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ABSTRACT
Government strategy is increasingly emphasising the need to involve service
users, family members and carers in service provision and development
(Department of Health, 1998). There is however. limited research relating to
family members/carers views and expectations of services for individuals with
Asperger Syndrome. The current study was designed to contribute towards

addressing this need.

This study explored family members’ experiences of services for individuals
with Asperger Syndrome. The specific aims were to:

® To generate a theory to account for the experiences of service users
(family/carers) with regard to service provision which will explicate: factors that
can influence the pursuit of services; factors perceived as important in providing
care for an individual with Asperger Syndrome; how experiences have

developed:; and factors associated with the expectations of services.

e To provide family members and carers with an opportunity to identify and
describe aspects of caring for an individual with Asperger Syndrome including
aspects that they believe are most important and the areas that they find
challenging and rewarding. This would allow for the development of a more

comprehensive understanding of the needs of family members and carers.

* In the longer term- to contribute to the future development of a service
outcome measure, by providing family/carer perspectives, which could be used
to evaluate service user/carer satisfaction, service effectiveness and facilitate

future service provision.
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Due to the exploratory nature of the research a qualitative, grounded theory
methodology was employed. Semi structured interviews were completed with a
sample of 12 women and 3 men aged between 31 and 78 years old living in the
North West of England. The participants were deemed the main carer(s) or

person of contact for their son, daughter or sibling with Asperger Syndrome.

Interview transcripts were analysed using open, axial and selective coding
techniques (Strauss & Corbin, 1998). The descriptive analysis revealed four
main categories: getting nowhere; significance of diagnosis; expectations of
services; and ideal world. The theoretical analysis resulted in a model
describing the links between the four categories. ‘To care without concern’ was

identified as the central component of this model.

The importance of early diagnosis, life long support, crisis intervention,
involving family members in decision making, shared responsibility for care and
provision of services by people who understand the needs of the clients were all
highlighted. Implications for clinical practice and future research are discussed.

Strengths and limitations of the study are also considered.
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1.0 INTRODUCTION

This chapter will firstly discuss Asperger Syndrome in general. This will
include some of the characteristics that are associated with it, the prevalence of
Asperger Syndrome in the general population, the diagnostic criteria and the
diagnostic process. The literature regarding the genetic nature of Asperger
Syndrome is then briefly reviewed. Service user/carer involvement is then
discussed including some mention of Learning Disability services in the absence
of literature relating to service user/carer involvement in services for individuals
with Asperger Syndrome. The literature and guidelines relating specifically to
services for individuals with Asperger Syndrome are then examined followed by
families/carers experiences of Asperger Syndrome and how this relates to the

current study.

1.1 Introduction to Literature Review

The research cited here is the result of a systematic literature review. Relevant
articles were found by searching databases within the University of Liverpool
catalogue. The search terms used were “Asperger Syndrome’, ‘Autism’,
‘services’, ‘outcomes’, ‘effectiveness’, ‘service evaluation’, ‘outcome measures’
and ‘patient satisfaction’. These terms were also used in various combinations
to perform additional searches. The database OVID generated 763 hits for
“Asperger Syndrome’, and 746 hits for ‘service evaluation’ and each of the
articles generated were reviewed for relevance. The following journals were
also searched using the above terms: British Journal of Psychology, Journal of
Clinical Psychology, British Journal of Learning Disabilities, Good Autism

Practice, Autism, British Journal of Clinical Psychology & Psychiatry and the



Journal of Intellectual Disability Research. The following websites were also
searched for relevant documents; The National Autistic Society, Department of
Health, National Institute for Clinical Excellence, O.A.S.I.S (Online Asperger
Syndrome Information and Support). In addition to this, the reference lists of

journal articles and other documents were also searched.

1.2 Asperger Syndrome

1.2.1 Characteristics, Diagnosis and Prevalence

Asperger Syndrome was first described by Lorna Wing (1981) based on Hans
Asperger’s (1944) accounts of four boys whom he described as having unusual
social, linguistic and cognitive abilities. At the same time that Hans Asperger
was describing the experiences that he had encountered Leo Kanner was writing
about his own experiences, depicting a form of Autism (Kanner, 1943).
Kanner’s descriptions were written in English and were therefore more widely
known of than those of Asperger’s. Wing later coined the term Asperger
Syndrome when she became aware that the children and adults that she was
coming into contact with did not readily fit with Kanner’s descriptions of

Autism but were more suited to the descriptions written by Hans Asperger.

DeMyer, Hingtgen, & Jackson (1981), at the same time that Wing used the term
Asperger Syndrome, began to discuss what they described as High F unctioning
Autism. This term was used to describe individuals who had signs of Autism in
childhood but who had a greater degree of intellectual ability and adaptive
social/behaviour skills. Foster & King (2003) point out that up to ‘two thirds of

children with Autism have some degree of cognitive impairment and the



remainder have intellectual functioning in the normal range or above’ (p.491),
the latter group would be classified as having High Functioning Autism. They
also argue that the distinction between High Functioning Autism and Asperger

Syndrome is not clear cut and remains a source of debate.

There has been, and continues to be, much debate in the literature with regard to
the similarities and differences of High Functioning Autism and Asperger
Syndrome as to whether the two are indistinguishable.  For example,
Ghaziuddin & Mountain-Kimchi (2004) stated that their results support other
studies that have found that individuals with Asperger Syndrome tend to have
higher verbal IQ scores relative to the performance IQ score. However, this
pattern can also be found in individuals with High Functioning Autism. They
concluded that ‘Asperger Syndrome may consist of several subtypes based on
intellectual profiles’ (p.284). In general the literature suggests that a diagnosis
of Autism is made when the IQ is below average (usually <70), if an individual
with Autism has an IQ in the normal range then they are generally classified as
having High Functioning Autism. Finally if an individual is classified as having
High Functioning Autism but does not have a history of language delay then
they are usually classified as having Asperger Syndrome. In practice the
classification and distinction of individuals is never as clear cut as this and
therefore attempts have been made to view difficulties using a dimensional

approach.

Attempts to move away from this categorical debate have been offered by the

notion of viewing difficulties along a spectrum or continuum. Wing & Gould



(1979) developed the concept of a spectrum of autistic difficulties. They
described the key features of these difficulties as being the triad of impairments
which were impairments in: social interaction; communication; and imagination.
These are also associated with narrow, repetitive patterns of activities. This
notion of a spectrum of difficulties is that each of the impairments can vary in
severity in a range of presentations, and the term Autistic Spectrum Disorders is
now commonly used to describe this spectrum of difficulties. It has therefore
been suggested, from a dimensional perspective, that Autism and Asperger
Syndrome differ in terms of the degree of impairment rather than in terms of

individual or separate features.

However, there have also been debates about dimensional versus categorical
approaches. Frith (2004) argues that although the use of a continuum tends to
be favoured we should not abandon the use of the term Asperger Syndrome.
Attwood (2006) supports this view. He suggests that services are often provided
on the basis of a diagnosis and therefore it is necessary to make a distinction at
times. He states that it may be that a diagnosis of Autism or High Functioning
Autism ensures access to services when a diagnosis of Asperger Syndrome may

not.

Adults with Asperger Syndrome may have impaired social interaction, abnormal
non-verbal communication, special interests and clumsiness (Tantum, 1991).
Hans Asperger did not provide any diagnostic criteria for what is now known as
Asperger Syndrome. The first diagnostic criteria were published in 1989 and

were subsequently revised in 1991 (Gillberg 1991; Gillberg & Gillberg, 1989).



Gillberg describes characteristics such as: social impairment; a compulsive need
for introducing routines and interests; and motor clumsiness (see Appendix I).
DSM IV-TR and ICD 10 now also include criteria for Asperger Syndrome (see
Appendix II), although it is Gillberg’s criteria that most closely resemble the
descriptions of Asperger Syndrome that were depicted by Hans Asperger

(Attwood, 2006: p.36).

Attwood (2006) discusses how the pathway to diagnostic assessment may
commence in childhood when it is apparent that a child is unusual in their ability
to understand social situations and conventions. He also goes on to say that
there is ‘recognition of immaturity in the ability to manage emotions and
express empathy’ (p.15). Attwood describes how the pathway to diagnosis may
also occur through the diagnosis of other developmental disorders such as
ADHD or Non Verbal Learning Disability, or through recognition of the signs
of Asperger Syndrome from the media which then prompts the search for a
diagnosis. The internet has become a great source of information in the search
for knowledge about Asperger Syndrome and the possible ‘key features’. This
can aid families when they go to professionals as they are armed with the

knowledge that their relative meets the certain criteria needed for a diagnosis.

There are a number of questionnaires and rating scales available that are used to
identify features that could be consistent with a diagnosis of Asperger
Syndrome. Space does not permit a detailed discussion of each of the scales
available, thus the assessment tool that is used in the local service where the

current research is being undertaken is summarised. The Diagnostic Interview



for Social and Communication Disorders (DISCO) was developed by Wing,
Leekam, Libby, Gould, & Larcombe (2002). This interview aids the diagnosis
of autism spectrum and related disorders by helping the clinician to identify a
profile of the pattern of development and behaviour for individuals being
assessed. Wing ef al (2002) state that the DISCO ‘enables early identification of
specific features found in autistic spectrum disorders that are relevant for use
with established diagnostic systems’ (p.307). The interview allows clinicians to
collect detailed information in a systematic way to gather relevant details about
an individual’s developmental history and other factors that could contribute to a

diagnosis of an Autistic Spectrum Disorder.

Attwood (2006) discusses the impact of receiving a diagnosis. The advantages
of receiving a diagnosis may include changes in other people’s attitudes and
expectations, and a greater acceptance of the person for who they are.
Conversely the disadvantages may include bullying and stigmatisation. There is
a great deal of debate in the literature surrounding the controversies of diagnosis
which space does not permit a discussion of here, (see for example, Bentall
(2003) and more specifically, Klin & Volkmar (2003) in relation to diagnosis

and the external validity of Asperger Syndrome).

Estimated prevalence rates of Asperger Syndrome range widely in the literature,
which may be due to the use of different diagnostic criteria in different studies
and the grouping together of Autism and Asperger Syndrome under the heading
of Autistic Spectrum Disorders. Attwood (2006), having taken a number of

studies into consideration, reports that prevalence rates vary from 1 in 33,000 to



1 in 1200 children. This shows that there is great variability in reported
prevalence estimates which questions the validity of these approximations.
Wing & Potter (2002) discuss the rise in prevalence rates and suggest possible
reasons for such an increase. They argue that changes in diagnostic criteria and
increased awareness amongst professionals’ means that there is more
recognition and subsequently more diagnosis. Mattila et al (2007) suggest that
due to the differences in diagnostic criteria and subsequently estimated
prevalence rates, there is a need to reconsider the diagnostic criteria of Asperger

Syndrome.

It is also difficult to draw any definitive conclusions regarding prevalence of
Asperger Syndrome due to the common trend of late diagnosis and subsequently
the number of people in the general population that may be undiagnosed. It is
therefore possible that current prevalence rates are an underestimate of the
number of people who may actually have Asperger Syndrome if such

individuals have not come into contact with services.

Finally, with regard to gender differences, the male: female ratio of Asperger
Syndrome has been explored and it has been suggested as 10-15:1 (Wing, 1981;
Gillberg, 1998). However, another population study suggests that this could be
more like 4:1 (Ehlers & Gillberg, 1993). Whatever the exact ratio it seems
apparent that more males are diagnosed with Asperger Syndrome than females.
Space does not permit a detailed discussion of the possible reasons for this here
but it is important to acknowledge such differences in the population of those

diagnosed with Asperger Syndrome.



1.2.2 Genetic Nature of Asperger Syndrome

There has been some debate in the literature regarding the ‘genetic’ nature of
Asperger Syndrome. Pauls, Volkmar, Klin, Schultz & Cohen’s (1997) study
highlighted that although data is limited the results support the role of a strong
genetic component of Asperger Syndrome. Of the 99 families included in their
study 46% had a positive family history of Asperger Syndrome in first degree
relatives. Folstein & Santangelo (2000) used an estimated prevalence rate of 4
people per 1000 having Asperger Syndrome. They argued that ‘it has not been
demonstrated using systematic, direct assessments that Asperger Syndrome is
more common in family members of Asperger Syndrome probands’ (p.163).
However, they did highlight that Asperger Syndrome is seen in families where

there is a history of Autism and Broader Autistic Phenotype (BAP).

More recently, Ghaziuddin (2005) conducted a family history study of Asperger
Syndrome. He found that of the 58 subjects with Asperger Syndrome, 3 had a
first degree relative with Asperger Syndrome. Subjects with Asperger
Syndrome were also more likely to have relatives with depression,
schizophrenia and BAP. The results of this study support the view that
Asperger Syndrome occurs in families. However, the limitations of this study,
as with most research regarding the ‘genetic nature’ of Asperger Syndrome, is
the small sample size and the reliance on self report family history data.
Volkmar, Klin & Pauls (1998) stressed the need for more carefully controlled

studies in order to clarify the debate.



It is not possible to make any valid conclusions with regard to this issue;
however it should be borne in mind that it could be possible for more than one
family member to be diagnosed with Asperger Syndrome as for just one

member to receive a diagnosis.

1.3 Service User Involvement

Government strategy is increasingly emphasising the need to involve service
users in service provision and development (Department of Health, 1998). The
NHS Plan (2000) stated that for the first time patients would have a real say in
the NHS, would have new powers, and more influence over the way the NHS
works. As a result of this plan all NHS trusts, primary care groups and primary
care trusts would have to ask patients and carers for their views on the services

that they had received (NHS Plan, p.93).

More recently the Department of Health (2005) stated that patient and public
involvement should be a part of everyday practice. This ought to lead to action
for improvement so that the NHS could better respond to service users’ needs
and expectations in order to create a truly patient led NHS. Locally NHS Trusts
have devised policies which aim to promote and develop the active participation
of service users and their carers in their own care, the monitoring of service
delivery and the planning of service improvement. Policies such as these
advocate that service users and carers have the right to be involved in decisions.
It is also acknowledged that service users/carers have a wide range of
knowledge, skills and experiences and should therefore be involved in research

which explores service effectiveness, delivery and future provision. This has




partly been addressed by the creation of service user and carer forums that are
consulted in relation to service developments and the involvement of service
users/carers in providing training to other agencies and professionals (Tew, Gell,

& Foster, 2004).

It is felt that service users have a unique perspective from which to evaluate the
quality of services and to determine whether services really are meeting their
needs (Hutchinson, 1997; May, 2001; Milne, 1987). The benefits of involving
families/carers in planning and evaluating services has been demonstrated but
this is not specifically in relation to services for individuals with Asperger
Syndrome. Research relating to Learning Disability services will be reviewed
as historically individuals with Autism have been served by Learning Disability
services and due to the notion of a continuum of autistic spectrum difficulties it
is assumed that, to some extent, the issues generated might be similar for
individuals with Asperger Syndrome. Mansell and Beadle-Brown (2004)
discuss person centred planning in intellectual disability services that aims to
include and mobilise individual’s families and wider social networks. They
argue that there should be a process of ‘continual listening, continual learning
and that services should be focused on what is important to someone now and in

the future, acting upon this with their family and friends’ (p.7).

Grant & Rachmaran (2001) discuss how ‘there has not been much attention paid
to the roles in which family carers have played in planning services’ (p.372).
They highlight that involving family carers in research will help to improve the

quality of services as then they will be ‘more sensitive to the needs and
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preferences of those who use them® (p.372). Furthermore they state that
research tends to focus on the perspectives of mothers, thus there is a need to
include fathers/partners, siblings, and the extended family members in this type
of research. Finally, they have highlighted the need for more research in relation
to family/carer’s perceptions of services as the evidence so far suggests that
involving them in the control of services that they receive can have positive
outcomes for both carers and service users. This would generate ideas about the
outcomes that are important to families and how this could be integrated into

clinical practice.

In March 2001 the White paper ‘Valuing People’ was published aimed at
addressing issues for people with Learning Disabilities. Four years on the
Department of Health (2005) published a review of this paper. One of the
priorities in this report was to increase opportunities for the involvement of
service users and to help people gain more control over their own services.
More specifically there was a priority to make a real partnership with families of
individuals with Learning Disabilities in order to encourage and increase their

involvement in local planning and to make them feel heard.

The Department of Health also published ‘Family Matters- counting families in’
(Ward, 2001), again in relation to Learning Disabilities. — The report
acknowledged that ‘families have important and unique contributions to make in
the discussion of the future direction of services’ (p.6). The report accentuates
that individual needs are diverse and therefore there is never a typical family

experience. It therefore concluded that it is imperative that family opinion is
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sought with regard to monitoring service effectiveness and that families are

involved in helping to shape the priorities and provision of local services.

Clare & Cox (2003) further describe how accounts of service users can assist
professionals in understanding more about the feelings, needs and preferences of
the people they serve and that this can indicate where adjustments to service
provision are needed. They highlight ‘the pressures on planners, commissioners
and providers of health and social care services to involve users at all levels of
care, whether individual, service or strategic’ (p.935). Clare & Cox (2003)
make the point that the ways in which service users views are gathered can
impact on the responses received as asking about satisfaction tends to elicit
positive responses. They also warn about the process seeming like ‘tokenism’.
It may be that qualitative research using semi-structured interviews could go
some way in preventing such dangers from occurring. In semi structured
interviews the service user can discuss anything which they feel is important to
them and this allows for exploration of their views with little direction from the

researcher.

Given that services for individuals with Asperger Syndrome have more recently
been developed (see below) it is crucial to ensure that service users and their
families/carers are included in research examining the effectiveness of these
services. This will help to identify needs, and gaps in services that still require
attention. In addition to this, Blacher, Kraemer & Schalow (2003) report the
need to develop a better understanding of the experiences of families of

individuals with Asperger Syndrome.
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1.4 Services for Individuals with Asperger Syndrome, Autistic Spectrum

Disorders and Autism

Much of the literature specifically about service provision tends to group
individuals with Autism and Asperger Syndrome together under the umbrella
heading of Autism Spectrum Disorders. The difficulty with this is that due to
the varied spectrum of difficulties that can be present with either Autism or
Asperger Syndrome these two distinct groups of individuals may have
extremely diverse needs from one another. Thus, in grouping Autism and
Asperger Syndrome together it could be that services are inadvertently ignoring
the fundamental differences between these individuals and may therefore
suggest a model of service provision that still does not meet the needs of those
whom it aims to serve. This gives increased support for ensuring that the voices
of adults with Asperger Syndrome and their families are specifically heard in

order to provide appropriate services.

The body of literature relating to Asperger Syndrome will be discussed first.
The literature relating to Autistic Spectrum Disorders (which can include
Asperger Syndrome) and Autism will then be discussed. Finally, some
background on the local context with regard to services for individuals with

Asperger Syndrome is presented.

Generally adults with a diagnosis of Asperger Syndrome in the UK are
‘excluded from accessing statutory health & social care because they do not ‘fit’
the remit of Learning Disability or Mental Health services’ (Powell, 2002, p.3).

Historically, individuals with Asperger Syndrome have been supported by a

£33



number of services including social care, health and education or have not
received any support at all. Tantum (2003) states that ‘no group has accepted
that Asperger Syndrome is part of their mission’ (p.147). Tantum further
suggests that the lack of service provision may be due to lack of complaints
from individuals with Asperger Syndrome about services, and the trend of
services refusing to engage with parents and caregivers. He also states that
diagnosis has been the traditional route to accessing more specialist services.
Klin & Volkmar (2003) report that the difficulty in families proving eligibility
for special services is due to the abilities of individuals with Asperger Syndrome
seeming ‘normal’. Frith (2004) also emphasises how individuals with Asperger
Syndrome can be denied recognition as they may give the appearance of

normality.

The National Autistic Society’s publication ‘Ignored or Ineligible?’ (Barnard et
al 2001) highlighted the social exclusion of individuals with Asperger
Syndrome (and Autism) with regard to service provision. The report aimed to
clarify the needs of these individuals to ensure that they could access the
services that they were in need of. The evidence gathered suggested that
individuals with Asperger Syndrome were ‘being passed back and forth between
services and that there were no clear lines of responsibility’ (p.15). The report
emphasised the issues that were important to families. Parents stated that they
were often worried about what would happen to the care of their son or daughter
when they were too old or were unable to continue providing support. This is
particularly important given that the report also highlighted that the majority of

individuals with Asperger Syndrome were still living in the parental home. It
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was recommended that the government should issue national guidance with
regard to services for individuals with Asperger Syndrome that would clarify the
roles, responsibilities and duties of agencies. This guidance was also to include
information relating to such things as diagnostic services, social services,

housing, employment and training of practitioners.

Following this, the National Autistic Society published ‘Taking Responsibility.
Good practice guidelines for services- adults with Asperger Syndrome’ (Powell,
2002). This highlighted the need for specialist services in some cases as well as
the need for existing services to develop more specialist approaches to further
facilitate and improve the lives of individuals with a diagnosis of Asperger
Syndrome given the increased awareness of the disorder. It reported the
findings of seventeen local authority and health trust audits which made
recommendations for service provision for adults with Asperger Syndrome
(p.5). This included needs such as:

» Training and awareness to increase understanding

v

A clear support pathway

Employment opportunities

N

Interventions to reduce social isolation and mental health difficulties

Y

Better post-diagnostic support

Y

Housing options
Better social and academic support
Carers needs to be assessed and met

More appropriate service provision

A A2 A T,

Access to advocacy
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> Sensitive crisis services

» Forensic services

The report emphasised that without the appropriate support adults with Asperger
Syndrome may become socially isolated and develop mental health problems.
This is supported by Howlin (2000) who reported that early intervention could
help to minimise secondary behaviour problems and the spiral of rejection and

low self-esteem that can result from insufficient support and lack of diagnosis.

The inclusion of family members was also urged given that they can find it hard
to ‘let go’ but are willing to do so when appropriate service provision has been
set up (p.25). It also suggested that services need to develop in relation to
research and should ‘pay heed to the voices of people with Asperger Syndrome
and their families and practitioners’ (p.71). Taking a proactive approach by
implementing strategies, as have been mentioned, will save money for local
authorities and health trusts in the long term. This is particularly important
given the current climate with regard to expenditure in the NHS and the

continuous drive to save money and cut costs.

Tantum (2000; 2003) stated that individuals with Asperger Syndrome need
support during crises. He also argued that effective services for people with
Asperger Syndrome should include such aspects as psycho-education, family
intervention and most importantly ‘professionals who understand the subjective
experience of Asperger Syndrome and can respond to triumphs and disasters

that people with Asperger Syndrome may experience’ (2000; p.61). Wing
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(2005) notes that ‘recognition of the existence of Asperger Syndrome has led to
the beginning of the development of specialised services’ (p.200). However,
Wing (2005) also suggests that more services are needed as there is still a long

way to go in providing services for individuals with Asperger Syndrome.

Macleod (1999) also stated that there was a need for increasing specialist
services for people with Asperger Syndrome given that current services tend not
to be set up to deal with the specific characteristics of individuals with Autistic

Spectrum Disorders and they are therefore limited in what they can offer.

Berney (2004) also discusses how ‘people with Asperger Syndrome fall into
therapeutic limbo’ (p.349) and that there is a need for services to become
‘Autism friendly’ by developing knowledge to avoid incompetence in dealing

with individuals with Autism Spectrum Disorders.

The National Autistic Society has published ‘Autism: Rights in Reality’ (Broach
et al, 2003). This highlighted that individuals with Autistic Spectrum Disorders
were still not getting the help that they needed despite an increased awareness of
the difficulties. It was reported that services were still being designed without
the needs of individuals with Autistic Spectrum Disorders in mind which meant
the people still had to fight to get support. Furthermore it emphasised that the
changes needed were fairly minor. This was discouraging given that
comprehensive guidelines had previously been published giving clear
recommendations about the needs of individuals with Autistic Spectrum

Disorders and how services could meet these needs.
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Hare, Pratt, Burton, Bromley & Emerson (2004) conducted a study exploring
the experiences of services for individuals with Autistic Spectrum Disorders.
They received varied responses from the families who participated. Some of the
families in their study reported positive experiences whilst others described the
difficulties that they had encountered in trying to get support. The difficulties
highlighted in their study included inappropriate day care for individuals with
Asperger Syndrome who were often grouped with individuals with Learning
Disabilities. They found that mothers were generally anxious about what the
future would hold for their children and that families may have reduced
expectations and therefore ‘what appears to be contentment could be
resignation’ (p.441). They therefore recommended that research should focus

on user/carer satisfaction.

The Royal College of Psychiatrists published a report in 2006 which highlighted
the ambiguity as to how services should be provided for those at the more able
end of the spectrum. They suggested that if an ‘autistic-spectrum disorders
champion’ were identified in each health authority area then this would help to
identify responsibility for advising treatment options (p.8). This would make it

much clearer for families about where they could go for advice and support.

The Department of Health (2006) has also published ‘Better services for people
with an Autistic Spectrum Disorder” in order to clarify government policy and to
describe good practice with the “aim of encouraging services to develop agendas
for action’ (p.4). This document has drawn together all of the existing policies

and guidelines and has provided examples of good practice.
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Finally, in relation to Autism, services have received criticism due to the
difficulties that families have encountered in obtaining appropriate advice and
support in the early years, and the dangers of misdiagnosis (Smith, Chung &
Vostanis, 1994). Parents in their survey discussed frustration with regard to the
difficulties in gaining a diagnosis. As a result, Smith, Chung & Vostanis (1994)
suggested the need to include parents in research as their reports could be used

as a baseline measure on which to assess performance.

More specifically, with regard to the local context, the Local Health Authority”
provided funding for an Asperger Syndrome needs assessment study in 2001.
This explored the necessity for the development of a needs led service for adults
with Asperger Syndrome and their carers/family in the local area. The drive for
this needs assessment came from the increased number of professionals who
were coming into contact with individuals with Asperger Syndrome who were
unsure how to best meet their needs. From this, it was estimated that out of a
population of 355,000 in the local area, 1,278 adults would have a diagnosis of
Asperger Syndrome (based on Ehlers & Gillberg, 1993, estimated prevalence
rate of 36 people per 10,000), of this number only 18 individuals were in contact

with services at the time.

It was also highlighted that individuals with Asperger Syndrome did not fit into
the eligibility criteria adopted by many local authorities and subsequently they
did not “fit’ into services for people with either learning disabilities or mental

health problems. This supported the findings of Powell (2002). As a result of

* Location of this Local Health Authority is the area where the current study was undertaken, the
location is not specified to preserve anonymity
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these findings a local Asperger Team was set up in 2003 to specifically address

the needs of people with Asperger Syndrome living in the area.

1.5 Family/Carer Experiences of Asperger Syndrome

A review of the literature revealed one paper which specifically addressed
finding meaning in parenting a child with Asperger Syndrome. Pakenham,
Sofronoff & Samios (2004) explored the nature of benefit finding and sense
making in parents of children with Asperger Syndrome. They used a qualitative
approach, and content analysis of parents’ responses revealed a number of
benefit themes. These included aspects such as an enriched parent-child
relationship and understanding life from the child’s perspective. The analysis
revealed a number of themes relating to sense making which included trying to
enter the world of the child and trying to understand how the child made sense
of their environment. This provides some insight into the care giving experience
with children with Asperger Syndrome as being a positive journey from which

parents have drawn knowledge and understanding.

In addition to this, what is also available in the literature are a number of books
written by families talking of their experiences in general with regard to caring
for and living with an individual with Asperger Syndrome (e.g. Fling, 2000; and
McCabe, McCabe & McCabe, 2003). However these personal accounts do not
specifically address families/carers experiences with regard to services. Each of
these families discuss their unique experiences of living with and caring for their
relative with Asperger Syndrome. It is not possible to go into more depth

without providing an overly detailed account of each of these families’

w20



experiences due to their unique nature. However, although each account is
distinct, there are some common experiences described by the families such as
bewilderment, infuriation, stress and worry about what the future will hold as
well as their struggles, at times, to get support from services leading them to
become self-directed experts in Asperger Syndrome. They also commonly
describe some positive aspects such as joy, fun, love and the unique and
challenging opportunities that they have experienced in caring for and

supporting someone with a diagnosis of Asperger Syndrome.

In relation to receiving a diagnosis of Asperger Syndrome, personal accounts
have described shock and denial (Shery, 2000) followed by anger, sadness and
worry about what the future will hold. Reitschel (2000) talks about her son
receiving a late diagnosis and having been called many different things prior to

the diagnosis such as ‘eccentric’ and ‘shy’.

These accounts are helpful in gaining some general understanding about living
and caring for an individual with Asperger Syndrome, however they do not
specifically address experiences of services as this is often interwoven into their

life stories and each families experience can vary greatly.

1.6 Outcome Research

Outcome research with regard to Asperger Syndrome has focused on specific
types of services and interventions such as specific educational programmes
(Kunce & Mesibov, 1998), supported employment schemes (Mawhood &

Howlin, 1999) and social skills groups (Mesibov, 1992). This research has
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looked at set criteria for change, as specified by the researchers, such as
academic, cognitive and behavioural improvement. These have not necessarily
been identified as being important outcomes for the families or for the
individual with Asperger Syndrome. Howlin (2000) suggests that outcomes in
adult life could potentially be improved if access to support is provided early on.
What determines the definition of ‘good outcomes’ needs to be specified by the
clients and families of those receiving support and not by those conducting the

research.

More generally, outcome studies have been the source of much research.
Ensuring that what we do as clinicians is effective and works for the client is
extremely important. Hatfield & Ogles (2006) state that ‘in order for clinicians
to make the appropriate treatment decisions they must be able to judge if a client
is improving or getting worse’ (p.326). Outcome measures provide information
in assessing clients’ progress and as Hatfield & Ogles (2006) emphasise,
outcome measures give meaningful cues with regard to client deterioration as
clinicians may be missing such cues in the absence of collecting this
information. They also state that clinicians are more likely to change the
delivery of services when information from outcome measures indicates lack of
progress and deterioration. Thus they conclude that ‘such information could be

instrumental in leading change in the treatment being provided’ (p.335).

Lambert, Harmon, Slade, Whipple & Hawkins (2005) have also demonstrated

the importance of gaining client feedback in their study. They showed that

therapists were better able to help clients when they were provided with
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feedback as treatment could be adapted based on this and consequently clients

achieved improvement sooner.

One of the difficulties with outcome/effectiveness studies is that they tend to
rely on data gathered from randomised control trials and data collection methods
such as standardised pre and post assessments. These assessments may measure
changes in development, socialisation and other continua that are defined by the
researcher and not by those who they are designed to assess. Individuals with
Asperger Syndrome may have differing ideas about what would be seen as a
good outcome for them in terms of service involvement and as such
standardised measures may not provide an accurate reflection or capture the
meaningful changes in an individual’s life. Qualitative methods, on the other
hand, allow for exploration of the ideas and experiences of individuals based on
their perceptions of what is important and this helps to generate an

understanding of good/bad outcomes as defined by the client.

Gaining an understanding of families/carers experiences of services through
interviews is one way of generating data about outcomes and service
effectiveness that can truly capture individuals’ stories. More of this type of
research is needed to address the difficulties of standard outcome assessments
and to ensure that what is perceived as being criteria for ‘outcome’ is defined by

those receiving the services and not those conducting the research.
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