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Abstract

This study has utilised multiple methods that incorporate the use of
‘innovative’ communicative technology to provide an extensive
exploration of students with social communication difficulties’ (SCD)
social support networks whilst attending university. Ten semi-
structured online interviews were carried out with educational support
workers (ESWSs). Their analysis provides original and valuable
insights into student disability support and the views of ESWs are
further pursued in a series of seven web-based diaries with university
students with SCD. Information gained here furnishes a critical
account of student disability support. Critical points in the accounts of
both ESWs and students are presented and evaluated in detail.
Findings illustrate that informal personal support, such as peer
networking, is vital for students’ educational competence, social
confidence and a sense of belonging at university, but is currently not
taken into account in a system that promotes formal academic
support alone. Lack of informal personal support could impact
negatively on student personal adjustment and relationships, thus
hindering access to the learning community. Universities have a key
role in facilitating student social support networks that promote
collaborative social networking. The dominant conceptual framework,
based around the social model of disability and situated in a morality
of ‘rights’, is considered in practice to atomise the person and
overlook wider social aspects of disability. This study proposes to
move the disability agenda away from one based on individualism to
one based on social connection and located within a morality of care.
This approach re-conceptualises students with a disability as
interdependent, both in their capacity for personal autonomy, and
their social need through relationships. This may go some way in
improving university disability policy and practice by encouraging
professionals to work in negotiation with students. Thus, appropriate
plans can be put in place to meet students’ wider academic, personal
and social needs.
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Preface

Reflective Account: How the Study Came
into Being
This study came into being because of a long and complex chain of
events, many of which | had little control over. During my early
socialisation process, children with disabilities were not children to be
friends with. Whenever they happened to be around they were
targets of jokes, objects of pity and provokers of fear and concern, an
indication of how unfortunate life can be. Disability was an
unfortunate condition — better to remain hidden because it was
associated with feelings of guilt and embarrassment. Inclusive
education was not the type of pedagogy | encountered in my
schooling experience as a child. The belief of the educational system
that | had experienced was based on competitiveness, in which in
order to succeed, students had to strive for excellence. Excellence
was perceived as an individual triumph. Boasting how well one had
achieved academically bolstered egos that had arisen from notions of
meritocracy. In such a system there was no place for students with a

disability.

It was not a surprise, then, that | had a cultural, ideological and
educational shock some years later, following the birth of my second
child and her diagnosis two years later of severe learning, physical
and emotional difficulties. Already having a young child who was

meeting all the milestones, | knew that my two year old daughter had
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developmental delay, but nothing could prepare me for the moment a
geneticist broke the news that she had a rare syndrome. The
geneticist’s words still ring in my ears as if it were yesterday, “don’t
be a hero, no one will think badly of you if you decide not to raise
her”. My initial reaction was disbelief; how could anyone suggest that

| would give my daughter away because she was less than perfect?

| wept buckets that day for three main reasons, firstly due to relief
that they had finally diagnosed her condition; at this time the label
Rubinstein—Taybi syndrome was welcoming because it ended two
years of confusion as to why my daughter had learning, physical, and
emotional difficulties, and my own self-blame. Secondly, | cried for
my daughter, at the realisation that her life was going to be
unbearably difficult at times — numerous medical and therapeutic
procedures ensued until mutual agreement by the consultant
paediatrician and myself that all had been done that could be.
However, incongruity was evident between our motives for these
procedures; | felt specialists were trying to make my daughter more
aesthetically ‘normal’, whereas | was trying to ensure my daughter
was more comfortable physiologically and experienced less pain.
Finally, | grieved for the daughter | had lost, the daughter without
disabilities that | thought | had carried for nine months; what was to
become of us, how would we cope? The doctors were suggesting

institutional care. But, with hindsight, we did cope.
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Family and friends’ initial good-will intentions of supporting me in
raising my family were short lived, particularly due to their own family
commitments. | soon realised that | was on my own; a solitary and
difficult journey lay ahead. However, life has a strange way of ticking
along regardless and | became a very independent ‘parent-carer’ - a
label that | dislike to this day (I prefer ‘parent’) but find useful to
enable others’ understanding. When asked over the years by family,
friends and the consultant paediatrician how | coped bringing up a
child with severe difficulties, | would answer that it just became who
we were as a family; we grew together and had our ups and downs

just like ‘normal’ families.

In retrospect, | did not realise how socially isolated we had become,
partly due to protecting my daughter from the cruel treatment she
received from others; both young and old would stare or make fun of
her, and partly to protect my own feelings — the pain was unbearable.
It hurt terribly to withess such inhumane treatment on a daily basis
and, as such, it became easier not to venture out. For example, a
simple trip to the supermarket would become a floor show, or
crossing the road a perilous journey because my daughter had
behavioural difficulties, finding social situations difficult to manage —
when situations became too much for her to cope with she would lie
down on the floor and be physically violent toward anyone trying to
get her to stand up. People who did not understand her difficulties
would take every opportunity to criticise my parenting skills, when |

was just trying my best to get through the day. The effect of social
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criticism made me aware of how ignorant and un-accepting society is
of difference. One thing | have always been immensely grateful for is
that my daughter is unaware of her differences; | could not bear to
see her hurt by ignorant people in need of educating on the benefits

of being different.

Until the age of 11 years, my daughter’s schooling took place in
severe and then moderate ‘special’ educational establishments — |
felt this contributed to her segregation from society alongside my
isolation practices at home. | realised that hiding away was not
helpful because it prevented her from accessing ‘real’ life
experiences, such as everyday trials, tribulations and pleasures,
essential for secondary socialisation. My displeasure with the quality
of education she was receiving was further fuelled because ‘special
education’ curricula focused on physical need and low expectations.
Changing legislation toward integration and inclusive education
prompted me to take the initiative and gain her a place in an inclusive
high school. Questions over the five-year period concerning my
daughter’s placement in an inclusive educational setting came into
my mind often. Was this the right decision to have made regarding
her educational attainment, was she benefiting from the experience

on a personal and social level, and was she being fully included?
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The aforementioned questions fuelled my undergraduate studies as
a mature student and now single parent with 3 children with various
health difficulties and disabilities’. | took immense pleasure
embarking on extensive research into inclusive education, with the
writing of my undergraduate dissertation becoming yet another stage

in a personal quest for answers.

Since graduating with a BSc (First Class Hons) in Social Psychology,
my journey through inclusive education took giant steps forward, with
my thirst for knowledge and research in this area remaining
insatiable. My daughter completed high school, fulfilling her potential
and in my opinion, educating those without disabilities. Myths were
dispelled by banishing ignorance and fostering acceptance of
students with difficulties and disabilities by exposing the ‘non-
disabled’ to the ‘reality’ of living with severe learning difficulties. As
French (1996: 159) suggests:

Contact with disabled people is an important ingredient

in bringing about positive attitude change. Most people

do not get to know about disability at first hand and may

avoid disabled people because of feelings of fear and

inadequacy
Yet, | found it soul destroying that her further education was to be in
a segregated unit within a local college. | had fought so hard to get

my daughter into inclusive education, pitting myself against

educational psychologists adamant for her to remain in ‘special’

' Alongside my daughter’s diagnosis of Rubinstein-Taybi syndrome, my eldest son
was diagnosed with Attention Deficit Hyperactivity Disorder, and my youngest son
was diagnosed with severe asthma, eczema and various related allergies.
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educational institutions. | believed inclusive education enabled her to
have experiences that | felt she did not have access to in the social
vacuum of ‘special’ education settings. Experiences that the ‘non-
disabled’ take for granted, such as following academic timetables,
deciding what to eat for lunch and having the opportunity to witness
the formation, maintenance, dissipation and fragility of adolescent
relationships. After all, my daughter was experiencing puberty and

having thoughts and feelings just like any other adolescent.

| subsequently took a year out of my studies to reflect on my
achievements and take time to consider my future career. At this
time, | mentored higher educational (HE) students with a disability for
a year. Although mentoring was both stressful and rewarding, this
was a period in my life where | thought my academic and life skills
were utilised to their best. In particular, | mentored students with
social communication difficulties (deafness/hearing impairment and
autistic spectrum disorder) at a very intensive level; | took their
lecture notes, facilitated their group work sessions, aided their
academic and research skills, proof read their work and was an exam
amanuensis. This allowed me to gain beneficial insight into university
life from their perspective, by experiencing what university life was

like for students with social communication difficulties.

| found, to my dismay, that the ignorance and self absorption
expressed by a large number of HE teaching staff was at best eye-

opening, at worst atrocious; many academic staff felt that it was out
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of the question that they should adapt their teaching style to
accommodate students with difficulties and disabilities. One
academic member of staff stated that it was unreasonable that they
were expected to look at a student all the time, misunderstanding
generic good teaching practice that necessitates facing all students
when talking and ensuring the mouth area is not obstructed to enable
audibility. In this case, the student with social communication
difficulties was viewed as a nuisance when they dropped out of group
work sessions, asking to undertake an alternative module because
they felt it was mutually stressful for themselves and other students
due to communication barriers. | also witnessed how socially isolated
students with communication difficulties were, sitting alone at break
times, not being invited to take part in group work and extracurricular

activities.

To my benefit, | discovered | had an affinity with other educational
support workers. Support workers choose this type of career mainly
because they have also been parent-carers, siblings or children of
people with difficulties and disabilities. Consequently, they have
witnessed disability discrimination, disempowerment and social
inequality. This has provided me with a wealth of knowledge useful to
my research interests. The affinity | shared with other support
workers was also a turning point for me; for the first time, | realised it
was acceptable to have a hearing impairment; it did not have to
remain a hidden condition. It is ‘hidden’ because most people are

unaware that | have a severe hearing impairment - | do not wear the
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visible hearing aids that signify this impairment. It now felt safe to ask
people to repeat what they had said if | could not hear or had
misheard them; it felt safe to be open about having a hearing
impairment. With this increased confidence | realised that social
communication was ultimately a shared interaction; responsibility for
understanding lay with both the communicator and the receiver. It
was not my sole responsibility to manage social situations; in order
for people to communicate successfully with me, they also had to

ensure that | could hear and understand them.

Through my educational and mentoring experiences | realised the
power of education and decided to become a teacher. However,
before | could embark on my chosen career | felt that | needed to
understand my feelings towards being hearing impaired. This | did
through academic reading. Learning about the social model of
disability — that attitudes and oppressive practices of society can
disable people, rather than impairments (Oliver, 1996) - facilitated my
understanding of why my sympathies lay with this perspective. |
came to realise how societal attitudes and practices had negatively

impacted on my life experience.

Through reading academic literature | discovered that | was one of
the many congenitally hearing impaired whose parents had been
influenced by an international commitment to oralism — the rejection
of sign language for the deaf/hearing impaired in favour of speech

and lip reading so that the child is able to communicate in the hearing
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world (Branson, 2002). This oral method of communication was, and
still is, argued to offer enhanced educational and employment

opportunities.

However, oralism limited my life experiences. | was not allowed to
learn sign-language - my parent’s wishes were that | should appear
‘normal’ and ‘fit in’ with the ‘hearing world’. Adamant that | would not
be part of the Deaf community, which forty years ago was
stigmatised (and arguably still is), | was to communicate only through
oral means. Self-taught lip reading became the norm for me but it
was not until very recently that | realised how much this had been so
ineffective. It was a shock to discover that throughout my life | had
been getting things wrong by misinterpreting verbal communication.
Everyone, including me, should have access to all the opportunities
available to them to realise their full potential. As Ladd (2002: 35)
points out:

By learning both spoken and sign languages, you

can learn to navigate your life path in, and around

two cultures and two communities, selecting

whatever you wish for from either in order to build

your own lives
Feeling more comfortable in my perception of who | was and how |
came to be me, | enrolled on the Post Graduate Certificate of
Education (PGCE). Studying for a PGCE, specialising in learning
difficulties and disabilities, maintained and enhanced my knowledge
of inclusive education and disabilities and | again found | had an

affinity with other trainee teachers in my specialism (parent-carers,
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siblings, children of parents with difficulties and disabilities).
However, | found other specialist trainee teachers’ negative attitudes
toward students with difficulties and disabilities highly problematic,
particularly because they did not value lower level, non-vocational
attainment as it did not reflect their teaching expertise. The voices of
a small but significant number of teacher trainees from other
specialisms disheartened me; | often heard them openly complaining:
“I don’t see why we should have to teach students with disabilities,
they should be in remedial classes”. The negative attitudes of these
trainee teachers greatly saddened me, but also drove my desire to

educate them about people with disabilities.

Whilst undertaking the PGCE, | took every opportunity to raise
awareness of disability and the impact others can have with their
negative and often ignorant practices. | often found myself
challenging other teacher trainees’ attitudes; | would ask, for
example: “Have you thought why a particular student may be
displaying disruptive behaviour in class — have you looked at

underlying issues”?

However, my newfound enthusiasm and drive to educate others was
soon to be overshadowed by family problems. | was about to
encounter a family crisis that would affect me emotionally, physically
and threaten to unbalance me psychologically. During this time, my
now 18 year old daughter was finishing her two years of ‘segregated’

further education; with this, home life took a turn for the worse. My
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daughter became severely depressed at the realisation that college
was ending, with no prospect of another course due to further
education funding being redirected by the Learning and Skills Council
(Russell, 2005). Further educational establishments were being
funded to focus on providing opportunities and incentives for
teenagers who had not achieved Level 2 (GCSE equivalent) by age
16 to do so post-16 (Department for Education and Skills, 2005).
Prioritising funding for 14-19 year olds, in effect, neglected learners
in the 19-25 age bracket because funding was not guaranteed.
Funding cutbacks meant course closure for students with difficulties
and disabilities. This undoubtedly resulted in students, including my
daughter, becoming more socially isolated because college is often
the only place where students with difficulties and disabilities can

meet with peers and form friendships.

As a result of this educational upheaval, which was affecting the
entire family’s psychological health, my daughter moved into
residential care — she currently lives with other young adults with
severe difficulties and disabilities. At this point, | felt a complete
failure - failure as a parent and a carer. Yet, with hindsight, | am
proud that she manages her 24 hour care well, has a very active
social life - discos, dance classes, holidays abroad - and we
frequently see each other and converse on the telephone. | am
humbled to have had the opportunity to have experienced to date
twenty two years in my daughter's company, knowing that she is in

physical pain on a daily basis and the hurdles she overcomes to
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achieve in her life, such as learning to read, trivialising my difficulties.
This has left me with a zest to achieve my own goals and make her
proud of me too — she delights in telling others that her mum is a
teacher. If only the rest of the world could be more like her and smile

in the face of adversity, making the most of what we have.

Following my daughter’s departure, | decided to re-focus my life and
find myself again after spending most of my adult life as a full-time
parent-carer. | now had to adjust to having lots of spare time on my
hands and felt | needed to fill the huge scary void left behind. With
this, | found myself stepping out of the cocoon of ‘parent-carer social
isolation’, becoming ‘me’, whoever that was, because | no longer
recognised myself; ‘me’ had become lost somewhere throughout the
years. With hindsight, it had been exhausting trying to ensure that |
divided my time as equally as | could between my children — not an
easy feat when one child needed 24 hour care and supervision. At
times | felt stretched beyond my limits, trying to ensure my other two
children got the attention they deserved. Shrouded in guilt at my
newfound freedom, life itself beckoned; for the first time in two
decades | had the time to undertake leisure activities! | began to
cycle, walk, went out for meals, and listened to music again; having
my hair done felt like a luxury. | was re-socialising and flourishing in

my new teaching role too.
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Yet despite the upheaval, the PGCE course tutors highly praised my
coursework, attitude and enthusiasm for the specialism (learning
difficulties and disabilities) - an external marker asked to meet me,
shook my hand and expressed their delight at reading my work
throughout the year. One week after qualifying on the pre-service
PGCE course | found myself teaching the in-service trainee teachers
at Summer School! | have currently taught a second year at Summer
School and thoroughly enjoyed it. Not only does this teaching
specialism keep my theory and research up-to-date, it sustains my
conceptual beliefs. Again, | am with like-minded people with similar
attitudes as myself toward disability — an inspirational drive toward
supporting everyone, regardless of ability, to achieve their full
academic potential. | live in hope of a more diverse, accepting and
understanding society that values everyone for their positive

contribution.

Toward the end of my PGCE | applied for, and was accepted, to
undertake a PhD in the area of student social support networks and
social communication difficulties, which comprised a one year full-
time Masters in Social Research and Evaluation (Social Work) and
three years PhD by research. By the time | embarked on my Masters
course | was already equipped with armfuls of academic knowledge,
personal and professional experience in the area of inclusive
education; for me, the Masters course was a time to practise

empirical research, develop my writing style and try out a pioneering
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method for future data collection (discussed in more depth in Ch.4,

p.180).

The above brief autobiographical account is highly relevant to this
PhD study, in which the main interes