

really because people develop over time, so I might just grow out of stuff.

R: So you think that in the future you would like to worry less?
P: Maybe, yes, keep it at three...cause I know my mum worries a lot so maybe it is

in the family and my uncle can be a bit short-tempered sometimes so both of them
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can be in the family really. So I think I recognize that it’s a part of the family. But
then I again I might bet a bit more short-tempered just because sometimes I might
have a bit of a struggle just like different things, like in can set that off a bit more.
It’s just the way I am.

R: Ok. So you we already talked a bit about autism and mentioned a few things.
Can you tell me a bit more about what you know about autism?

P: It is difficult to explain...

R: How does it feel having autism?

P: It’s quite mixed really. Sometimes I might fight it, sometimes I just have to get
on with it because that’s just who I am but I am agreeing on it a more than I did in
the past like I think when I was in my teenage years I was starting to feel a bit...get
a bit...erm...but I don’t know if I still feel it now, I am trying to control it a bit
more, just to say that’s the way I am, just trying just live with it really.

R: Do you think there are any positive things about having autism?

P: Erm...that’s a hard one. Erm...people could help you more that’s the one thing
about autism people can help you more, bit more...might get a bit more support
from people.

R: Is that something that you found? That people give you more support?

P: Sometime yeah. But sometimes I do keep my condition to the minimum
sometimes, I don’t like it too much spread around.

R: And what do you think are the negative things about autism?

P: Yes, slightly bit more negative than positive I think. It can be a bit of a struggle
sometimes. The anxiety for starts, it might kick off, sometimes even without any
notice, it can just come, erm...stress levels all sorts like that can be a part of it.
Confusion sometimes like in my head cause I get things like that a bit. A bit of
frustration. It’s like mixed really.

R: Before you mention things about social contact and understanding people. How
do you feel about that?

P: Doing better now. I understand how people react to different things and that, I
am a bit better. [ am a lot better at understanding that kind of stuff.

R: Ok. You did really well at answering all these questions. Thank you.
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Transcript ASC 10

When completing SIP-A, no comments were made by the participant other than

indicating scores on individual items.

Participant chose not to complete the SIP-A follow up interview.

Transcript ASC 11

When completing SIP-A part one (What are you like?) no comments were made by

the participant other than indicating scores on individual items.

P: Hard-working... I don’t work hard a lot.

P: Talkative... I don’t like to talk a lot, I think talking might distract my feelings...
some talking might hurt my feelings.

P: Lazy... of course I'm not... might be a zero for that.... No way I should be lazy
no way.

P: Annoying... No, I’'m not annoying

P: Moody... Never moody, no way.

R: What about mess about do you mess about?

P: What does that mean?

R: It means, for example, when you’re in the classroom and your supposed to be
doing work do you not do your work and get distracted and do other things?

P: Yeah I do that... I do that a lot because I'm more concentrated on staying at
home and playing my games.

P: Shy... because I don’t talk a lot

P: Cheeky... especially in school... most people think I'm cheeky cause I do things
that they don’t like.

R: What kinds of things do you do that are cheeky?

P: I find their weaknesses and use them on them... of course I'm not... well... [ use
music, | use loud music... erm so I'm a three on that. I don’t shout, no, I don’t talk,
I don’t say something loud I just be loud with music. Especially game music.

R: What about sarcastic?

P: What does that mean?
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R: Sarcastic means that you might say some mean things to people, you might
speak to people in a not very nice way.

P: I can be kind of when I’'m old... not happy at all.

P: Bossy...of course I am, cos I wanna do the things I wanna do.

P: Bored...especially in school and home when I don’t find things very exciting that
often.

R: OK so now what we’re going to do is we’re going to go through those words
again. But now I want you tell me what you’d like to be like. So for kind you put
yourself as number five, so would you like to be more kind less kind or stay the
same?

P: Erm, I’'m happy with that... in fact I’'m happy with all of them... Oh what does
confident mean?

R: It means that... well the opposite of confident is shy, so shy means that you
don’t like to talk in front of people, you like to keep yourself to yourself. Whereas
confident is...

P: Well I don’t talk to people very close to me so I talk away from them... stay
back...keep away from me...so lets all of them the same stick it with that.

R: So you want to keep all of them the same?

P: Yeah. I’'m not switching.

R: No?

P: No, no way. Erm... let me see my rank.

R: What about with this one, getting bored, you said you’d like to stay that way but
you put that one quite high. Do you think you’d like to be less bored? Would you
like to find more interesting things to do?

P: Yeah, I’'m finding I’m getting bored often.

R: So do you think you’d like to change that number would you like to put it as one
lower?

P: No I don’t want to lower that no... cause I'm getting bored going to school
almost every time like five days, that’s boring for me... that’s why I put it as a four.
R: So what about this one you put as friendly that your number five, which is very
friendly.

P: All of my favourite staff are in other classes that will be very boring for me...
Erm... if [ find my favourite staff at these past years. Can I look at my rank please

because I think I’ve finished with that now.
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R: OK, thank you for answering all the questions.

Transcript ASC 12

When completing SIP-A, no comments were made by the participant other than

indicating scores on individual items.

R: Can you tell me what you know about autism?

P: [No response].

R: Erm...we mentioned earlier that you have autism. How do you feel about that?
P: [No response].

R: Does it make you feel any different? Your sister said it made her feel happy.
Does it give you any feelings?

P: [No response].

R: Do you feel any different from others? Or do you just feel the same as everybody
else.

P: [Nods].

R: Just feel the same as everybody else?

P: Yeah.

R: Are there any good things about having autism or are there any bad things about
having it?

P: I don’t want it.

R: You don’t want it?

P: I don’t never want to have it.

R: No, is it a bad thing?

P: Yes.

R: Are there any good things about it?

P: No.

R: Ok, well done, we will leave it there I think, you have done really really well.

Transcript ASC 14

When completing SIP-A, no comments were made by the participant other than

indicating scores on individual items.
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R: Ok, so I’ve got here that you are very much kind, at the highest level; why do
you think that?

P: I think I am kind to me friends.

R: Yeah, good; can you think of anything else?

P: Shaking hands and saying please, please and thank you.

R: Very good. Ok, funny, you’ve put you think you are very funny.

P: Yeah, hilarious.

R: Why’s that?

P: Cause I tell jokes.

R: Ok, and you’ve put very confident, why do you think that is?

P: Erm...

R: Confident means that you can be brave when you are in front of people
P: Gangs of lads, groups of lads.

R: What’s that? You don’t get nervous in front of gangs of lads?

P: Yeah. Me mum does.

R: Your mum does, but you don’t?

P: No I don’t.

R: What about if you had to get up in front of the classroom and you had to read
your story out; how would you feel about that?

P: Erm...bored

R: Bored? So it wouldn’t make you worried?

P: Never worried.

R: Ok, so you said you’re not at all shy.

P: A little bit, yeah.

R: A little bit?

P: Yeah.

R: You said you don’t worry a lot. Why is that?

P: Worry about thunder.

R: Is that the only thing you worry about?

P: Yeah, thunder is really hard.

R: If you could change something about yourself, what would you change?
P: Erm...I’d like to be a man

R: You’d like to be a man, ok.

P: I’1l stay like this.
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R: You want to stay the way you are?

P: Stay the same.

R: How about lazy, you said you are little bit lazy.

P: I sometimes put my feet up.

R: You like to put your feet up?

P: I'm lazy when I have a lie in...I just like relax.

R: Ok, you also said you are very loud and maybe you’d lie to be less loud?
P: Cause I shout.

R: I see. I just wanted to ask you about autism. Do you know what it is?
P: No.

R: Not heard of it before?

P: No, don’t remember. Don’t know.

R: Ok, thank you very much.

Transcript ASC 16

When completing SIP-A, no comments were made by the participant other than

indicating scores on individual items.

R: Look at this one, you said you are number six on friendly. Can you tell me why
you think you are number six?

P: Because I like to be friendly, I make cup of tea and coffee.

R: You make people cups of tea and coffee?

P: Yes.

R: So how do people know that you are friendly?

P: Because I like to be friends around school.

R: So have you got friends at your school?

P: Mike.

R: Mike is your friend?

P: Yes.

R: Ok, well done. On confident you said you are number four and you would like to
be more confident. Can you tell me more about that?

P: Very confident means...What is confident mean?

R: Confident means you are not shy...you like to talk to people.

P: I"d like to talk to staff more about things.
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R: You’d like to speak to staff more about things?

P: Yes.

R: What kind of things would you like to talk to them about?

P: What we did for lessons.

R: Ok, very good. Here on this one you said you would like to be more different
from others. Can you tell me why?

P: Because I need to be less different than others to be happy.

R: You want to be less different to be happy?

P: Yes.

R: Ok, so why do you think you feel different to others?

P: I think I ...what is feel different from others?

R: Well, if you think about your friends are like and what you are like, do you think
you are different or similar or the same?

P: The same.

R: You think you are quite the same?

P: Yes.

R: Ok, well done. You also said that you worry sometimes. What kind of things do
you worry about?

P: When Ben is screaming and is anxious.

R: 1 see, ok.

R: Now can I ask you some questions about autism?

P: Yes.

R: Do you know what it is?

P: Yes, it is for disabled people who go to special schools like this school.
R: Ok, so what does autism mean?

P: Don’t know.

R: Ok, and what about you, do you have autism?

P: Yes.

R: And what does it mean for you?

P: It means being disabled and...and have...Arsenal in 2000.

R: Do you think there are any bad things about having autism?

P: No.

R: And what are the good things about having autism?

P: Some people have wheelchairs.
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R: Ok, very good. You have done really well. One last questions, if you could
change something about you, what would you change?

P: I would do really well.

R: Ok, very good. Well done.

Transcript WS 1

When completing SIP-A part one (What are you like?) the participant made the

following comments:

My name is Ross the Boss sometimes, I try not to be bossy all the time but it never

works.

When completing SIP-A part two (how would you like to be?) no comments were

made by the participant other than indicating scores on individual items.

R: Ok, very good. Now why would you like to be louder?

P: I like loud noises. It makes me feel like I can do the same.

R: Isee. You also said you are friendly.

P: I speak friendly and appropriately to my friends and they really think it’s nice.

R: What do you thinks are the advantages of being friendly?

P: You get to communicate with lots of people who you have never seen before,
and to be honest, I don’t mind who I see as long as I feel happy and friendly to
them.

R: Ok. Why do you think you are confident?

P: I'm strongly confident. I'm confident because when I travel to different places, I
feel confident to take on any challenge. That’s what I think is a challenge and I am
confident.

R: Ok. How do you know you are fun to be with?

P: 'm fun to be with because I make my friends laugh, because I joke a lot, make
jokes that are quite funny, enough to make them laugh. I hang out with them more
than ever. The best thing about being fun to be with is that you have friends who
think you are fun and nice.

R: Is it important to you that people think you are funny?

P: Yes, it’s important.
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R: Do you feel different from others?

P: 'm not very different from others. The only things that are different...erm...I
really can think about this one — can we move to another one?

R: Sure we can. Don’t worry. Why would you like to be less bossy?

P: Because I always sometimes feel like telling people what I want them to do for
me, cause it’s what I like doing. But I want to be less bossy so everyone can choose
what we all want to do as a group. I feel like that’s more better.

R: Ok. Very good. Now I will ask you some different questions. Can you tell me
what you know about WS?

P: I don’t know much about it.

R: Do you know if you have it?

P: I think I do.

R: Anything you’ve been told my your parents?

P: I remember when I was a baby I had a heart operation cause my heart was
crushed in, so they did an operation so it would beat.

R: I see. Does having WS make you different from others?

P: Yes.

R: Can you tell me how?

P: Some people might have disabilities [sighs] it’s hard to explain it all.

R: How do you feel about yourself?

P: I feel quite embarrassed. I wish it didn’t happen. It’s not something I wanted. I
just wanted to not have any problems at all and be myself.

R: Do you feel like you’re not yourself with WS?

P: Yes, it makes me feel awful.

R: I see. If you could change something, what would you change?

P: I really don’t know.

R: Thank you for sharing those things with us. I know it is difficult to talk about it
sometimes but you did really well.

P: Ok.

Transcript WS 2

When completing SIP-A part one (What are you like?) the participant made the

following comments:
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P: Always happy me.

Very friendly me, too much.

Hardworking... have to be if you’re in the army.

Very very talkative I could, I could, I could talk for 24 hours.

R: You say you’re not very confident at all, would you like to be more confident?

P: Yes, I’'m quite a sissy sometimes.

[Sporty] I hate sports, I hate PE.

R: Would you like to be more sporty?

P: No.

R: What about intelligent you gave yourself a number four.

P: Hell yeah.

R: Would you like to be more intelligent?

P: Yep very intelligent.

R: Ok so on this one you gave yourself number five, for feeling very different from
others...

P: Yeah, I'm not like me dad or me mum.

R: And how would you like to be?

P: Same, its better feeling different from everybody else it’s like having your own
days.

R: What about mess about, you don’t mess about at all?

P: No.

R: And how would you like to be?

P: Mess about a lot more, let everyone do the work for me, let everyone else do the
work.

P: Loud... I love being loud, very loud.

R: You said you worry a lot on this one...

P: Yeah, if I go for like...if my mum said we going out ready and she takes me to
the doctors for an injection I just can’t deal with it. I don’t like walking over
Carlisle bridge.

R: I see. Last one bored, you said you get bored quite a lot. Would you like to get
bored less?

P: Yeah. If there were more stuff happening down here it would be more pleasant.

There’s not enough fun round here you know.
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R: You said that you were kind, you gave yourself number three that’s somewhere
in the middle, but you said you would like to be more kind. Can you tell me a bit
more about that, why do you think your number three right now?

P: Cause I am very nice to people and I'm not like everyone else. I don’t go...I
don’t get mad very easily, 'm very kind. Yeah I'm not anybody, I'm not like
anybody else.

R: Very good, and you said you would like to be more kind?

P: Yeah, I’'m not very kind sometimes.

R: Now let’s have a look at funny, you said you were somewhere in the middle.
Why is that?

P: Because if like I smack my head and my niece is around she think it’s funny, if I
dropped a needle in my ear she would think it were funny. I’'m clumsy the clown
me.

R: I see. What about your friends, do they think that your funny?

P: I don’t know, I think they do yeah.

R: Ok, and you said you would like to be more funny?

P: Yeah, would do, I would like to be like a comedy act.

R: What do you think are the advantages of being funny?

P: If like you trip someone over and everyone laughs.

R: Ok. You said you’re not very confident, at all? Why is that?

P: I'm not. Because it’s hard isn’t it really? Because when you’re doing like a gig
for instance I play the bagpipes, so then I have to, I get a little bit stressed, because
everyone’s like play that tune play that tune. I can’t deal with it, I just wana play my
own stuff.

R: I see. And you said that you would like to be more confident?

P: Yeah.

R: How do you think you could be more confident?

P: Put earplugs in and not listen to anybody else just myself.

R: And what about when you’re with your friends, do you feel confident?

P: Don’t know, I feel a little bit not right. Cause my family is my mum and dad
though, it’s not school, school isn’t really family, is it really. So like if you’re going
out and they take you up a hill and that.

R: So you feel more confident with your mum and dad?

P: Yeah.
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R: Ok. So you were talking about being friendly, you said you were very friendly.
When you were going through that you said that you were sometimes too friendly.
What did you mean by that?

P: I'm a little bit over the top like no-one else. Cause like I could go too far, if you
know what I mean?

R: What kinds of things would you do when you go ‘too far’?

P: It’s like having a bit of a laugh but then it’s not funny, if you know what I mean?
R: What about with people that you know and people that you don’t know?

P: Scary, that’s how I think.

R: You mean with people that you don’t know?

P: Yeah.

R: Do you think your quite friendly with people that you don’t know really well?

P: I have to be friendly, well that’s me.

R: On this one, different from others, you said your quite different from others, you
gave yourself number five. Why do you think you’re different from others?

P: Yeah. Cause like other people don’t play bagpipes, other people don’t play in a
rock-band, well some do but like I play my own different music. That’s my fame,
bagpiping is my fame so like if I got outside everyone knows me for my piping so
that’s like, that’s like, cause I’'m different.

R: Tell us a bit more about school. What do you do at school?

P: It’s not school its college.

R: Of course, college, ok I'm sorry.

P: It’s further education. It’s a bit boring, very boring sometimes.

R: And what about the army you said ...

P: I'love it, I love it! Army cadets is brilliant.

R: So what do you do there?

P: Well, marching, shooting that I use a gun like big boys, like the machine guns
and all of that. Erm, get to meet like royal people, I haven’t met any yet but I soon
should do.

R: Very good. It sounds like you really enjoy that.

P: Sometimes it gets a little bit boring though cause it’s the same lessons.

R: What about the people that are there, do you have any friends there?

P: Yeah, one of the sergeants is my friend.
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R: Very good. And with this one, where you said you feel quite different from
others... maybe when you don’t think about your band but maybe think about
college or where you go. Do you feel different from others there?

P: Yeah.

R: In what way do you think you feel different?

P: Cause I don’t really like school you know. I just want... when I left erm... least
year... erm when I went. I just wanna get... I just feel like I wana get out and get a
job now. Cause it’s the same boring lessons all the time, there’s no fun in them, it’s
a load of rubbish.

R: What kind of job would you like?

P: Either be a professional piper or have me own circus...Yeah I like circuses.

R: Very interesting.

P: You know these...that come round now, the big ones, I’d like me own.

R: Very good. Here you said you worry a lot. Why do you think that you worry a
lot?

P: Erm cause am... cause like if I'm going out and people don’t say where I’'m
going, then its high up, I'm very scared of heights.

R: Oh are you?

P: I don’t like them, I don’t mind going on an aeroplane but like that’s it.

R: That’s very brave if you don’t like heights.

P: It’s alright being in an aeroplane though your inside, aren’t you? It’s not like
your just stepping out of somewhere and there’s a big drop is it?

R: You are right, yeah. And you said you would like to worry less, is that right?

P: Yeah.

R: Why would you like to worry less?

P: Because I'm doing my duke of Edinburgh silver, so...

R: T only got as far as bronze.

P: You’ve done your bronze? You’ve only done your bronze?!

R: Yes it’s the lowest level I know.

P: Silver is harder that bronze. Three days of walking non-stop, why did I put my
hand up to do it?! [laughs].

R: Are you enjoying it?

P: It’s alright... it just gets a little bit painful sometimes.
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R: It sounds like your really busy; you’ve got lots of things going on. Who else do
you go with in your group for your treks?

P: Loads of people, there’s about six of us.

R: Because you all go off in a group together, don’t you? Out in the wilderness for a
few days?

P: Yeah but that’s a good thing though... cause it’s like it’s army training really but
it’s not as well. But I think of it as army training, you’re going out, you’re going
camping, you’re nowhere, you’re walking around to see if there’s any enemies it’s
wicked.

R: Is everybody the same age who you go with?

P: Yeah.

R: Fantastic. Is it ok if we ask you some questions about William’s Syndrome?

P: Yeah.

R: Can you tell me what you know about it?

P: Well its like, if you say like a really hard word I wouldn’t understand it, cause
I’m not normal like my mum and dad. They understand words I don’t... that’s all I
know, well I don’t really know much. I’ve got a narrowing artery, I don’t know
about that, that’s all I know.

R: Ok, so you know that it’s some problems with your health?

P: Yeah,

R: With your heart?

P: Yeah.

R: And also understanding some words, do you have problems with that?

P: Yeah. Cause some words I wouldn’t know, cause like some words have like
weird letters and I don’t get it.

R: Do you struggle with reading sometimes?

P: Yeah.

R: Ok, and do you remember when someone told you first about WS? Did your
parents tell you about it?

P: I try and ask them, but I don’t really know, cause I feel scared of asking them
really. I ask my mum how many years I’ve got to live cause it’s, cause of...erm
heart conditions you could stop anytime, so you know... but I don’t think that’ll
happen because I'm good.

R: Your keeping active aren’t you?
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P: I'm very active.

R: Good, and is that why your kind of a bit scared about asking mum and dad about
it?

P: Yeah.

R: They’re quite worried about you do you think?

P: Yeah. I think I’'m worried about myself all the time.

R: I see. You know with having WS...do you sometimes feel different from others?
P: Yeah. I feel like, you know like when you’re out and you see someone driving a
car or a motorbike and you say mum I want one...you just feel like going into the
road and getting smacked over because it’s that rubbish sometimes... you just don’t
wana be you know...rubbish sometimes. Like when you wanna do something and
you can’t because of the heart condition. Everyone should be able to do all the stuff
they want to do, isn’t that fair enough?

R: Yes that is true; its quite difficult isn’t it when you feel like you can’t do the
things you’d like to do?

P: Yeah.

R: Do you think there is any good things about having WS?

P: No, nah.

R: And what do you think are the bad things about it, the things you don’t like?

R: Heart problems, the way you look as well. When I go out some people laugh at
me and I don’t like that. Like my mum and dad are normal compared to me, they
haven’t got a heart conditions and that, they’re alright. They can mix in with people
different, like more than I can, I’'m too scared to, in case they might start on me ya
know.

R: I see, so you feel like even the way you look is a bit different?

P: Yeah.

R: Ok, well I know there have been a lot of hard questions so thank you for

answering those. You did really well. Thank you.

Transcript WS 3

NB: This interview transcript is incomplete. Some questions asked by the research
assistant in this interview have not been fully transcribed. The researcher attempted

to recover the recording to transcribe the full interview however it has been deleted.
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When completing SIP-A, no comments were made by the participant other than

indicating scores on individual items.

R: Ok, thank you for completing that, now I'm going to ask you some more
questions. Is that ok?

P: Yeah.

R: How do you know that you are friendly?

P: I’'m nice to people.

R: Do you have a lot of friends?

P: [Nods].

R: What kind of things do you do with your friends?

P: Chat to them.

R: Ok. Could you tell me more about being confident?

P: I’'m not confident chatting to people I don’t know. I think I feel different from
others. Like when my brother goes to the shop, I’d like to go but I can’t. I'd like to
be able to go to the park and things.

R: Ok. What about sporty?

P: I’d like to be more sporty. It’s good exercise and it’s healthy.

R: What about intelligent?

P: When I’m older I might be able to get a job. I’d like to work in a nursery.

R: Would you?

P: Yes.

R: Very good. You said you are good looking...

P: I think I am but I don’t think other people think so.

R: Ok. You said you worry sometimes is that right?

P: When people are ill, always worry about someone else. Or when I have
nightmares, worry, worry, worry. [ don’t want to worry at all. I don’t like worrying.
My nan worries a lot so maybe that’s where I get it from.

R: Ok. Do you think you are shy?

P: Oh no! I’'m not shy to anyone, I'll go over and talk to them.

R: Very good. And what about short-tempered?

P: Yeah I get angry easily. I'm impatient. I’d like to find a way but I think if I had
something; stress ball or go for a walk, I think I’d like to do that instead.

R: Do you get bored easily?
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P: I"d like to get bored less. I like to plan ahead or I'll go off like a bottle of pop.

R: Ok, thank you. Now can you tell me what you know about WS?

P: I don’t know.

R: Do you know what it means?

R: T haven’t got chromosome seven, am I right mum?

R: Ok. If someone has WS what are they like?

Mum: Can you remember what is in that WS book?

P: You can tell they have it, definitely. You can tell by the face, it looks different.
I’d just like to be like other people and go out with my friends and go to parties.

P: I think I’d be alright if I had a friend who was like me and could come to my
house to play. They don’t, they are just nasty to me. I'd like a friend though. I think
it’s just that other people don’t want to be friends with me. I’d just like another girl
my age to do pampering, have sleepovers and pyjama parties.

P: Yeah but I’'m made up I’'m not normal, so I don’t have to go to the park drinking.
P: I think you should go on telly and tell people. I don’t think people understand

what WS is. If you explain it to normal people.

Transcript WS 4

When completing SIP-A, no comments were made by the participant other than

indicating scores on individual items.

All questions asked about item scores and discrepancies between real and ideal

scores were answered - ’I don’t know’.

R: Ok, well done on all of these questions you completed. Now I’m going to ask
you a few questions about WS. Do you know what WS is?

P: No

R: You don’t?

P: No.

R: Do you have WS?

P: [Nods].

R: You do?

P: [Nods].

R: Do you know anyone else with WS?
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P: No.

R: You don’t, ok. You just know you have it?

P: [Nods].

R: Do you think there are any good things about having WS?
P: No.

R: Is there any bad things about it?

P: Erm...No

R: Is there something you maybe do not like about having WS?
P: No.

R: Ok, we will leave it there, thank you.

Transcript WS 5

When completing SIP-A, no comments were made by the participant other than

indicating scores on individual items.

R: You said you are very friendly. You gave yourself number five. Can you tell me
a bit more about that? Why do you think you are friendly?

P: I'm not very good at explaining but erm...I am friendly with my family but
sometimes I don’t think I am very friendly with my friends as I am... but I try to
talk to people but it’s a bit difficult sometimes.

R: Do you find it a bit difficult sometimes to talk to your friends?

P: Yes, cause they wonder off somewhere else [laughs].

R: But you said you are very friendly with your family?

P: Yes, I think so.

R: So do you feel like you have a lot of friends?

P: No.

R: Not really?

P: No, that’s a no.

R: Ok, here you said that you feel very confident.

P: Yes, because I can show everyone else that I can do things that make you
confident but other times, I think I could be a lot more confident, but other times...I
just am really.

R: So you feel like you are quite confident and show people that you can do things

quite well yes?
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P: Yes.

R: Fantastic, very good. On this one you said you worry a lot and you would like to
worry less. Can you tell me a bit more about that one? Why do you worry?

P: Because I get scared because I hear noises. But I know worrying is not gonna get
you anywhere. I get worried about things at school as well as at home.

R: What kind of things do you worry about at school?

P: Just the stairs, going up the stairs but I worry cause I don’t think that people just,
people you know pushing down the stairs. I just worry about that, I just need to hold
on...

R: So you make sure you are safe on the stairs?

P: Hmm.

R: That’s very good. It’s important to keep safe. And you said you wanted to worry
less. How do you think you can worry less and why is it important?

P: Because my mum doesn’t want me to worry about anything because as a mum
you think I don’t want your child to worry but I do but sometimes its not my fault
but I know sometimes people might think I am you know...I am strange but...that
what I worry about but at the end of the day I need to not worry about anything...I
need to improve on it because I don’t like worrying.

R: You don’t like worrying, ok, that’s very good. You said sometimes people think
you are strange...

P: Yeah because I worry and I know...I know that’s what I do. That’s just me.

R: It is hard not to worry sometimes, isn’t it? I know I sometimes worry about
things.

P: Yeah but I don’t like making my mum sad...that’s just my mum [laughs].

R: You said you are quite shy. Why do you think you are shy?

P: Erm, because erm when...I don’t know why I’m shy, I just think that maybe it’s
because of that...maybe some people think that I am a bit scary but I'm not, I'm
just me, that my answer [laughs].

R: Very good, that a very good answer. You said you are number four on feeling
different from others. So that’s feeling quite different sometimes?

P: Yeah because sometime its hart to, not just me but other people, because it
because I can’t explain my condition as well as other people but I do try.

R: You said you can’t explain your condition. What do you know about it?
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P: Yeah...erm one of my chromosomes number 7 is lost, that’s how I explain it but
I don’t think people want to listen [laughs].

R: That is a very good explanation, well done.

P: At the end of the day I am at school, I am there to learn and really make
everyone happy, not make everyone angry because I don’t like making people
angry because then you just make them more angrier. So I don’t I know...I think I
should behave so that I do not make anyone angry but if I do then I will apologise.
R: Ok, that very good. You said you try to explain to people what WS is and that
sometimes people don’t listen. Do you sometimes find it difficult when people do
not understand what it is?

P: Yes, cause they make you sometimes angry [laughs] or... cause sometime I think
to myself ...why are they getting angry...but I try to explain how it is but its
difficult to explain, I don’t think people want to listen as much as the teachers listen
to me.

R: It sounds like you really try to explain to people what WS is. That’s very good
because a lot of the time people do not know what it is do they?

P: Yeah, but they sometimes ask because they want to know what it is because then
you try to get them to know but I thing at the end of the day ...erm...I need to learn
things about other conditions but I need to know things about my condition as well.
R: Ok, that’s very good. Is there anything else you know about your condition?

P: Erm..I think what...I think because children have different conditions erm...I
think that my means that some children find it difficult they get bullied...they might
just stand there on their own. I try to talk to people but...I try to explain it in a nice
way...I don’t want to explain it in a horrible way.

R: Ok, very good, you have done so well on these questions. Thank you.

Transcript WS 6

When completing SIP-A part one (What are you like?) the participant made the

following comments:

P: People are jealous of me lots, when I play the piano they say they want to play
like me.
P: Everyone thinks I’m clever. I am very good with stories. I'm a really good reader

and I spell easily but I have a hard time with sums.
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P: I do like my face, I do like it. I like my physical appearance because I know it

won’t change. I think I am good looking.

When completing SIP-A part one (What are you like?) no comments were made by

the participant other than indicating scores on individual items.

R: Ok, we have gone through all of these points, and there are some things that you
said would like to change. What are they?

P: T would not like to be sporty, and then I would like to be less lazy and I would
like to be less worried, so I need to get my friendship sorted.

R: Ok, you mentioned about worrying. You said you would like to worry less.
Could you tell me a little bit more about that?

P: I’ve just, over the year I had a friend but I had to say good bye because I couldn’t
trust him and I am worried that I’ve made a mistake. I just worry too much about
what I should do. Like who shall I speak to about it.

R: Ok, I see, so you would like to worry less about it.

P: Yes.

R: Ok. How do you know that you are friendly?

P: Well, lots of people said that I have got lots of new friends every day and that I
am friendly, I make them smile and things like that.

R: Ok. What are the advantages of being friendly?

P: Advantages, you get lots of new friends and people like you.

R: Are there any disadvantages to being friendly?

P: Yes. Erm, no. There is no disadvantages. I have fallen out with someone who did
not want me to be their friend anyways so.

R: I see. Here you said that you get bored a bit. Can you tell me a bit more about
that one?

P: Well yeah, sometimes you know I have nothing to do so I have to find something
that will not make me bored.

R: So you would like to be less bored?

P: Yeah.

R: Ok, very good. Now, is it ok if I ask you some questions about WS?

P: Yes.

R: Can you tell me what you know about it?
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P: I know a lot about WS. I know that... I know that my WS is that I can’t turn my
hand out, so I do that [hand gesture] and I do it the other way. It’s just that God
made me with that. I know that, that what happened to me and I know I was born
with it and I know that I can’t change it but I know it makes me beautiful. So that’s
what [ know about it. And I know I have it for the rest of my life.

R: Ok, and how does having WS make you feel?

P: Ooh, well, its ok, its ok but I would like to carry heavy things, I can’t carry heavy
things at all, but yeah, I can carry a guitar and say piano. I can catch a ball quite
easily but I have other jobs to do, so for example if people want me to get the ball
they tell me to run instead of catch it so they know, you know, I can do things for
them. They make me do little jobs which is very nice like I can run and get the ball
and bring it back on the pitch.

R: Very good. Do you think there are any advantages to having WS?

P: The only advantage I learned is that people like think you are special when you
have it, so that’s one of the advantages that I’ve learned.

R: Ok, and do you think there are any disadvantages?

P: T don’t know, I guess it depends on what sort of WS you have. Like mine is
really rare, no one else has it so mine is unique, but if you have like a ‘slurpy’ WS,
like people blowing their nose all the time you know, so different WS have different
advantages and disadvantages.

R: Ok, you are doing very good. If you could change something about yourself,
what would it be?

P: I don’t know what I would change, you know I would change myself really, be
me really, I would change the way I feel about WS and make myself better.

R: You said you would change how you feel about WS, what would you change
about that?

P: I would just feel good about it now because I know what it means now.

R: You understand it now, ok. So understanding what it means, how does that feel?
P: Happy, happy. My friends have a funny way of saying special, they say like you
are damn special or you are flipping special. That’s what my friends use for me so,
because they knew I was, it just made me happier really.

R: So you feel special and happy?

P: Yeah. I feel loved.
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R: That’s very good. How do you feel about WS and your friendships and
relationships? Do you think that has anything to do with it?

P: Yeah, yeah it has, because like the drummer that I’ve you know stopped being
friends with, you know I want to get it sorted out, done over with but he doesn’t
want to do anything to sort it out so it like I...hassling him, I want to sort it out. It
can mean that you are very sensitive. Very sensitive yeah, that’s what it can mean.

R: Very good, you have done excellent. Thank you.

Transcript WS 7

When completing SIP-A part one (What are you like?) no comments were made by

the participant other than indicating scores on individual items.

R: We are going to do something different, this time we are going to go through
them again and instead of answering what you are like now I’'m going to ask you
what you would like to be. Ok?

P: Yes.

R: Here on kind, would you like to be more kind, less kind or stay the same?

P: I am all kind.

R: So you are very kind?

P: Yes.

R: Ok. What about happy?

P: Yes, I am happy all the time.

R: Ok. You said you are very friendly. How would you like to be?

P: A lot friendly.

R: Ok, number six then.

P: Yes.

R: What about helpful? You said you are very helpful.

P: Yes.

R: Is that how you would like to be?

P: Yes.

R: Ok. Hardworking, you said you are very hardworking. Is that how you would
like to be?

P: Yes?
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R: Ok. What about talkative, you said you were very talkative. How do you want to
be?

P: Yes.

R: You want to be very talkative?

P: Yes.

R: What about confident you said you were very confident would you like to be a
bit less or would you like to stay confident like you are?

P: I am happy with the way I am

R: Ok, very good. What about sporty you said you are very sporty

P: Yes I am sporty all the time

R: Ok. What about intelligent, that means you are very clever or smart

P: Yes, I am clever all the time

R: Fun to be with, you gave yourself number four. Would you like to be more fun to
be with?

P: Yeah, six please.

R: Ok, why is that?

P: Because I like to be having lot of fun it gives me more time to have fun with
people I know and some people I don’t know.

R: And what do you think is good about being fun to be with?

P: When I go to show to see something happening cause a long time ago my parents
took me to see a show in London. A long long time ago but they don’t do it
anymore because we used to watch it on TV but now I’ve got videos.

R: I see, very good. Let’s have a look at this one, good looking, you gave yourself
number three. What would you like to be?

P: I think I would choose number five.

R: You would choose number five. Ok, and why is that?

P: Because sometimes I have different clothes on that makes me happy. That’s why
I’m looking...looking good cause I'm I have nice stuff on all the time.

R: Ok, now on feeling different from others, you said you are number five so you
feel quite different from others?

P: Yes.

R: Can you tell me why?

P: Cause some people are different from other people and some are not different

from other people.
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R: Ok, and why do you think you are different from other people?

P: I just don’t know.

R: You are not sure...ok when you compare yourself to other people what do you
think is different?

P: I can’t remember.

R: Ok, that’s ok. So if you could choose, you gave yourself number five, would you
like to be less different or would you stay the same?

P: I would be happy with number five.

R: So you like to be different from others?

P: Yes.

R: Ok, very good. Lazy...you gave yourself number six that means you are very
lazy. Is that right?

P: Yes.

R: Would you like to be less lazy?

P: No.

R: No, you want to be number six?

P: Yes.

R: Ok. What about annoying, you gave yourself number five, that means you are
quite annoying. How come you gave yourself that kind of score?

P: Because sometimes my dad is the same with me. Sometimes he is annoying and
sometimes I am annoying but sometimes...sometimes both of us are annoying .

R: So what do you do when you think you are annoying?

P: Play tricks.

R: Ok, so would you like to be les annoying or...

P: More.

R: You want to be more annoying?

P: Yes.

R: Ok. What about moody you said that you’re not at all moody.

P: No.

R: What about messing about you said that you mess around sometimes. What do
you do when you mess about?

P: I like to mess in my bedroom sorting things out that should be in the right place

and like to messed with the stuff that’s messy I put back it in its own place.
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R: Ok. Mess about here means that you would be silly and do silly things maybe in
at school in your class when you are supposed to be doing work and you turn
around and speak to your friend.

P: Yeah [laughs].

R: What kind of things do you do when you mess about? When you are supposed to
be doing your work?

P: [No answer].

R: Do you get distracted?

P: A lot.

R: Would you like to mess about more, less or stay the same?

P: Stay the same.

R: What about shy you said you are very shy, you gave yourself number six. How
come you gave yourself such a high score?

P: Because sometimes ...when I’'m shy I don’t know what’s coming up right behind
me of if I’'m shy I tell my parents that I'm shy all the time.

R: And would you like to be less shy?

P: Yes please.

R: And what number would you like to be?

P: I have number three.

R: Ok, number three. Well done, we are nearly there. Cheeky...you said number
three, sometimes cheeky. What would you like to be?

P: More [laughs].

R: You want to me more cheeky.

P: [Laughs and nods].

R: What about loud you gave yourself number five. What would you like to be?

P: Less loud.

R: What number would you like to be then?

P: Two.

R: And why would you like to be less loud?

P: Because I don’t want people shouting at me and sometimes I want them to get
used to it that I’'m not loud.

R: Ok, very good. What about sarcastic, you said you’re not at all sarcastic. How
would you like to be?

P: I’d be happy the way it is.
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R: You said you worry quite a lot. Is that right?

P: Yeah.

R: And why do you worry?

P: Because when something get wrong I worry all the time.

R: Do you?

P: Yes.

R: And how would you like to be? Would you like to worry less or more or the
same?

P: The same.

R: Ok. Bossy you said you’re not at all bossy.

P: No.

R: Ok, what number would you like to be? You gave yourself a zero.

P: I will be happy with zero.

R: And then you said you not at all short-tempered. What would you like to be?

P: Same.

R: Same? Ok.

R: And then you said you get bored sometimes what number would you like to be?
P: Number three please.

R: Ok, well done, you have done very well. See on this one, friendly, you gave
yourself number six. Why was that?

P: Because when I'm friendly I'm always friendly all the time.

R: Ok, so do you have a lot of friends?

P: Yes.

R: Ok, on confident you gave yourself number five. How do you know you are
confident?

P: I just don’t know.

R: You think you are quite confident?

P: Yes.

R: Ok, I only have a couple more questions to ask. Do you know what WS is?

P: Erm... I don’t know.

R: You don’t know what WS is?

P: I don’t know.

R: Ok.

P: Because my mum knows about it.
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R: Does she? And what does she know about it?

P: Erm...she knows everything about WS because I’'m...because I don’t know.
R: Ok, and do you have WS?

P: I don’t.

R: You don’t, ok. And do you know anything about it?

P: I don’t know.

R: Ok, thank you, you have done very well.

Transcript WS 8

When completing SIP-A, no comments were made by the participant other than

indicating scores on individual items.

Participant chose not to complete the SIP-A follow-up interview.

Transcript WS 9

When completing SIP-A, no comments were made by the participant other than

indicating scores on individual items.

Participant did not respond to questions exploring discrepancies between real and

ideal self.

R: Ok, can I ask you questions about WS?
P: [Nods].

R: Do you have WS?

P: Yes.

R: Can you tell me what you know about it?
P: Erm...like special needs.

R: And how do you feel about that?

P: Happy.

R: So do you think having WS is a good thing?
P: Yes.

R: And are there any bad things about it?

P: No.

R: Ok, thank you very much. Well done.
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Transcript WS 10

When completing SIP-A, no comments were made by the participant other than

indicating scores on individual items.

Participant did not respond to questions exploring discrepancies between real and

ideal self.

No questions were asked about the participant’s condition on request of the

participant’s parent.

Transcript WS 11

When completing SIP-A, no comments were made by the participant other than

indicating scores on individual items.

R: It was quick. You have done very well. I am going to go through them now and
ask a few questions on the ones that you have changed. A lot of them you have just
said that you would like to stay the same but this one - hardworking you said you
would like to be a bit less hardworking. Why is that, why do you think you want to

be a bit less hardworking then you are at the moment?

P: Because I want to help this little dog.

R: You want to...

P: Help my dog.

R: So you don’t want to be as hardworking so you can help your dog?

P: Yeah.

R: Anything else?

P: Looking after my parents.

R: And your parents, ok. How about talkative you said you’re not very talkative and
you want to be a bit more. Why is that? Why do you want to be more talkative?

P: Don’t know.

R: You are not sure?
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P: No.

R: Do you want to be a bit more confident and talk to people a bit more?

P: Yeah, yeah.

R: Yeah, ok. You said you don’t worry a lot at the moment but you would like to
worry a lot more. Why do you want to worry a bit more?

P: I don’t know.

R: You said you don’t worry at all now.

P: Sometimes I do but sometimes I don’t.

R: But you want to worry more?

P: I don’t know.

R: Ok. You said you were very lazy, why do you want to be a bit less lazy?

P: Erm... so I can go back to bed.

R: Ok brilliant so a couple more questions on this then. I am going to ask you a few
questions on WS, is that ok?

P: Ok.

R: What do you know about it?

P: When I was a little baby erm I was got Williams syndrome and I had...I don’t
know.

R: What did you have when you were a little baby?

P: I think I had heart problems, didn’t I?

R: I see. How does having WS make you feel?

P: Sad.

R: Sad, why does it make you feel sad?

P: Because I want to be like my mum and dad.

R: Why do you want to be like them and not like you are?

P: Because I hate it.

R: I see. Can you tell me about why you hate it?

P: Because it makes me feel really angry inside. I get fed up.

R: You get fed up with it?

P: Yeah.

R: I see. Do you think there are any good things about having WS?

P: That when you are on your thingy you don’t get used to taking it and I don’t like
doing that.

R: Don’t get used to change when you’re on your?
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P: Period.

R: Oh so you don’t get used to that.

P: No.

R: What else is there that’s good?

P: Erm that I like...I like making drinks and stuff for Isobel or my mum.

R: Yeah, what drinks do you like making what’s your favourite drink to make?
P: I like Diet coke.

R: Diet coke is brilliant. So you said it makes you feel sad. How would you like to
be then? Would you like to change? Or would you like to stay the same?

P: Change.

R: How would you like to be?

P: Don’t know.

R: No, ok shall we leave it there.

P: Yeah.

R: Yeah, you did excellent and answered all the questions really well. Well done.

Transcript WS 12

When completing SIP-A, no comments were made by the participant other than

indicating scores on individual items.

R: Ok, very good. So you said you would like to be less talkative?

P: Yes.

R: And why is that?

P: It’s because I don’t like talking too much.

R: Don’t like talking too much.

P: No because it might be annoying sometimes.

R: So you just want to not talk as much?

P: No.

R: Ok. You said you were sometimes a bit moody but you want to be a bit less,
why?

P: Because I don’t want to be upset or angry or anything that’s why I get little bit
moody sometimes.

R: And you don’t want to get like that?

P: No I don’t want to be moody at all.
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R: Ok. How does being moody make you feel?

P: Erm... sometimes I do get a little bit stressed out sometimes, I do calm a lot...a
lot but sometimes I get hugs if [ am upset or angry.

R: Does that help to calm you down?

P: Yeah.

R: Very good.

P: Yeah.

R: You said you were sometimes loud but you want to be a bit less loud. Why is
that?

P: Cause I get really excited sometimes but I just like to not be so loud.

R: So excitable, you want to calm down a bit.

P: Yeah.

R: And one more you said you’re sometimes worried a lot. Why is that?

P: I don’t know it just happens sometimes.

R: And you would like to worry less then?

P: Yeah.

R: Why so?

P: T don’t want to worry, I don’t want my mum to be worried about me if I am
worried about somebody or just talk to people.

R: How do you feel when you are worried?

P: Upset sometimes, cuase I can’t help myself when I am worried.

R: Brilliant, thank you they were top answers.

R: I’m going to ask you a few questions on WS now.

P: Yeah, yeah.

R: Because I want to learn a bit more about it.

P: Yeah.

R: Can you tell me what you know about WS?

P: Problems with the heart.

R: Problem with your heart?

P: Yeah.

R: Does that stop you doing things you want to do? Or can you still do things
normally?

P: Still can do things.

R: Is there anything else or just a problem with your heart?
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P: Just problem with the heart but not any more...used to when I was little but not
anymore though.

R: Ok. And how do you feel about having WS?

P: Erm...a little but difficult.

R: A little bit difficult?

P: Yeah. I have problems walking,

R: I see.

R: Are there any good things about having WS or any bad things about having it?
P: Well good things you are very happy all the time and you have treats and stuff.
R: That’s a good thing isn’t it?

P: Yeah, yeah.

R: Are there any bad things?

P: No not really no.

R: Ok, thank you very much.

Transcript WS 13

When completing SIP-A, no comments were made by the participant other than

indicating scores on individual items.

R: Why do you want to be less kind?

P: Because when people get on my nerves I want to be...I'm not nice at all. That
when someone keeps nagging me.

R: You said you want to be less friendly? Why is that?

P: Because if I'm alright with the person I will be alright, I will be friendly to them.
But if someone like keeps saying my name then I will be annoying, I just go.

R: You said you were very funny.

P: Yep.

R: Why did you give yourself that score?

P: My friends think I’'m funny.

R: Is it good or bad being funny?

P: Good because people like you.

R: Ok, what about talkative. You don’t want to be more talkative?
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P: No because that means someone could say your annoying, I’m not that kind of
man who likes talking too much, I don’t like that.

R: Good stuff, what about this one — fun to be with. What happens if you are fun to
be with?

P: Yes, it’s like my girlfriend, she’s always... well she does come here and she’s
fun.

R: Ok You want to stay the same on feeling different from others. So is it good to
be different or bad?

P: Bad because people are mean when you are different and or nice.

R: You said you worry a lot.

P: Yeah, I do worry a lot.

R: So do you think it would be nice if you worried a lot less?

P: No because I do worry about my grandma and that, because she’s got diabetes
and that and my nana’s got it and my grandma’s got it bad like my nana. So when I
was going to stay there and she goes upstairs and she falls over.

R: Ok.

R: Now, can you tell me what you know about WS?

P: I don’t really know, means that people bug me more.

R: You feel that people get on your nerves?

P: Yeah.

R: Can you tell me more about that?

P: [No response].

R: Why do you think people bug you more?

P: Like other people in class and teachers, especially in my old school, they weren’t
nice.

R: And was that because of having WS?

P: I don’t know.

R: Ok, thank you very much.

Transcript WS 14

When completing SIP-A, no comments were made by the participant other than

indicating scores on individual items.
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Participant responded ‘I don’t” know’ to questions exploring discrepancies between

real and ideal self.

P: T am just going to ask you some questions on WS because I don’t really know
anything about it and want to learn a bit more from you. What do you know about
WS?

P: Hmm...I can’t read.

R: Does it stop you doing anything else?

P: [No response].

R: How does it make you feel, or how do you feel?

P: It’s not good.

R: Does it make you feel sad?

P: Yeah.

R: Do you feel different from others?

P: Yeah.

R: In what way, what way do you feel different?

P: Erm people can run faster then me.

R: And are there any good things about having WS?

P: [No response].

R: What about bad things apart from not being able to run as fast as you want to. Is
there anything else?

P: Getting into trouble, with people.

R: Ok. How would you like to be, is there anything you would like to change?

P: Erm...I want to see my family more often.

R: Is there anything else?

P: No.

R: Ok. Thank you for your help.

Transcript WS 15

When completing SIP-A, no comments were made by the participant other than

indicating scores on individual items.

R: How do you know that you are friendly?
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P:

AT AV A YT AT AT A YT AT RP”YT AT X TXA

I say hello to people. Have conversations.

: How do you know that you are kind?

: Because I am kind.

: Do people tell you that you are kind?

: [Nods].

: What do you do that’s kind?

: T kiss my mum.

: And how do you feel different from other people?

: [No response].

: Let’s have a look at this one, why do you want to be less bossy?
: I think it would be better.

: Ok, well done. And why is it that you worry a lot?

: I worry when something happens. That’s why I worry.

: Ok. Well done. Now, can you tell me what you know about WS?
: People get WS and that sort of thing. You can talk to people when they have WS.
: Do you have WS?

Yeah.

: And how do you feel about that?

: It makes me feel happy.

: Why do you think it makes you feel happy?
: Because it does, its just real life for me.

: What are the good things about having WS?
P:

Playing outside, talking to your friends, and that sort of thing with the WS. So

it’s part of life.

R:
P:
R:

Do you think there’s anything not so good about having WS?
I’m all good.
Ok, thank you.

Transcript WS 16

When completing SIP-A part one (What are you like?) the participant made the

following comments:

P:
P:

I don’t like being moody but it’s how I am.

Occasionally I have a naughty side but I try to be good.
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P: If I was shy I would have ran behind the sofa when you came. I remember being
shy on my brother’s 18" birthday when I went to buy my brother a cake. This lady
who knew me but I didn’t know her came up to me and I was shy. I was
embarrassed.

R: Now, this time we are going to go through them again and instead of answering
what you are like now I’'m going to ask you what you would like to be. So here if
we look at this one here ‘kind’, you said you were very much ‘kind’. Would you
like to change this or keep it the same?

P: Yes definitely, I’ll keep that the same. Yes I am happy with that.

R: Talkative, you said ‘very much’.

P: I like being talkative.

R: Good looking?

P: [Laughs] I’d never change that. I want to keep all these same [point to the
positive self- image part of the measure].

R: Ok then. What about moody? You’ve put very much, would you like to change
this one?

P: No.

R: No, you like being very moody.

P: Yes [laughs].

R: Mess about, you said occasionally. How would you like to be?

P: I like messing about [indicates score by pointing to the scale]

R: Shy?

P: I would change this to a one, be a little bit shy but not much.

R: Why is that? Do you think it is good to be a bit shy?

P: No [laughs]... When I was younger, I was all over the place you know, if my
mum’s friends came over I would be talking to them. Ahhh there was one time,
when I just got in school and one of the teachers came over and I said to her ‘oh no
I just need to go somewhere else’.

R: T see, so when you were younger you used to sometimes say things, but you
think you should have been a bit quieter.

P: Yeah that’s right. So I’ll give it a one to only be a bit shy.

R: Ok so how about cheeky?

P: Wouldn’t change it.

R: Sarcastic?
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P: No, keep that one.

R: Worry...how would you like to be?

P: Even if I worry I know I will be alright, as I’'m in like a...erm what do you
say...erm like a gang of friends, like four or five of us. Depending on what mood
we are in...one of them has anger problems, you know he can’t control his anger
and I’m like with him...there’s four of us in a gang. We look after each other and
make sure we are all right.

R: So if you had anything to worry about do you talk to your friends?

P: Yeah they would just know about it straight away...the majority of time I tell
them about anything. I even talk to them about it on Facebook if I am worried...for
instance I talk about my problems and why...I just say why to them.

R: Ok. What about bossy? How would you like to be?

P: The same.

R: Short-tempered? You put very much. How would you like to be?

P: I could never be able to change that one [laughs].

R: If you could change, how would you like to be?

P: I’d put it between one and tow, no one.

R: On get bored, you put one. How would you like to be?

P: Less. I am talkative but you know when you’re a teenager you don’t really feel
like talking much. I would stay the same for the same for the rest of them.

R: Ok, very good. Actually, I thought you are quite talkative.

P: [Laughs] Well I’ve got to be haven’t I because there is a nice lady in the room.

R: [Laughs] Ok then, here you have put confident, what do you think confident
means?

P: Well it means you can chat to people and not be shy. I can easily confidently get
the bus to town... I can probably almost do just about anything just as long as I
have the confidence to do it.

R: very good. So, friendly, how do you know you are friendly?

P: Well to be honest ...my teachers know about this... but apparently I am one of
the best behaved students and I have been one of the best behaved students in both
schools I have been too.

R: I see, that is very good.

P: T’ve only had probably about one or two bad reports, but nothing serious, just

about an argument between me and somebody.
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R: Ok. Well with this one you have put you feel a bit different to others. Can you
explain to me a bit about why you feel like this?

P: Hmm, some o my friends have different disabilities compared to me, and I have a
heart problem. But I just say forget about it and I just want to enjoy my life.

R: Ok. You say you have a big temper?

P: Well sometimes if I am playing out with my friends, depending on what they say
I can get out of control. I flip, I mean I really flip, I really flipped yesterday, you
know I’m telling you the truth here...

R: Thank you for being honest with me.

P: Well somebody said something to me and I didn’t want to do anything. I tried to
walk away, but then they said it again, so I said to him ‘look here, you’re different
and I am different, and we both have different opinions and then I went bright red
and got really angry. Even now, I’'m calm now, but if he said something I could get
really offensive.

R: I see.

P: I'd say ‘don’t say that’ or ‘I’d walk out ‘or... I’d do something else, something
else much worse.

R: Ok. Now can I ask you about WS?

P: Yes.

R: Can you tell me what you know about it?

P: I’ve got a friend in my class actually and she has WS as well, she’s nearly like
the same as me, just about everything... like curly hair and a bad heart. Well she’s
probably got everything about the same as me really, but I’ve just got a deeper
voice. My voice cracked when I was twelve, horrible it was, next day I woke up
with this strange ticking in my voice, and my mum said your voice have broken. I
said ok, am I going to be ok, she said you’ll be fine. I’ve been fine ever since.

R: Ok, do you know anything else about WS?

P: No, that’s all I’ve got to say.

R: Ok, thank you very much, you did really well.

Transcript W17

When completing SIP-A part one (What are you like?) the participant made the

following comments:
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P: Everybody says I’m fun to be with.

P: [Feeling different from others] I am number zero because I hang around friends
that got the same syndrome as what I’ve got.

R: So you feel quite the same as others?

P: Yes, because I’ve got WS.

P: I don’t mess about because then people think you are naughty or cheeky. I can
honestly tell you that I’'m not compared to others.

P: Sometimes I worry in case something happens to my family or my relative but
that will be just it, if it is my friends then I can help them you know.

P: I get angry sometimes but it’s just... just now and again. But like when I’'m on a
computer and it shuts off I’'m like what the heck has happened, what the heck has
happened? So I'm number two for that.

P: I only get bored on like a long trip to holiday, I'm like waiting for it to happen.

When completing SIP-A part two (How would you like to be?) the participant made
the following comments:

P:

[Kind] stick with that one because then people might still recognise me as the
normal me and not like someone who is not that kind at all.

[Hard working] If I didn’t work then I would get a detention and I don’t like to be
in detention.

[Fun to be with] I want to stay the same [number six] because I don’t want to be
that kind of person who doesn’t want to be like...fun to be with.

[Good looking] I think I would like to be number six because many of the girlfriend
I go out with they like play the game on me you know and they dump me you
know...

R: Now let’s look at this one - friendly, you said you are very friendly. Can you tell
me more about it? How do you know you are friendly?

P: Because everybody gives me positive suggestions every time I tell a joke. They
are always laughing themselves to tears. Ever since I first started this school I didn’t
know what kind of person I would have had erm... but then over the years I’ve seen
people... like I’'m there...like You Tube funny and that’s stuff and then I thought
why don’t I make myself a person that is funny? You know now I am that kind of

guy that does most of the fun stuff around here.
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R: Ok, very good. You also said you are very confident, didn’t you? How do you
know you are confident?

P: Because from my past school...they didn’t treat me as well as this school has, for
the last few years I had a bully at my old school, he used to bully me a lot, he used
to tease me a lot and I didn’t feel that kind of confidence that you feel like in some
other school because I felt like a trapped person in like a little...like a guy that is
claustrophobic but when I went to this school they got me settled in, they showed
me the fun side of being at a school and it’s from there that I’ve got my confidence.
R: That is really good. It sounds like you are enjoying it here.

P: I am because we’ve got a talent show and I’'m gonna be in it.

R: What are you going to do?

P: I know you might think it’s strange but I actually do ventriloquism.

R: Very good, I think that’s fantastic. Now let’s have a loot at this one. You said
that you don’t feel different from others at all. Can you tell me a bit more about
that?

P: Because I...when I was at my old school I felt very different, I felt like very
much like...but when I come to this school I saw one of my friends Lisa and she
said it’s gonna be all right and erm...we had about three people with Williams. I
was the fourth one at the school with the WS because it’s about like disorders, it’s
like Downs syndrome but it is more sophisticated.

R: Ok, so you said know other people who have the same syndrome. So is that why
you think don’t really feel different from others?

P: True. That is the reason why I don’t feel like erm...feel different from others.
Because now like I have a lot of friends, I’ve got like a buddy system that’s taking
me out every Saturday and it’s like a lot of fun has happened through my life. I
never thought it was going to happen you know.

R: That is very good. I am going to come back to that point but for now let’s just
have a look at this one — you said you worry a lot and that you want to worry less.
Can you tell me a bit more about that one?

P: T erm...I used to be a naughty kid. I used to get in a lot of trouble, I used to see
how everything was made and I used to take it all apart and then I’d like have like
my stomach turning, it made me feel like funny inside my head and I used to worry
quite a lot. But sometimes I worry but it’s just like when I get lost now, I don’t

break stuff anymore.
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R: Ok. Now is it ok if I ask you some questions about WS?

P: Yes, yes, go ahead.

R: Say if I didn’t know what is was, how would you explain it to me?

P: WS has been going on for ages and ages because when I had the WS my mum
used to be worried sick about me. She would care, she cared a lot for me and I had
high liver problems that kept making me you know...and I was born with a heart
murmur on my heart but erm...But 'm a lot different to other people with WS
because like the facial features haven’t changed when the people that has the really
like genetical side of the WS their face changes, they have like short noses and all
that stuff really. They have a WS website, all about WS and erm...I used to talk to a
lot of strangers, that’s a part of WS and kids with WS talk to people that are
strangers and strangers are like...you don’t know what they’re gonna be like. So I
watch about that. I don’t talk to strangers as much as I used to. I watch what I do
because I know there is a down side and a positive side of talking to strangers.

R: Ok. Very good. It sounds like you know a lot about WS, don’t you?

P: Yes.

R: Now, what is it like for you having WS? How does it feel for you?

P: When I have had a lot of tasks from the past about my WS and it is all
because...most of the time because of my walking. Erm I’ve got a funny hip, which
made me paralysed for a bit because I used to have those fits when you collapse.
Not like collapse like in genuine collapse like having a fit or anything but it was just
that my legs stopped working and I had to go to the hospital because of it. And I
don’t have them now.

R: Ok. Do you think there are any good things about having WS?

P: Yes, there is good things about having WS because people... I haven’t told you
this but WS people have hobbies. Some people can be with erm...may be interested
in washing machines, they may start collecting washing machines, but erm...some
people can be collecting bus tickets you know and my is the most expensive hobby
ever because you know I am interested in puppets so I have started collecting them
you know and I’ve learnt a lot of things about the hobby that I do. It’s like a dying
act you know because a lot of ventriloquists nowadays they have died and all that
stuff and it’s really rare that you see a person do it.

R: Ok, that is very good. Now, do you thing there is any things that are not good
about having WS? What are the downsides to it?
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P: The down side of having WS is got to be the sensitive hearing because when I
was a little kid there used to be like a mobility fish and chip shop and every time it
would ring I would have to cover my ears, [ would scream and all that because my
ears were really hurting and nowadays people whistle and I say stop it because I
have sensitive ears and if you upset my sensitive ears then you’ve had it, you’ve
had it.

R: Ok. It was interesting what you said earlier about strangers. I wonder what you
think about WS and what people with WS are like with others, like with friendships
and relationships. What do you think about that?

P: 1 get along with nearly everybody as you’ve seen because 1 am
sometimes...sometimes there have been things who have let me down and I tell
them to get the hell out of here because I don’t want to know their sight anymore.
And sometimes people with WS can relatively relate to others because they like the
same music or same kind of hobby ad they like say...ooh I like that song, yeah I’ve
heard that before.

R: Now, if you could change anything about yourself, what would you change?

P: It would be my hearing because I know there is a lot of people with hearing
problems and I have the most rarest because you know some people have hearing
aids, or some people have those things you have to like connect through your head
and all that stuff really because like I’ve seen people who have like this device
connected to their ear and that made them hear things. I just wish it would go away,
my sensitive hearing because then I would be more of a normal person then.

R: Thank you very much. You have given me some fantastic answers. You have

done really well. Thank you.

Transcript WS 18

When completing SIP-A part one (What are you like?) the participant made the
following comments:

P:

[Good looking] My boyfriend says I'm always good looking so I think number five.
[Fun to be with] My friends say that I'm fun to be with when I text them or when

I’m on Facebook, they always say that.
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[Feeling different from others] I do feel different from others because my sister
doesn’t wear glasses and I do because I'm like short-sighted or something like that.
Well, my family is Russian and I speak it so...

R: So what number do you think you would give yourself?

P: I think I would say about four.

[Annoying] Some friends say I’'m annoying but not all of them, so number three.
[Loud] Sometimes I'm loud, when I’'m bored I speak to myself loudly.

[Worry a lot] If my family is like kind of gone through bad stuff I worry about it.
[Get bored] When I’'m at home on my own I get bored.

When completing SIP-A part two (How would you like to be?) the participant made
the following comments:

[Happy] Stay the same because I like to stay happy and be cheerful. Sometimes
people think I‘m mad because I'm like all hyper, some people think it’s like cool to
be mad.

[Sporty] Stay the same I really hate sports day, it’s sports day tomorrow.

R: Can you tell me how you know that you are friendly? You said you are very
friendly?

P: Because if like someone gets lost in school and they don’t know where to go |
would always like ask them what lessons do you have and they like say I don’t
know, and if they don’t know I would tell them to go to learning support and they
will tell you where to go.

R: So you are very friendly by helping people out?

P: Yeah.

R: You said you are very confident. Why do you think you are very confident?

P: Because I like doing stuff like practice and I go horse riding every Thursday so
yeah...

P: So you think you are quite confident?

P: Yeah.

R: Ok. On feeling different from others you said you are number four. Could you
tell me a little more about that?

P: Like cause sometimes I like...like my friend who has WS wears glasses for
reading and I have to wear my glasses every time. So yeah.

R: So is that why you feel different from others?

P: Yeah.
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R: And is there anything else that makes you feel that you are different from others?
P: I am crazy [laughs].

R: What do you mean by that?

P: Like I’'m really happy like when I’'m with my friends like I go hyper.

R: And do you think that other people don’t really get like that?

P: Hmm...I can’t say no, but yes, I’ll just some in the middle.

R: Ok. You said you worry a lot didn’t you?

P: Yeah.

R: Are you ok to tell me more about that?

P: My nan has got cancer so it’s kind of worrying if she is going to stay alive or not
so yeah.

R: I’'m sorry. That must be difficult to think about those things. You said you
wanted to worry less didn’t you?

P: Yes.

R: Ok, ok. You are doing really well. Are you ok to carry on?

P: Yeah that’s fine.

R: You also said you are intelligent.

P: Yeah, I'm on grade five on violin and my sister is on grade three. I just get really
happy if I...yeah.

R: Ok, that very good. Now is it ok if I ask you some questions about WS?

P: Yeah, yeah.

R: Can you tell me what you know about it?

P: Well it’s also called the happy syndrome and like that’s why I smile a lot and like
be cheerful. There isn’t really a difference so yeah.

R: What do you mean by there is not really a difference?

P: Like it’s like if I’'m like in a mood I get really kind of down and if I’'m really
happy I'm like happy so yeah.

R: I see. I wonder if someone didn’t know what WS is and they asked you, what
would you say?

P: I would say like its kind of like a condition and lots of people have it and its like
really rare for people and it can be like cool like really good and sometimes like
weird.

R: Ok, so you said there is some things that are good about it. What do you think is

good about having WS?
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P: Because it’s like it is making me feel different, it’s like really good, really fun so
I like being cheerful and happy.

R: Do you think there is anything that’s not good about having WS?

P: No...not really.

R: Ok. You were earlier talking about your boyfriend and you said that he has got
autism. Is that right?

P: Yeah, yeah.

R: What do you know about autism then?

P: Well sometimes like he can’t spell and I like have to help him and sometimes he
is like kind of crazy and really mad [laughs] and I'm like I have to be with this chap
all the time [laughs].

R: And if you think about the two different syndromes, WS and autism, do you
think there is anything similar or different about them?

P: My boyfriend can smile sometimes like if he is in a good mood then he is like
mad and crazy. [ would say if like someone had autism and there was no one to help
them I would like want to help cause I want to like help people to learn and to like
do different things.

R: Do you think there are any bad things about autism?

P: Sometimes there are like...it can make people angry and stressed out but like I
said my boyfriend in not like that.

R: Ok. Do you think there any bad things about autism?

P: T like if he is working, that’s good. He’s really good like and it makes it
interesting.

R: Ok, very good. And last questions, we were talking about feeling different from
others and generally the way you are. If there was something you could change
about yourself, what would you change?

P: Erm...I don’t know, that’s kind of tricky. I would like to have my hair changed,
the colour of my hair.

R: Ok, very good. Thank you very much. You have done really well.
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