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GLOSSARY OF TERMS

Abbreviation Definition

ADHD Attention Deficit Hyperactivity Disorder
ADOS Autism Diagnostic Observation Schedule

Al Autism Initiatives

ANI Autism Northern Ireland (formerly PAPA)

AS Asperger Syndrome

ASD Autistic Spectrum Disorder

CA Classroom Support Assistant

CBT Cognitive Behavioural Therapy

CP Clinical Psychologist

DDA Disability Discrimination Act

DE Department of Education

DES Department of Education and Science

DfES Department for Education and Skills

DISCO Diagnostic Interview for Social and Communication Disorders
DLA Disability Living Allowance

EP Educational Psychologist

ETI Education and Training Inspectorate

FE Further Education

HE Higher Education

HFA High Functioning Autism

GP General Practitioner

ICT Information and Communications Technology
IEP Individual Education Plan

NAPC National Autism Plan for Children

NES NHS Education for Scotland

NHS National Health Service

NIASA National Initiative for Autism Screening and Assessment
PAPA Parents and Professionals and Autism (now Autism NI or ANI)
SALT Speech and Language Therapist

SEN Special Educational Needs

SENCo Special Educational Needs Coordinator

SIG Special Interest Group

SIGN Scottish Intercollegiate Guidelines Network



EXECUTIVE SUMMARY

This executive summary presents the main findings of the Review, and makes
recommendations which arise from the data collected and from the literature and
guidance on Asperger syndrome (AS) produced within Northern Ireland and in the
rest of the UK.

SECTION 1: INTRODUCTION TO THE REVIEW

1.1 Aims of the Review

e To identify the needs of young people with Asperger syndrome who are aged

between 10 and 18 years and living in Northern Ireland; and

e To identify what services are currently provided for these young people and their
families, and how these might be further enhanced.

1.2 Definition of Autism Spectrum Disorder and Asperger

Syndrome
Autism spectrum disorder (ASD) is the umbrella term for a range of conditions that
have a common core of difficulties. Autism spectrum disorder covers the three main

categories of:

e  Autism (autistic disorder);
e  Asperger syndrome (disorder); and

o Pervasive developmental disorder, not otherwise specified (PDD-NOS; atypical
autism).

Individuals with AS are different from one another, perhaps even more so than typical
children, as their difficulties in learning through social means result in their exclusion
(at least partly) from a shared, cultural view of the world. In spite of individual

differences between individuals with AS, they share a common core of difficulties that



define those with ASD and differentiate them from other conditions. This commonality
lies in a core set of developmental differences that were first identified by Wing
(1988) and have come to be known as the ‘triad of impairments’.

Different versions of this exist, but an accepted version (Jordan, 1999) identifies
difficulties in:

e  Social and emotional understanding;
e All aspects of Communication; and

o Flexibility in thinking and behaviour.

Different subgroups have been described in the literature including high functioning
autism and semantic pragmatic disorder. Debate and discussion continues on the
existence and the distinctions between categories and subgroups under the heading
of autism spectrum disorder and these are not always clear cut (Bishop, 1989;
Kugler, 1998). In addition, deciding where the cut-off point might be between ‘typical
development’ and an ASD is challenging, and it may be hard in the cases of some
children and young people to determine the diagnosis and/or to decide whether there
are benefits to giving the diagnosis (Barrett et al., 2004). Most would agree that a
formal diagnosis is usually given to those whose differences and difficulties are such
that they significantly interfere with their functioning in everyday life. Children and
young people with AS included in this Review are those where parents and
professionals have recognized that they require additional or different support from

their peers.

1.2.1 Diagnosis of Asperger Syndrome

There are two major diagnostic classification systems in use. One is the Diagnostic
and Statistical Manual of Mental Disorders, 4™ edition (DSM-1V) and the other is the
International Classification of Diseases, Version 10 (ICD-10), which is the most often
used in the UK. Each has similar criteria for the diagnosis of autism based on the
triad of impairments and ICD-10 lists criteria for a diagnosis of Asperger syndrome

(see Appendix 1), where the behaviours are discrepant from the mental age of the



individual. These criteria have changed over the years and will continue to change as
understanding of the condition develops.

For a diagnosis of Asperger syndrome, there should have been no significant delay
in the development of speech and the child or young person should not be
intellectually impaired. He or she will be within, or above, the average range of
intelligence. Those involved in diagnostic assessment do not always strictly follow
these criteria and so there are some individuals who have had delayed speech and
language and who are below average intellectual ability but who have been given the
diagnosis of Asperger syndrome. This confuses the picture for professionals and

parents alike.

Agreeing on and confirming the diagnosis is not always an easy process and it is
possible for misdiagnosis to occur because there is no definitive medical, biological
or psychological test that can confirm the diagnosis of Asperger syndrome. Diagnosis
is made on the basis of the behaviours observed and reported by parents and others.
It is therefore subjective and dependent on the personal opinions and skills of the
different professionals who see the child or adult. There are agreed lists of criteria for
autism and Asperger syndrome in Appendix 1 which diagnosticians need to use as a
guide and on which diagnostic instruments are based, but it can be hard to reach a
consensus of opinion on whether a child or adult meets some of these, as they are

based on behaviours seen or reported.

In some of the literature, there are misleading statements to the effect that individuals
with AS have a ‘mild form of autism’. This opinion has been given on the basis that
children and adults with AS are of average or above intelligence and have good
speech and language skills. But it is not necessarily the case that the nature and
impact of their difficulties is mild. Further discussion on Asperger syndrome can be

found in Section 2.1 of this Review.

1.3 Purpose of this Review

The purpose of this Review is to identify the needs of children and young people with
Asperger syndrome, who are aged 10 to 18 years and living in Northern Ireland, from



their own perspective and from their parents’ and carers’ perspective. In addition, the
views of professionals in Education, Health and Social Services and those working in
voluntary organisations who are working to ascertain and address these needs will

be reported.

The Review will be a resource for all those working and living with children and
young people with Asperger syndrome. It aims to provide evidence on current
guidance and practice in Northern Ireland, making reference also to the literature and

practice elsewhere in the UK.

1.4 Methods of data collection
During the period January to June 2006:

e A Literature Review was undertaken on current literature and research relating
to Asperger syndrome and on policy, legislation and guidance in Northern

Ireland.
o Questionnaires were devised and circulated to:
Children and young people with Asperger syndrome;

Parents/carers of children and young people with Asperger syndrome;
Mainstream and special schools and colleges; and

O O O O

Providers of services.

o Interviews were held face-to-face or by telephone with parents, health

professionals, social workers and children and young people with AS.

o Data which had been collected by the Department of Education on the numbers

of pupils with Asperger syndrome were analysed.



SECTION 2: LITERATURE REVIEW

The Literature Review considers current understandings of Asperger syndrome and
reviews the issues, practice and national guidance in Northern Ireland, the rest of the
UK and elsewhere, relating to how the needs of children and young people with AS

and their families might be addressed and met effectively.

SECTIONS 3 TO 8: MAIN FINDINGS

These findings are based on the Literature Review conducted on current research,
guidance and practice in the field of Asperger syndrome in the UK and elsewhere,
and on the data provided by parents, professionals, voluntary organisations and

young people with AS themselves, living in Northern Ireland.

Note
Where the finding arises from the data, the Section number of where these data can

be found in the report is given alongside.

3.1 Numbers of children and young people aged 10 to 18 years with
a diagnosis of Asperger syndrome living in Northern Ireland

FINDING 1: (from the literature)

It is not possible, given current diagnostic practice and the instruments and methods
of recording Asperger syndrome, to establish the exact numbers of children and
young people with Asperger syndrome living in Northern Ireland, or in other areas of
the UK or the world.

FINDING 2: (from data, Section 3.2)
The Department of Education in Northern Ireland collects data from all schools on the
numbers of pupils with Asperger syndrome on roll. This is an extremely useful

database for monitoring and planning purposes

FINDING 3: (from data, Section 7)
Currently, those working in different agencies and services often keep their own

database on children and young people with AS, so that within the same



geographical area, there may be several registers or databases held by Education,
Health, Social Services or a voluntary organisation on which the same children and

young people might appear.

Recommendation 1:

It would be very helpful to create just one database within a geographical area to
which all agencies in health, education and social services contribute and to which
they all have access. There are some serious ethical and logistical issues to resolve
here, so as yet, it remains a desirable but distant goal. The Department of Education
has a single database for all children with Asperger syndrome with SEN in the school

sectors which is available by geographical area and Board area.

3.2 Regional differences which exist

FINDING 4: (from literature and data in Section 5)

Services offered to families of children and young people with AS vary depending on
the area in which they live, but much energy has been put in to providing resources
and services in many areas of Northern Ireland to enhance these, and to disseminate
good practice. It is likely, then, that services to families and individuals with AS will

become more consistent geographically and comprehensive in future years.

3.3 Practice in mainstream schools and colleges

FINDING 5: (from data in Section 6)

The majority of respondents in Northern Ireland mentioned improvements in the last
three years in what was now offered to children with AS and HFA within schools and
colleges. There were very few school/college respondents who said they felt very
unsupported. For parents too, school or college was often the only area of life where
they felt their children were being supported, although some had had to change the

school or college placement because their first choice had proved ‘disastrous’.

10



FINDING 6: (from data in Section 3)

One of the issues in improving services for the identification of AS is that more
individuals with AS are then discovered to be in need of a service, and so the number
of professionals who need specific training and responsibility for these children has
also increased. The relatively newly-established ELB ASD Advisory Teams are

therefore being stretched to meet current needs.

Recommendation 2:

For education, health and social care to consider how the caseloads of those with
posts with specific responsibility for ASD are best managed and their resources used
effectively to meet needs. The Department of Education is currently carrying out a
review of SEN and Inclusion, which will consider the management and use of Board

resources.

Recommendation 3:

For those in education, health, social care and the voluntary sector who have a brief
for training, to audit the training available, received and required in their area. The
Department of Education review of SEN and Inclusion is to consider future models

for Board training.

3.4 Diagnosis, assessment and interventions in Asperger

syndrome

FINDING 7: (from the literature)

There is now a broad consensus arising from national documents developed in the
UK on how a diagnostic assessment should be carried out and what should follow.
Multidisciplinary assessment by a local team of professionals with specific training in
ASD is recommended, together with training for primary health care professionals in

the alerting signals of ASD.
FINDING 8: (from data in Sections 5 and 7)

Many parents in Northern Ireland in this survey complained about the long delay in

getting the diagnosis either because the condition was not recognised by the

11



professionals they met and/or because of the long waiting lists that exist.
Professionals interviewed had very similar concerns and were trying their best to
improve matters. In Northern Ireland and elsewhere, it is the case that some children
with AS are not diagnosed until late primary or post-primary age (or adulthood), even

when evidence of AS in their early years has been clear.

FINDING 9: (from data in Section 5)

Some families in Northern Ireland pay privately for diagnostic assessments (and in
some cases, continuing intervention) from psychologists working independently, and
parents are often very pleased with this service, apart from the financial costs. In
Northern Ireland and the rest of the UK, there is a realisation that some families find it
easier to access services and support than other families due to factors such as
location, transport, literacy levels, ethnicity, and social class.

It is probable that ‘advantaged’ families in Northern Ireland are more likely to receive
a diagnosis of AS than other families and at an earlier age. All services need to

review how well they deliver to ALL families throughout their area.

FINDING 10: (from data in Section 5)
Some parents were given little or no information at diagnosis, even those parents
who had received the diagnosis in the last two years. Some would have liked another

appointment soon after to discuss issues further.

Recommendation 4:

For each ELB and HSSB to consider their current practice concerning diagnostic
assessment in relation to the guidance produced by the four Health and Social
Services Boards in Northern Ireland (Four Board paper, 2003), the National Autism
Plan for Children (NIASA, 2003) in England and SIGN in Scotland (SIGN, 2006) and
to determine how waiting times might be reduced, how good information can be
provided to parents and to arrange follow-up consultations so and that all families,

wherever they live, have a consistent and good quality service.

12



3.5 Support for Families

FINDING 11: (from the literature and data in Section 5)

In this Review and in other research, parents and families rarely receive enough day-
to-day support in living with children and young people with AS who can be very
challenging and demanding. Many parents would like another pair of hands to allow
their child to engage in an activity outside the home or to help in enabling parents to
access activities and holidays as a family. A few families in the Review had been
offered befrienders or money for holidays and these had been highly rated and

appreciated, but were often ‘one-off’ or short-lived.

Recommendation 5:

For statutory and voluntary agencies to create mechanisms to evaluate the
accessibility and take-up of services by families to ensure those that require services
receive these and that resources are allocated effectively and fairly.

Recommendation 6:
For social services to work together with the voluntary sector and education to
establish more provision and schemes to support parents and families in activities

out of school hours during evenings, weekends and holiday periods.

3.6 Emotional needs of parents/carers

FINDING 12: (from the literature and data in Section 5)

Being a parent/carer of a child or young person with AS and dealing with their day-to-
day lives at home within the family and also working with school staff is often very
stressful and exhausting. In addition, parents (particularly the mothers) may have
other painful issues and emotions to manage in relation to the rest of the family.
Some mothers mentioned the problems arising when their partner did not want to
accept the diagnosis and so did not really join with her in supporting their child.
Others mentioned the guilt they felt towards their other children who were often
‘short-changed’ in terms of attention and family activities that were possible. Parent

13



support groups do go some way towards addressing these issues, but putting these
topics more explicitly on the agenda might be helpful.

Recommendation 7:
That professionals and the voluntary sector consider how they might address some
of the other needs that parents have in relation to themselves and other family

members.

3.7 Multi-agency collaboration

FINDING 13: (from the literature and data in Sections 5, 7 and 8)

Many professionals and voluntary agencies may be involved with a child or young
person with AS and their family, and the potential for conflicting advice, repetition of
assessments and confusion is obvious. Multi-agency coordination is therefore vital.
Some form of key-working system for families where many professionals are involved

needs to be explored by services and with the family.

Recommendation 8:

For all those involved with a child or young person with Asperger syndrome and with
their family to consider the roles and knowledge of others and to endeavour to
present a coherent and streamlined programme of assessment and intervention to

the family.

Recommendation 9:

For those working in education, social care, health and the voluntary sector to
consider ways of informing other professionals and members of the public about
Asperger syndrome so that others can understand their perspective and behaviour.

14



3.8 Numbers of children and young people with AS identified

FINDING 14: (from the literature and data 3.2.1)

The numbers of children and young people with AS have increased five fold in all 5
ELBs since 1999 from an average of 6/10,000 in 1999 to an average of 30/10,000 in
2005. This is in line with increased rates of identification in other parts of the UK.
There is variation in the rates between the 5 ELBs (from 18/10,000 to 40/10,000) so

there may be instances of over-identification and missed diagnoses.

Recommendation 10:

That the variation in diagnostic rates between the 5 ELBs is explored and that
diagnostic practice is standardized, as far as possible, following published guidance
(e.g. NIASA, 2003; SIGN, 2006) to ensure that resources are allocated appropriately
and fairly by the Department of Education and the Health and Social Services
Boards.

3.9 Numbers of children and young people with AS in primary and

post-primary schools

FINDING 15: (from the data 3.2.2)

When the differences in school populations in the primary and post-primary phases
of education in Northern Ireland are taken into account, there are proportionately
more children identified in the primary sector with AS than in the post-primary sector.
This reflects the increased awareness and diagnosis of pupils with AS and autism in
recent years whereby more children are being diagnosed and diagnosis is occurring
at a younger age. These data have significant implications for secondary schools in
the future as there will be many more children with AS on roll than is the case

currently, with identified needs requiring support.
Recommendation 11:

That the 5 ELBs consider how the post-primary schools will manage and meet the
needs of the increasing number of pupils with Asperger syndrome in the future,

15



referred to as the ‘autism wave’ in the Task Group Report on Autism in 2002, in

terms of resources and training.

3.10 Resources on ASD for teaching staff

FINDING 16: (from the literature and data in Section 6)

The Department of Education (2003, 2005), the 5 ELBs and Autism NI have all
recently produced some excellent resources and training materials for teaching staff
and other professionals following recommendations from earlier reports. These are
very helpful in increasing the awareness of AS and giving ideas on how best to
support these children and young people. Many staff in mainstream schools and
other services are unfamiliar with Asperger syndrome. There are always questions
about how others best learn in this situation, and providers of training in Northern
Ireland and elsewhere need to have methods to evaluate their current training

methods and to ascertain the impact of what they deliver.

Recommendation 12:

For those in all the statutory services and the voluntary sector to consider the
resources and training available to professionals and parents, and evaluate how
these are best delivered. As a matter of course, the Education and Training
Inspectorate (ETI) reviews the use of ASD materials produced by the Department of

Education during school inspections.

3.11 Role of the voluntary sector

FINDING 17: (from data in Section 8)
It is clear from this Review that there is an important role for the voluntary sector in
highlighting needs and working with statutory agencies to consider how best to

address these.

Autism NI, in particular, has been a pioneer in lobbying for, and developing, specific
support for individuals with ASD and their families. The work by those in the voluntary

16



and independent sectors both complements and adds to what the statutory services

can do.

Recommendation 13:

Those in the voluntary sector and the statutory services need to continue to work
together and liaise to ensure that what they offer is congruent and avoids repetition
and confusion for families. Each needs to decide in which areas they are best
qualified and able to address and to share their development plans and goals, be it
training, resources on ASD or support groups, for example. Two of their '‘products’
most valued by parents are the support groups and the befriending schemes for
themselves and for their children, and these could be expanded to increase in

frequency and to reach more families.

3.12 Interventions for children and young people with Asperger

syndrome

FINDING 18: (from the literature)

Most children and young people with AS will need a number of different interventions
to address their needs, not just one. A single intervention is unlikely to suit or be
appropriate to ALL children and young people with AS or ASD (Jones, 2006; Jones &
Jordan, 2006). Schools and parents will therefore require information and resources
on a number of interventions and to have a means of assessing which may be
helpful. There is a wealth of literature and an increasing number of videos and DVDs
to illustrate different interventions. The Further Reading list at the end of the Review

gives references to many of these.

Recommendation 14:

Parents and schools need guidance on how best to assess the needs of children and
young people with Asperger syndrome, and then to make sensible decisions on
which interventions (in the broadest sense of the term) to use. Understanding the
principles of the interventions is the key, rather than using interventions without
sufficient training. This is compatible with the policy of the Department of Education

that the approach should be child-centred and not method-centred.

17



3.13 Data from the Parents

FINDING 19: (from data in Section 5)

A total of 59 parents (16% of the estimated number of families in Northern Ireland
with a child with AS aged 10 to 18 years) returned a questionnaire. Over half of these
parents were satisfied with their child’s current school or college placement and said
this was their greatest source of support. That said, some had had very difficult
experiences with previous schools, their comments suggesting that the staff had
misunderstood the child’s behaviour or had not wanted ‘challenging children’ in the

school.

Some parents felt unsupported after diagnosis; others felt supported in the early
years, but then support seemed to disappear. They were asked to rate overall how
they felt ‘today’ about the support they were receiving using a scale from 1 (very
dissatisfied) to 10 (very satisfied). Twenty-three parents (41%) said they were very
dissatisfied, giving a rating of 1, and only 6 (11%) gave the highest rating of 10, two
of these citing Asperger's Network as their main support while the third parent said

the private psychologist had been the most supportive.

The nature of AS is such that parents are almost constantly under pressure from their
child and the requests of others involved. They have to support their child outside the
home and liaise with professionals who may or may not agree with what is being
requested or may or who may not have the resources. Within the home and family,
parents have to attempt to share their time equally with other children and their
partners. It is therefore not surprising that these ratings are so low. The statutory
agencies and voluntary organisations have worked very hard to enhance and
improve services in recent years in Northern Ireland and there is much to be
commended. The extent of need is often great, however, and there are many ways in
which services could support families more than they do currently. It is not always a
matter of more funding. Some parents commented that the options which were

offered (which were expensive) were not always what they wanted.

18



Recommendation 15:

A key question for all providers to ask parents is ‘What would make a difference to
you and the family at this point?’, as opposed to only offering what exists within an
area (e.g. ‘We have a group/a workshop/a befriender/...").

3.14 Responses from staff in schools and colleges

FINDING 20: (from data in Section 6)

Overall, the tone of the replies was very positive and almost ALL schools which had
children with AS could point to improvements over the last 3 years both in terms of
what they were able to do, and in their understanding of the condition. This appeared

to be the case across the 5 ELBs.

The key areas that staff identified which had improved were:

o Knowledge and awareness of AS and its implications for the child and the
parents;

. Opportunities and availability of training both in school and externally;

e  Working much closer with parents and a desire to collaborate more;

e  The value of autism advisory services — almost all said these were very useful
and that they would like more; and

e  The value of Classroom Assistant (CA) time.

3.15 Life beyond school

FINDING 21: (from the literature and data in Sections 5 and 8)

Life after the school years is one of parents’ biggest concerns and, as yet, there are
insufficient options and support available for young people with AS both in Northern
Ireland and the rest of the UK. There are some examples of good projects, but these,
as yet, only serve a small proportion of those with AS. Key areas to consider are the
support needed to decide on a feasible career, to enter and succeed in Further or
Higher Education and then to gain and maintain employment.

19



There are now better assessment services in place in Further Education (FE) and
Higher Education (HE), and reasonable financial support available to provide support
(e.g. the Disabled Student Allowance), if the student is willing to disclose their
diagnosis (Martin, 2006). Many adults with AS will then need to be supported in
finding a job and in keeping that job in its early stages. There are some very
successful schemes in one or two areas of the UK, but these need to be multiplied to
meet the need of all those with AS in need of support. A pilot supported employment
scheme has started in Greater Belfast (Employment For Autism (EFA)), and when
this is established and working well it would be excellent to extend this in terms of
numbers and areas of Northern Ireland covered. If not, the reality may be that the
young person with AS, having achieved well at school, may remain at home
unemployed and on benefits after leaving formal education. This has serious
consequences for all concerned — the young person, the family and society as a

whole.

Recommendation 16:

That young people with AS are given much more support than they appear to receive
currently to help them choose a suitable route after school, to obtain support in
Further and Higher Education and to find and keep employment At the moment in the
UK, this task often falls to the voluntary sector, but those working in schools, in FE
and HE should examine their policy in practice in this area and work with statutory

agencies to enhance current provision.

3.16 Views of children and young people with Asperger syndrome
In considering these findings, it is important to acknowledge individual differences
and needs within this population. That said, common concerns were their awareness
of the difficulties they had in understanding and relating to other children. Linked to
this was the bullying and teasing they experienced at school. A significant issue was
the feeling that others did not understand them and recognise their needs. One
respondent suggested that teaching staff should ‘try living in their world’. Positive
comments were made by some about having Asperger syndrome and the support
they received, but the over-riding impression given was that life was hard and people
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did not make sufficient adjustments to enable them to manage and enjoy school and

life generally.

3.17 Issues around giving the diagnosis of Asperger syndrome

FINDING 22: (from the literature)

For any child or young person, it is important to consider the pros and cons of making
and sharing the diagnosis. There is sometimes no clear-cut route to take, and
parents, staff and the child or young person might not reach a consensus on this.
Some of the advantages and disadvantages are discussed in a recent book edited by
Dinah Murray (2006), which is an excellent resource for young people, parents and

professionals alike.

Recommendation 17:

That professionals are mindful of the dilemmas and issues in giving the diagnosis of
Asperger syndrome to a child or young person, and in deciding whether to disclose
this to peers, teaching staff and to future employers. There is a need to enable
parents and the child or young person to arrive at the most appropriate course of

action at any given time.

3.18 Maximising skills and interests

FINDING 23: (from data in Section 4)

Comments from the children and young people with AS in this Review illustrated very
well how hard their lives are and how other people can make them feel good about
their achievements or how they can be extremely critical leading to feelings of

worthlessness and anger.

Recommendation 18:
All those involved with a child or young person with Asperger syndrome need to
identify that individual’s skills and strengths, and find ways of recording and

highlighting these to raise their self esteem and status in the eyes of others.
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3.19 Teasing and bullying

FINDING 24: (from the data in Section 4)
Teasing and bullying were the most often cited negative reactions to the condition
reported by the children and young people in this Review, and require urgent

attention and action.

Recommendation 19:
That staff in schools and colleges are made very aware of the high probability of
bullying and teasing, and that they identify crisis times within the school day and

areas of the school where this is most likely to occur.

3.20 Insight into Asperger Syndrome

FINDING 25: (from the data in Section 4)

Overall, the comments made by the children and young people with AS showed they
had a fairly accurate picture of how the condition affected their perspective and
behaviour. In addition to the negative comments, some did have high expectations
for future careers and did enjoy some aspects of their lives at school and home.
Some parents said their child had enjoyed meeting others with Asperger syndrome at
support and social groups as it was a relief to know they were not alone and for

some, they shared the same interests.

Recommendation 21:

It is only relatively recently that attention has turned to sharing the diagnosis and
discussing this with the individual with Asperger syndrome (Murray, 2006). Many
adults have written about the huge benefits they have had from meeting others with
AS. Both these interventions need careful consideration as they are not automatically
perceived by the young person as a good or positive thing. What is important is that
the two topics are on the agenda for discussion with parents, professionals and the

young person him or herself so that the child or young person does not lose out.
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SECTION 1: INTRODUCTION TO THE REVIEW

1.1 Aims of the Review

The two key aims of this Review were:

e To identify the needs of young people with Asperger syndrome who are aged

between 10 and 18 years and living in Northern Ireland; and

e To identify what services are currently provided for these young people and their
families and how these might be further enhanced.

1.2 Purpose of this Review
The purpose of this Review is to provide information which can be used as a
resource for all those working and living with children and young people with

Asperger syndrome. It will:

Provide data on the numbers of children and young people with AS living in

Northern Ireland and the implications of this;

e  Give information and comments from young people with AS on their

experiences and views of services;

o Describe the views of parents of children and young people with AS on their

experiences;

o Disseminate ideas from professionals and voluntary organisations on good

practice and what needs to happen to enhance services;

. Provide references to the literature and other resources on AS for children and
young people with AS, and for parents and professionals; and
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o Reference and comment on other reviews, national guidance and policy
documents on AS produced in Northern Ireland and in other countries within the
UK.

1. 3 Background to the Review
The principal aim of NICCY is to:

‘...safeguard and promote the rights and best interests of children and young
persons’ and ‘keep under review the adequacy and effectiveness of law and

practice relating to the rights and welfare of children and young persons’.

All this is done with explicit reference to the UN Convention on the Rights of the
Child, ratified by the UK Government in 1991.

The needs of children and young people with autistic spectrum disorders (ASD) have
been brought to the attention of NICCY from a number of different sources. They
were raised as a pertinent issue in both Kilkelly et al’'s (2004) research on children’s
rights within Northern Ireland and the subsequent SHOUT consultation. The Task
Group Report on Autism in Northern Ireland (2002) also highlighted the needs of

these individuals, commenting that:

‘Within the last few years educational, health and social services provision for
children and young people has entered a period of rapid improvement in many
areas of Northern Ireland. However, parents, voluntary bodies and statutory
bodies alike recognised that there is still much progress to be made before it will
be possible to say that all children and young people with ASD are being
identified and that their needs are being fully met’ (Task Group Report, 2002: ii).

There have also been 87 referrals to the Legal and Complaints Department at NICCY

relating to provision for children and young people with ASD.
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1.4 Main Objectives of the Review

The main objectives of the Review are as follows:

(a) To produce a comprehensive Literature Review covering the following topics:

Definition of ASD and Asperger syndrome;

The likely numbers of individuals with Asperger syndrome within Northern

Ireland:;

The needs of individuals with Asperger syndrome and their families/carers;

Relevant policies in Northern Ireland;

Existing research on Asperger syndrome within Northern Ireland, and

elsewhere;

Issues affecting individuals with Asperger syndrome and their families;

Examples of good practice across Northern Ireland; and

Examples of good practice elsewhere, both in terms of policy and practice.

(b) To provide a comprehensive overview of existing services and provision for

individuals with Asperger syndrome in Northern Ireland.

(c) To identify gaps in service provision for individuals with Asperger syndrome in

Northern Ireland.

(d) To identify examples of good practice.

(e) To ascertain if regional differences exist with regard to diagnosis and provision

for individuals with Asperger syndrome in Northern Ireland.
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(f) To ascertain the views of children, parents/carers and relevant professionals

regarding:

e The diagnostic process;

e  The effectiveness and appropriateness of existing services;

° The extent and nature of unmet need; and

o Desired developments within the field.

(g) To evaluate the appropriateness of existing (and planned) policies, and to

determine the extent to which desired policy outcomes are being fulfilled.

(h) To ascertain to what extent inter-agency working is taking place and is effective

within these areas.

(i) To offer evidence-based recommendations for the future development of both

policy and practice.

1.5 Methods of data collection
During the period January to June 2006:

e A Literature Review was undertaken on current literature and research relating
to Asperger syndrome and on policy, legislation and guidance in Northern
Ireland.

o Questionnaires were devised and circulated to:

o Children and young people with Asperger syndrome;

o Parents/carers of children and young people with Asperger syndrome;

o0 Mainstream and special schools and colleges; and
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o Providers of services.

Interviews were held face-to-face or by telephone with parents, health
professionals, social workers and children and young people with AS.

Data which had been collected by the Department of Education in Northern
Ireland on the numbers of pupils with Asperger syndrome were analysed.
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SECTION 2: LITERATURE REVIEW ON

ASPERGER SYNDROME

The topics covered in this Literature Review include:

Definitions and diagnosis of Asperger syndrome;

The prevalence of Asperger syndrome and numbers of children and young

people with AS living in Northern Ireland;

Regional differences which may exist;

Diagnosis, assessment and interventions in Asperger syndrome;

Demands on parents and families with a child with AS;

Multi-agency collaboration;

Policy, guidance and reports on ASD in Northern Ireland,;

Role of the voluntary organizations in ASD;

Forms of support for children and young people with Asperger syndrome and

their families out of school hours;

Life beyond school;

Stalff training needs in Asperger syndrome; and

Support for families with a child or young person with Asperger syndrome.
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2.1 Diagnosis and definitions of Asperger syndrome

2.1.1 Autism spectrum disorder and Asperger syndrome

Autism spectrum disorder (ASD) is the umbrella term for a range of conditions that
have a common core of difficulties identified as ‘autistic’ and roughly corresponds to
the category of Pervasive Developmental Disorders. Kanner (1943) was the first to
identify autism as a separate and distinct condition. Although he described children
who were mute and showed poor adaptive functioning, his original impression was
that all were fundamentally intelligent, assuming that what he called their ‘islets of
ability’ were in fact true representations of their general level of ability and that it was
the autism that was somehow ‘masking’ their innate capacity. It was left to Wing and
her colleagues (Wing & Gould, 1979) to demonstrate, in a large population study,
that autism could (and often did) co-occur with severe learning difficulties. Wing
(1981) also introduced the work of Asperger (1944 translated, Frith, 1991) to the
English-speaking world and with it, the recognition of a far more intellectually- and
linguistically-able group who nevertheless shared a common ‘triad of impairments’
(see below) with others within an ‘autistic spectrum of disorders’ (ASD). The 4"
edition of DSM (DSM-IV: APA, 1994) and the 10" edition of ICD (ICD-10: WHO,
1993) introduced the category of ‘Asperger Syndrome/Disorder’. Both these systems
also recognized a larger group of individuals who do not meet the criteria for autism
but who also share a common core of difficulties. These were categorised as
‘atypical autism’ or ‘pervasive developmental disorders not otherwise specified’.

Autism spectrum disorder (ASD) covers the three main categories of:

e  Autism (autistic disorder);
e  Asperger syndrome (disorder); and

o ‘Pervasive developmental disorder, not otherwise specified (PDD-NOS; atypical
autism).

Wing (1996), who first conceptualized the term, included a broader range of
conditions but these three are the most widely accepted. The diagnostic systems

have a hierarchical system of classification such that, if someone meets the criteria
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for autism, for example, they cannot then be said to have Asperger syndrome or
PDD-NOS, but not all diagnosticians follow these guidelines.

Debate and discussion continues on the existence and the distinctions between
different subgroups under the heading of autism spectrum disorders and these are
not always clear-cut (Bishop, 1989). In addition, deciding where the cut-off point

might be between ‘typical development’ and an ASD is challenging.

Only recently, research has focused on differentiating categories at the ‘borderlands’
of autism (Barrett et al., 2004), that is, the point where individuals might be
distinguished from individuals with language disorders or non-pathological variations
of human development — the ‘eccentric and unusual’. It is not sufficient that
individuals have unique or unusual learning and thinking styles in order to attract a
diagnosis; their differences must be such that they significantly interfere with

functioning in their everyday lives.

2.1.2 Diagnosis of Asperger syndrome

There are two major diagnostic classification systems in use. One is the Diagnostic
and Statistical Manual of Mental Disorders, 4™ edition (DSM-1V) and the other is the
International Classification of Diseases, Version 10 (ICD-10), which is the most often
used in the UK. Each has similar criteria for the diagnosis of autism based on the
triad of impairments (see Appendix 1), where the behaviours are discrepant from the
mental age of the individual. These criteria have changed over the years and will

continue to change as understanding of the condition develops.

For a diagnosis of Asperger syndrome, there should have been no significant delay
in the development of speech and the child should not be intellectually impaired. The
individual should be within the average, or above average, range of intelligence.
Those involved in diagnostic assessment do not always strictly follow these criteria
and so there are some children who have had delayed speech and language and
who are below average intellectual ability who have been diagnosed as having
Asperger syndrome. Some cognitively-able children do not develop speech at the
usual time but become fluent speakers later on. Some diagnostic teams would then

diagnose these children as having high functioning autism (HFA), whereas others
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might argue that the child has Asperger syndrome. It is possible then for a child’s
diagnosis to be changed with age by the same diagnostic team or to be given
different diagnostic labels depending on who makes the diagnosis. This can cause
distress and confusion to parents and professionals alike, and needs to be explained.
It also appears to be the case for some children that they are considered to have
Asperger syndrome if they attend mainstream school, irrespective of their clinical
history or behaviour. Defining children with ASD by educational setting is not good

practice.

Some children with AS attend schools for children with learning disabilities, even
though they are not intellectually impaired, because the school building and class
sizes are smaller and more staff are likely to have knowledge of ASD. In England, a
number of independent schools have been established solely for pupils with
Asperger syndrome, where mainstream schools have not been able to meet their
needs. There are also some children with AS for whom school has been so difficult
that education is provided on an individual basis by tutors working outside of school

premises who focus on their strengths and interests and help to build self esteem.

The only defined differences between AS and autism are that there should be no
significant general learning difficulties and no significant delays in language
acquisition. However, the way in which the core difficulties (the triad of impairments)
are manifested may also differ. Those with AS, as distinct from autism, are often said
to be sociable (just lacking the skills and understanding to interact successfully with
others), to talk at rather than with others, to be clumsy (although there is not good
evidence that motor problems are confined to those with AS), and to show their
inflexibility through the establishment of rigid interests and routines, often complex in
nature. Although AS exists as a separate category in both diagnostic systems, only
now are more reliable and valid diagnostic tools being developed such as those

which are already well accepted for autism.

Different authors have characterised AS in different ways which, in turn, has led to
great disparity in the way it is diagnosed, with pragmatic factors often having an
influence (choosing a label to fit available provision, or conversely, choosing a label

that is judged more acceptable to parents or to an individual). There has been a
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plethora of studies seeking to find systematic differences between AS and what is
termed ‘*high functioning autism’ (HFA: where the person meets criteria for autism
and where their language was delayed, but currently has no general cognitive or
structural language difficulties). The consensus is that such a distinction cannot be
made (Prior, 2003), and many authors and working parties have agreed that services
should work with the broader concept of ASD and then look to individual differences
within that frame (DfES, 2002; NIASA, 2003; Jordan, 2005b). However, there may be
social or political reasons why the label of Asperger syndrome is preferred; this may
be related to self-esteem in individuals with AS or the fact that it may be more easily
accepted by parents.

2.1.3 Misdiagnosis and missed diagnosis in Asperger syndrome

Agreeing on and confirming the diagnosis of Asperger syndrome is not always an
easy process and it is possible for misdiagnosis to occur because there is no
definitive medical, biological or psychological test that can confirm the diagnosis of
Asperger syndrome. Diagnosis is made on the basis of the behaviours observed and
reported by parents and others. It is therefore subjective and dependent on the
personal opinions and skills of the different professionals who see the child or adult.
There are agreed lists of criteria for Asperger syndrome (see Appendix 1) which
diagnosticians need to use as a guide and on which diagnostic instruments are
based, but it can be hard to reach a consensus of opinion on whether a child or adult
meets some of these, as they are based on behaviours seen.

So, it is possible for the following scenarios to occur:

e A child or adult with Asperger syndrome is incorrectly diagnosed as having

autism and additional learning disabilities;

e A child or adult with autism and learning disabilities might be incorrectly

diagnosed as having Asperger syndrome; or

e A child or adult with Asperger syndrome may not be diagnosed as such and
may be misdiagnosed as having a mental illness, an emotional or behavioural

disorder or be viewed by others as deliberately naughty, lazy or difficult.
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2.2 Disability or Diffability?

As with other disability areas, there is a group of individuals with ASD who challenge
the medical characterisation of ASD as a ‘disease’ in need of a ‘cure’ (Dawson, 2004;
Prince-Hughes, 2002; Sainsbury, 2000; Sperry, 1998). Wendy Lawson, a very able
woman with Asperger syndrome, prefers the term ‘diffability’ to disability. 'Diffability’
suggests that we are all differently-abled, and she and others argue that there are
advantages as well as disadvantages to having Asperger syndrome. She and others
argue that professionals and schools should not focus on trying to make children with
AS change to become like a typical child, as in many respects this is not possible for
the child with AS to achieve. In addition, we will lose out if we fail to appreciate and
capitalize on the particular skills, knowledge, honesty and perspective of a child with
AS, a failure which can reduce the child’s feelings of self-worth.

The evidence of a high genetic link and a broader phenotype within families of
individuals with ASD (Le Couteur, 1996) has led some researchers to make the case
for the evolutionary advantage of some traits associated with ASD (Baron-Cohen,
1995; Baron-Cohen et al., 1997; Wheelwright & Baron-Cohen, 2001). Baron-Cohen
(2004) adopts Asperger’s characterisation of autism as an extreme form of maleness
and argues that these different strengths and weaknesses comprise different ways of
understanding and acting on the world: 'systemizers' (mostly male) who process
information naturally in terms of physical systems, and 'empathizers’' (mostly female)
who process information in relation to its social and emotional characteristics. These
views are speculative but emphasise the point that differences cannot automatically
be equated with deficits. There is a preponderance of males over females with the
condition, as there is in many developmental disorders. The overall figures are given
as one female for every four males, but the ratio changes with ability level. For those
with severe learning difficulties and other problems, there may be almost equal
numbers of the condition, but for those with AS, the ratio may be between nine to
fourteen males to one female. Some have suggested that the diagnostic systems are
biased towards recognising males, and that female Asperger syndrome, for example,
remains to be delineated and that girls with AS might be missed and/or seen instead

as a child or young person with an emotional and behavioural difficulty. However,
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there is as yet no evidence to support this contention.

2.3 Differences within the population of individuals with Asperger

syndrome

Individuals with AS are very different from one another, perhaps even more so than
the typical population, since their difficulties in learning through social means result in
their exclusion (at least partly) from a shared cultural view of the world; they have to
try to make sense of the world for themselves, and each individual with AS will have
his/her own perspective. The severity of their AS will also vary, and they will have
different levels of general intelligence, language ability and other characteristics.
There is nothing that protects children or adults with AS from having additional
problems, and some other conditions are more common in AS than in the general
population (see Sections 2.6 and 2.8 ). Just as with other individuals, they will also

each have their own personality.

In spite of differences between individuals with AS, they share a common core of
difficulties that define those with ASD and differentiate them from other conditions.
This commonality lies in a core set of developmental differences from the typical that
were first identified by Wing (1988) and have come to be known as the ‘triad of
impairments’. Different versions of this exist but an accepted version (Jordan, 1999)

identifies difficulties in:
e  Social and emotional understanding;

e  All aspects of Communication; and

o Flexibility in thinking and behaviour.

Note that these are not behaviours as such, since there is no such thing as an
‘autistic’ behaviour; they are areas of development. The diagnostic criteria will give
examples of behaviour typifying each difficulty, but there will be different behaviours
resulting from these difficulties according to other characteristics of the individual
(e.g. personality, level of intelligence, language ability, sociability, age), their

experience, and the situation they are in.

34



The three categories within ASD define medical categories because that is the
system in which they occur. However, the reality is that there is no clear cut-off point
in terms of a qualitative difference between those with and without an ASD; the
dimensions of the ‘triad of impairments’ (above) are just that — dimensions of human
variability. Thus there may be individuals who are extremely lacking in social and
emotional empathy, have extremely poor communication skills and who are
extremely inflexible in their thinking and behaviour, yet who function well in society
(perhaps as a computer engineer in a research laboratory) and do not require special
support to do so (perhaps because of a particularly supportive environment). There is
no point in pathologising such individuals, although we should be aware of some key

issues:

An individual whose differences are not understood or tolerated may be

‘pushed’ into failure to function and thus into meeting criteria for an ASD;

o Conversely, providing an ‘ASD-friendly’ environment (at school, for example) will

enable more individuals to function without special support;

e Those more severely affected are liable to require help and support throughout
the lifespan, even when the individual has acquired many skills and perhaps
holds down a job and maintains a family; the person remains vulnerable to the
effects of stress;

o Different ‘stakeholders’ (parents, professionals, researchers, proponents of
particular approaches, individuals with ASD themselves) will have different

views on the nature and value of the diagnostic labels (Jordan, 2005a); and

o Diagnosis may be a way of helping others (parents, teachers) understand the
child and work more effectively with him/her, or it may help the adult or young
person understand, and come to terms with, him/herself. It may not, on the other
hand, be the best way to ration or ‘gate-keep’ resources (Volkmar, 1998;

NIASA, 2003).
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In the UK, an assessment of special needs is recommended as the basis for
providing services (Department for Education & Skills, 2002; NIASA, 2003), but
Jordan (2005b) argues that, although education has to be based on the assessment
of individual needs, in ASD the medical category (in its broadest terms) is necessary
as a way of identifying and highlighting those needs to professionals and parents
alike. In other words, we cannot rely on our normal intuitive understanding of
behaviour when dealing with ASD; we have to view the behaviour through the ‘lens’
of understanding as it arises in the context of the ASD (Cumine et al., 1997). It would
be difficult for most professionals who are not familiar with ASD to quickly (if at all)
draw the right conclusions about the behaviour seen in a child with AS or ASD, if they
did not know the child’s diagnosis. Thus the child might be viewed instead as
naughty, deliberately challenging, or introverted and so not be given appropriate
interventions. Making and sharing the diagnosis for children with AS who experience
significant problems at school or in daily living is therefore very important if they are

to receive effective and sensitive support.

2.4 Asperger syndrome does not mean the child or adult is

mildly affected

In many texts, there are misleading statements to the effect that individuals with AS
have a ‘mild form of autism’. This opinion has been given on the basis that children
and adults with AS are of average or above intelligence and have good speech and
language skills. But it is not necessarily the case that the nature of their difficulties is
mild. It is true that those with greater cognitive ability and with good language skills
are more able to acquire skills, including the social and communicative skills that
others learn naturally, but which those with an ASD have to ‘work out’. Thus, over
time, they may develop more adaptive ways of behaving and may overcome, or at
least mask, the problems that stem from the triad of impairments. However,
underneath, and from the perspective of the person with AS, their difficulties may
remain as strong as ever, so it is misleading (and potentially harmful in that it may

deny support) to refer to their condition as ‘mild autism’.

Research is also beginning to supply evidence that the category of Asperger

syndrome is often misunderstood or inconsistently applied, and may be used to deny
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services (Hart & Geldhart, 2001; Preece & Jordan, in press) in the belief that such
individuals and their families have less need for support than individuals with other
ASDs.

2.5 Asperger syndrome in the years 10 to 18

In the early years, because there are no general delays in development, the signs of
AS may be more subtle and difficult to detect than classic autism. In particular, the
often prolific speech of those with AS may mislead people into assuming that any
difficulties are the result of ‘deliberate’ action, and the child may be characterised as
having a behavioural difficulty rather than a disorder of understanding and operating
in the social world. This means that diagnosis is often extremely delayed (Howlin &
Moore, 1997) and may not happen until adolescence. Thus, in the years from 10 to
18, many children with AS may remain without a diagnosis or may be newly-
diagnosed and just coming to terms with the implications of that. They and their
families may also have experienced years of frustration in trying to understand and
get their needs accepted, and their experience of school may be far from successful
or happy (Gerland, 1999; L. Jackson, 2002; Lawson, 2003; Sainsbury, 2000).

These years are challenging for most young people, but the ‘normal’ difficulties of
adolescence are exacerbated in AS by difficulties in understanding themselves or
others, problems in gaining and maintaining friendships for support, unusual and
potentially isolating and obsessional interests, and difficulties in communicating
effectively to make their needs known and to get their needs met. With adolescence,
emotional lability is likely to increase and young people may find it hard to
understand and recognise their emotional states, even if they could before. They may
show wild swings of mood and need help to relax and develop calming activities. In
addition their peers will also have their own issues at this time and that makes
avenues of support, such as Circles of Friends and buddy systems (Whitaker et al.,
1998) harder to establish, if they have not happened earlier. Students with AS may
also at this time begin to be aware of their differences from others and, depending on
their personality and general aspirations, may feel themselves to be ‘failures’ and

become depressed.
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They may also (but not always) react badly to the labelling that follows a diagnosis
and resent being ‘singled out’ by the measures (such as in-class support) provided to
help with inclusion in mainstream settings. At the same time, the experience of
secondary school is far more subject-centred, rather than child-centred, while the
school is likely to be larger than primary school and involve more frequent and
difficult transitions from class to class. There will also be more occasions when pupils

are not being supervised by adults and when bullying is more likely to occur.

2.6 Co-morbid diagnoses and Asperger syndrome

There are some conditions that are often associated with ASD (Tantam, 2003). Some
of these, such as late-onset epilepsy, are common within ASD, but less so in those
with AS. Some, such as general severe cognitive impairment and specific language
impairment cannot, by definition, occur in AS, whereas they are common in autism
(Reitzel & Szatmari, 2003). Some, such as sensory abnormalities, are so common in
both ASD and AS that they are often regarded as an expected characteristic of all
ASD, and even a potential fundamental cause of other characteristics such as social
withdrawal (Bogdashina, 2002). Other conditions (e.g. language disorders, dyslexia,
dyspraxia) appear to have some genetic link to ASD in that they are common, not
just in those with ASD but also in their close relatives. Finally, there are conditions
(such as Attention Deficit Hyperactivity Disorder (ADHD)) that exist in their own right
without an ASD, but also form part of the behaviour pattern associated with ASD.

2.7 Sensory Sensitivity

Unusual or heightened responsiveness to general sensory stimulation is common, if
not universal, in ASD. It is not certain whether it is a core problem that then leads to
secondary problems in perception (i.e. making sense of the world: Bogdashina,
2002), or whether the fundamental problem is in categorising and perception, with
sensory problems a secondary consequence of thus needing to respond to too much
detail (Happe, 1994). What is clear is that sensory problems have a profound effect

in determining which learning environments will be the most conducive to learning.
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Autobiographical accounts of ASD often highlight sensory abnormalities as a prime
feature of the condition (e.g. Grandin, 1995; Joliffe, Lansdown & Robinson, 1992;
Williams, 1996).

Synaesthesia, where senses become muddled and, for example, words or numbers
may appear as colours, is also far more common in ASD than in other groups. At a
treatment level, sensory integration therapy is becoming more established (Berger,
2001), and sensory rooms are a common feature of specialist schools for children
with ASD in spite of the lack of evidence of their effectiveness (Stephenson, 2002).
Their use with children with AS is less well established, since they are not generally
accessible in mainstream settings, especially at secondary level. Some individuals
with AS or HFA endorse treatments such as coloured lenses and auditory integration,
although there is as yet no scientific support. Some classroom adaptations for ‘low
arousal’ are detailed below.

2.8 Additional Conditions

ASD may occur in combination with almost any other condition, although it is often
very difficult to obtain a second diagnosis once it has been established that there is
an ASD. The actual label may not be important, but it is important that everyone
(including, where possible, the child him/herself) understands all the conditions that
may be affecting the child and interacting with the ASD (as with severe learning
difficulties: Jordan, 2001, or visual impairment: Jordan, 2004). Classic forms of
autism invariably have an associated language disorder (although not diagnosable as
such: Reitzel & Szatmari, 2003), and AS may have dyslexia associated with it as well
as degrees of motor clumsiness, which in some cases result from associated
dyspraxia. All ASD conditions are characterised by attention deficits and hyperactivity
is common, so ADHD may also be considered (unofficially) as an associated
condition, at least in some cases. Conditions like Tourette’s syndrome (which is also
more common in ASD than in the general population) can be missed, and the
symptoms (sudden movements or speech that appear beyond the conscious control
of the person) attributed to the difficulties in impulse control and lack of social
awareness that are seen in ASD. Some treatments, such as relaxation techniques,

may help both conditions, but there may be specific treatments for conditions that the
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individuals could benefit from, whether or not they have an ASD. It also helps for the
teacher and other pupils to understand if, for example, sudden outbursts of swearing
can be seen as stemming from Tourette’s syndrome and not from challenging

behaviour.

2.8.1 Anxiety

Anxiety is another common, if not universal, accompaniment of ASD. Anxiety levels
will vary according to the child and the circumstances but, as the child moves into
adolescence, anxiety almost invariably increases. For many children with ASD, the
levels of anxiety are so high that they lead to actual additional disorders of high
anxiety. One such disorder is that of obsessive-compulsive disorder (OCD), which,
as in other cases, will need to be treated. Problems arise where the existence of the
secondary condition is not recognized and the symptoms are confused with the
obsessional behaviour that is part of ASD. One informal guide (as a precursor to
seeking medical help) to the difference is whether or not the individuals appear to
gain satisfaction and a reduction of anxiety from the performance of the ‘obsessional’
activity (suggesting it is part of the ASD), or whether performance just leads to
continued and even increasing anxiety, so that it has a ‘driven’ quality (suggesting it
may be an OCD). Treatments that are based on cognitive behavioural therapy (CBT)
are usually the most effective for all anxiety disorders in ASD (especially in AS,
where language makes such therapy more accessible), but in most parts of the UK,
there are not enough trained personnel to deliver this therapy. Thus, more general
approaches, based on the same principles, can be used by teachers and support
workers and have a beneficial effect, especially if used in the early stages before the
anxiety has become too chronic or severe (Sofronoff & Attwood, 2003). What is
important is that the interaction with ASD is noted, but that treatment is for the
anxiety disorder in its own right, rather than trying to tackle the ASD, because that

approach will be too long-term to be effective.

2.8.2 Phobias

Phobias are also a common anxiety-related disorder in AS. The problem with
phobias is that people avoid the situation of their fear (true of all of us, as well as
those with ASD), and so the phobia never gets better because there is no opportunity

to desensitize the fear. Recognising the fear can be a first step but this may be a
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problem in ASD where there is little conscious awareness of emotions when the child
Is young. Helping children with AS become aware of their own emotions (before
trying to teach them to recognize facial expressions of those emotions in others) will
prevent them reacting in panic and distress, and enable taught strategies for coping
to be put in place. Even better is to teach the child with an ASD (easier in those with
AS, with good language and cognitive ability) to recognize the first signs of fear in
themselves, and to then have an activity to reduce that anxiety or fear (closing eyes
and humming, perhaps) before it erupts in difficult behaviour. Giving a child a
strategy that enables them to tolerate some exposure to the feared stimulus may be
the first step in helping them overcome their phobia. Of course, most people have
phobias and these can be tolerated as part of life, but the danger in ASD is that they
may develop phobias of things that are difficult to avoid (like hand driers) so they may
need to learn to cope with the phobia and try to reduce it if it is not to limit their quality
of life. Often understanding the stimulus (e.g. how the hand drier works and the time
lag before the fan switches off) can help reduce the anxiety, and visual ‘plans of

action’ to deal with the anxiety will then have a better chance of working.

2.8.3 Depression

Depression is also a common mental health problem that often appears in
adolescence in AS and may arise from exogenous factors such as the increasing
realisation of difference and limitations on life opportunities or from inappropriate
management and provision. Teaching staff may not be able to treat these medical
conditions but they are in a good position to alert others when symptoms appear so
that help can be sought, and to work with the children in helping them to develop a
realistic appraisal of their problems and ways to tackle them. Programmes that help
children develop a sense of self-esteem and which build on strengths, rather than
emphasizing difficulties, can be effective general approaches to help depression.

Also, CBT approaches that focus on small solution-focused problem solving and that
teaches individuals to ‘self-reward’, with patterns of disliked tasks being followed by
favourite activities, will also help lift depression, at least in its early stages. However,
just as for the typical population, depression can be a serious mental health problem
and needs to be treated medically. The most effective methods often combine

psychological and medical treatments, but it is not a good idea to dismiss the
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symptoms of depression just because the person has an ASD. There is an increased
risk of suicide in young people with AS and so depression should always be seen as
a sign that extra help and support is needed, and not an inevitable consequence of
ASD. Some individuals will develop bipolar disorder, where periods of depression
alternate with periods of manic activity and an extreme emotional ‘high’. Again,
medical treatment should be sought and the earlier this is treated the better.

2.8.4 Schizophrenia

Since ASD does not protect against mental health conditions, schizophrenia can
sometimes develop alongside an ASD. It is certainly not a common condition in ASD,
but some symptoms (especially in chronic schizophrenia) may be similar to those
found in ASD so, if the young person has not received a diagnosis in childhood, an
adult psychiatrist (who may be more familiar with schizophrenia than with ASD) may
wrongly attribute symptoms of AS to symptoms of the former. Lawson (1998) tells the
not unfamiliar tale of being asked by her psychiatrist whether she ‘heard voices’ and
replying in her literal way that naturally she did (thinking perhaps that it was a
guestion about her capacity to hear). She then spent a long time misdiagnosed as
having schizophrenia, on inappropriate medication, and unable to lead a productive
life. She has managed to overcome these traumas, but not for many years, so it is
important, when seeking help from medical professionals who may be unfamiliar with
AS, to support the young person with AS with providing them with someone to act as
a ‘translator’ for just such questions, even where the person has very good language

skills.

2.9 Understanding and managing behaviour in Asperger syndrome

2.9.1 Understanding behaviour

All behaviour has meaning and serves some function. The problem in AS is that the
meaning may differ from the typical case, so a parent, support staff or the teacher, for
example, may misunderstand the meaning of the behaviour (or may attribute a
meaning and intention which is not valid for the person with AS) and thus fail to
respond in ways that support the individual. Understanding does not necessarily

mean tolerating, of course; some behaviours are unacceptable and need to be
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changed, and compromise and negotiation need to be taught. However, unless we
really understand that behaviour, it will be extremely difficult to effect such changes
and help the individual manage his/her own behaviour in a better way. Challenging
behaviour, by definition, is behaviour that gets noticed and disturbs those around the
individual, often affecting the quality of life of the individual, his/her family and
teaching and support staff. Thus, it has high priority for intervention in AS, but that
intervention must be rooted in understanding if it is to be successful. Challenging
behaviour is not a characteristic of individuals (so an individual should not really be
described as ‘having’ challenging behaviour except as a shorthand to mean they are
exhibiting challenging behaviour in certain situations at certain times). It is a reaction
between a person and a situation and so, to understand the behaviour, we not only
need to understand the individual but the situation as well. Ewa Zarkowska at an
autism conference in 2003, described challenging behaviour as a ‘gift’ because it
alerts others to identify the message the individual is trying to convey, and to
consider how they might teach the individual an alternative method of communication

and modify their demands (or other factors) to prevent the behaviour in the future.

2.9.2 Understanding function

Understanding the function of the behaviour in any situation means using knowledge
of the child or young person and the situation, and careful observation of what
actually occurs in that situation. A good question to ask, that will guide the
observation is ‘What would the individual want to be communicating, if s/he could
communicate?' Children with AS will have speech, but that does not mean they will
be able to use it to communicate. This is especially so when they are in a general
state of anxiety or stress. It is common for individuals with AS to lose their ability to
speak when highly distressed, and most will benefit from some visual way of
expressing their immediate needs or frustrations. Examples are simple symbols that
indicate they want to be left alone to calm down (red), or they would welcome some
comfort through deep massage (yellow), or they want help in problem solving the
situation (green). Function is very different to ‘trigger’. It is helpful to know what
stimuli or events might trigger anxiety or fear in an individual, but a general search for

‘triggers’ for each behaviour is generally not productive.
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It has to be remembered that a single behaviour may serve more than one function.
For example, a child may have some pain (e.g. toothache, constipation) which the
child with AS may not be able to locate (body awareness is very poor and needs
training) and may not understand how to communicate. What happens is that there is
a directly triggered behavioural response — perhaps a form of self-injury such as
head banging. The child may not be aware of his/her pain, but may notice that a
consequence of head banging is that people express concern and try to meet his/her
needs. When the child is head banging, no one makes further demands in terms of
work or social contact, so the child learns that head banging is a good way of getting
out of doing something they do not want to do. It is important to note that this is not
deliberate, manipulative behaviour, but learned responses of which the child may not
even be aware. When it comes to treatment, however, each one of these functions
has to be tackled, so the child is taught in each case a different behaviour to serve
each of the functions: a visual way of locating and communicating pain, a way of
asking for a shared activity with others, and finally, a more acceptable way of

indicating that the child does not want to do this work now.

2.9.3 Managing behaviour

This last issue raises difficulties in schools and colleges, where teachers, not
unreasonably, feel that the child or young person with AS has to learn to conform to
curricular demands and cannot pick and choose what s/he does. However, it is a
matter of priority. In the long run, of course, the child or young person has to be
taught to ‘obey’ the teacher and follow the curriculum, even when s/he does not want
to, but that is a long-term teaching goal. In the meantime the child has developed a
very difficult and somewhat dangerous behaviour (repeated head banging can lead
to detached retinas and blindness), and surely the priority is to give him/her a more
acceptable way of indicating that s/he does not want to do the task? Even children
with good language skills may not be able to do this using speech when they are very
upset. Thus, we teach the child an ‘easy’ alternative; we support him/her in doing this
(perhaps with a visual prompt) and we demonstrate that this response is just as
effective as head banging in getting rid of unwanted demands (necessary if it is ever
to replace the head banging). Once this is accepted and has become routine for the
child, s/he is liable to be calm and we can then begin the process of indicating we

understand s/he does not want to do this now but, if s/he just does this bit (clearly
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visible) or for this long (marked with a timer of some sort) then s/he can do something
s/he likes (indicated by a visual schedule).

2.9.4 Understanding the history of a behaviour

It is also worth trying to work out the history of the behaviour. This will help with
determining its function (or many functions), and will give an idea of whether it is a
new behaviour, has occurred in the past and is now back again, or is a long-standing
problem. This will help in understanding its functions, but will also enable staff or
parents to find out what has been tried in the past and how the child or young person
responded to different strategies. This will not only show instances where challenging
behaviour has been reinforced so it is now well established (even more of a problem
if the individual is sometimes reinforced for a behaviour and sometimes not), but will

also help to show what meaning the behaviour has for the child or young person.

2.9.5 Transactional Processes

The term 'challenging behaviour' is meant to signal a move away from notions such
as ‘problem’ or ‘difficult’ behaviour, which is taken as an attribute of the child or
young person, rather than as an interaction. Thus practitioners also need to examine
their own reactions and how these may be contributing to the situation. This is not
just about behavioural responses but also emotional reactions. People with AS may
not be good at identifying emotions in themselves or others, but they can be very
tuned in to how people are really feeling, rather than the ‘social face’ they have
constructed. Thus they may pick up on bodily signs of fear or displeasure, even when
the adult is trying to indicate through a passive expression that s/he is not (for

example) bothered by the child spitting at him/her.

It is understandable that a child or young person with AS who may have so many
advanced skills can evoke feelings of frustration and even hostility in staff who find it
difficult to appreciate that their social and emotional understanding may be less than
that of a young toddler. It is worth acting ‘as if’ the child does not understand (even
when staff are convinced s/he can) because this is usually the best way of
demonstrating how much better things are (for the child, the class and the teaching

staff) when we do spell everything out and make it visually clear to the child what to
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do, where, with whom, for how long and what next (as in the TEACCH approach). A
teacher in a mainstream class (as demonstrated in the DVD on autism produced
jointly by the Departments of Education in Northern Ireland and the Republic of
Ireland) can make a great difference to compliance just by reinforcing verbal
instructions with written ones on a post-it, or can stop a child shouting out and
correcting the teacher (common problems in AS) simply by giving the child a clear
strategy (writing down ‘corrections’ in a notebook to be discussed with the teacher
later) to deal with the problem. People with AS find it hard to simply inhibit actions, so
behavioural control means telling them what they are to do rather than what they are
not to do (e.g. sit on the chair, rather than get off the table; walk rather than don’t

run).

2.9.6 Positive approaches

This positive approach to managing behaviour is both more humane and more
effective. Individuals with AS like rules, and they are often anxious to follow rules
exactly (and to make sure others do), even when a more relaxed attitude might be
more appropriate. At the same time, they find it difficult to obey people, because that
means they have to give up control to someone whose behaviour and intentions they
do not understand. Thus, the child with an AS may happily obey a written rule (and
the more formal this is the better), but will argue and resist if told to do something by
someone else. It is better for everyone, and far less stressful for the child if, instead
of trying to force compliance to spoken instructions, these are presented in a visual

form, and especially as an ‘objective ‘rule’ that all must obey.

Even at the age of ten or older, some children and young people with AS may not
have been taught to respond to their name as a social signal to gain attention or,
even if they have, the teachers and carers forget to use it as a signal (or do not
understand the importance of doing so). Thus a teacher may become upset when the
child fails to respond to a command phrased as ‘Put your books away, Conor!’, not
realising that the attention-gaining signal (i.e. his name) is at the end of the phrase
and the child will not have been paying attention until that word was heard.
Practitioners have to train themselves to use the attention signal first, give time for an

attentional response, and then give the command.
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2.9.7 Stress and Exhaustion

It should also be remembered that social interactions require cognitive effort in
children and young people with AS, so they are likely to be exhausted simply by
having to engage with others after a day in school. Add to this the difficulties in
puzzling out what people mean, what s/he is expected to do, worrying about when it
might be over, and all of this on top of any academic work; it is not surprising that
levels of stress rise throughout the day in school. Wherever possible it helps to have
some aerobic activity (20 minutes) to help dissipate this stress and allow the child or
young person to focus once more. They can also be taught simple relaxation
techniques such as folding arms with hands tucked in; this calms the child
physiologically and also prevents automatic hitting out at self or others when anxious,

thus making it easier to put in place rehearsed strategies for managing stress.

Often the child or young person with AS will need to have some time out from a busy
classroom for a while. It is best if the teacher manages this (Jordan, 2003) so the
child or young person learns to go out to an approved and time-limited calming
activity, rather than simply running off or using an emotional outburst as a way of

gaining release.

It should be remembered that when an individual with AS ‘erupts’, it may be the result
of a particular trigger, but is more likely the fact that it is the last straw in a series of
stressful events. The child is at the end of his/her tether in terms of stress, and the
eruption is as much a result of what has gone on some time before as it is a reaction
to any immediate factor in the situation. On the other hand there may be particular
sensory stimuli (e.g. children shouting, chairs being scraped back, particular smells)
that are triggers for uncontrollable stress, and it is kind to try to identify these and see

what can be done to help protect the individual from these.

Clements and Zarkowska (2001) offer further insights into causes of challenging
behaviours in ASD and strategies for managing them. Jordan (2003) also illustrates
how it is possible to help individuals with AS, especially as they grow towards more
independence, to begin to take some responsibility for their own actions. Without this
kind of support, children with AS often feel aggrieved by any sanctions imposed on

them and do not understand at what point they could have changed the outcome.
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They need to be brought (through a flow chart) to understand that it is no use railing
against the final outcome; that is too late. They need to plan their actions so they end
with the outcome they want. In this way, challenging behaviour is reduced but it also
helps them understand more and become aware of how they can manage their own
behaviour. Social Stories (Gray, 1998) and other similar strategies also help them to
understand and manage situations which might otherwise have become beyond their

control.

2.10 Prevalence and numbers of children and young people with a

diagnosis of Asperger syndrome living in Northern Ireland

It is not possible given current diagnostic practice, and the instruments and methods
of recording Asperger syndrome, to establish the exact numbers of children and
young people with Asperger syndrome living in any geographical area, should this be

in Northern Ireland, other parts of the UK or the world.

o There is no definitive method for confirming diagnosis and the rates of diagnosis
vary across areas in all countries of the UK and elsewhere;

e The needs arising from AS may require support from health, education, social
services, the voluntary sector or all four, and so different lists of children and

young people with AS will exist within agencies;

o Databases are not shared between agencies; and

o Often, even within an agency, there is no one person who has access to all the
data on a particular group of children and young people, in this case AS, and so

gathering data is difficult.

Currently, those working in different agencies and services in the UK and elsewhere
often keep their own database on children and young people with AS, so that within
the same geographical area, there may be several registers or databases on which

the same child or young person might appear, held by education, health, social

services or a voluntary organization. Time and money is potentially wasted in having

48



several databases. Having one central database that all can share would aid
planning and resource allocation. However, there are some serious ethical and
logistical issues to resolve here, so as yet, it remains a desirable but distant goal. In
the north-east of England, an attempt is being made to create a single database
(known as DasLne (Database of children with ASD Living in the North East) across
all agencies to record children with a diagnosis on the autistic spectrum (see website

for more details www.ncl.ac.uk/daslIne/).

2.11 Regional differences which may exist

Whenever studies are conducted on the numbers of children with AS or an ASD
living in a particular area, there are always considerable differences in the rates of
identification across authorities and health trusts (NIASA, 2003). This is largely due
to differences in expertise amongst professionals and in awareness of AS and ASD

generally.

There are different challenges in supporting families in rural and urban areas and
often there can be more services around large cities and the capital of a country, as
the higher populations create more parents and professionals who demand that
something more or different is provided. Rural and urban areas will have different
challenges, in that families with a child with AS will be spread over a wider
geographical area in rural regions, making services less efficient in terms of travelling
time and viability of services. However, in some respects there may be fewer
demands on families with a child with AS in a rural area than in a relatively
overcrowded, busy city area with little open space for leisure activities. It may also be
that informal family networks are stronger in the rural communities where there may

be less mobility between families.

2.11.1 Variation across areas in service provision

Currently, services offered to families with children with AS in the UK and elsewhere
in the world vary depending on the area in which they live (Howlin & Moore, 1997;
DES, 2002; NIASA, 2003). However, in the last decade, much energy has been put
in to providing resources, services and training in ASD in many areas to enhance

these. Practice and identification has therefore improved in Northern Ireland, the

49



Republic of Ireland, England, Wales and Scotland. Two clear signs that services are
improving are that the age at diagnosis is decreasing and the numbers of children

being identified with ASD is increasing (Howlin & Moore, 1997).

2.12 Consequences of improved identification of ASD

One of the issues in improving practice for the identification of AS and ASD is that
more children and young people are identified and found to be in need of a service.
So there is a need to increase the number of professionals who have knowledge and

experience of ASD and who are asked to take responsibility for meeting their needs.

2.13 Diagnosis, assessment procedures and interventions in

Asperger syndrome

There have been many recent working parties and reports conducted within different
areas and authorities in the UK and nationally on diagnostic assessment of ASD (e.g.
NIASA, 2003; SIGN, 2006). As a result, there is a broad consensus on how a
diagnostic assessment should be carried out and what should follow. Services and
practice for those with Asperger syndrome are included within these, and only given

a separate mention where this is felt to be necessary.

The National Autism Plan for Children (NIASA, 2003), produced over a two year
period by a working party in England, is a very useful document for providers,
parents and policy makers. This recommends multidisciplinary assessment by a local
team of professionals with specific training in ASD. Assessment should include a
detailed history, including the family history, observations of the child/ young person
across different settings and situations, and the collation of reports from all those who
know the individual. When a parent expresses a concern about their child,
professionals need to discuss in detail the nature of this, assess what reasons the
parent thinks might underlie this delay or difficulty, and offer advice on what to do
next, other than ‘wait and see.’ It is often useful to ask the parent to observe
particular behaviours in more detail and then report back. Where the professional is
not sure, then referral on to more experienced professionals within Education, Health
or Social Services is necessary. More recently in Scotland, a similar working party
has been meeting to draw up SIGN (Scottish Intercollegiate Guidelines Network, the
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equivalent of NICE (National Institute of Clinical Excellence) in England) which
provides guidance on assessment, diagnosis and interventions in ASD. This was
launched in October 2006.

These working parties were set up because it was recognized that diagnostic
services in ASD had developed in a rather ad hoc manner throughout the UK,
depending on local expertise and priorities, so that some families received a very
good service and others were not well served at all. In addition, knowledge and
understanding about ASD has changed and increased, and there was a need to
develop national guidance so that policy makers and planners could use this as a

framework in future planning and resourcing.

Resources were given to the four Health Boards in Northern Ireland to conduct a
similar exercise on diagnostic assessment, but the Special Interest Group on
diagnosis and assessment felt that insufficient money was given to undertake this

and so, as yet, an agreed strategy or protocol has not been produced.

2.13.1 Delays in diagnhosis

There are still many children with AS in the UK in mainstream schools without a
diagnosis who would benefit from one. However, identification is rising as awareness
increases. For some children, the diagnosis can be made fairly quickly, but for other
children with more complex histories and behaviours, the process takes longer
(NIASA, 2003). Parents may opt for private assessment by independent
psychologists if they feel that they will have to wait too long or they disagree with the
diagnostic opinion of local professionals. This is an expensive option and does not
always work in the family’s best interests as the independent professional may lack
knowledge of provision local to the child, and any recommendations made might not
be taken up by statutory services. In the current climate, there is always likely to be a
market for independent and private work, but as statutory services improve, the need

for this will decline.

In some cases, the delay in diagnosis is not because there is a waiting list but
because the professionals do not recognize the child has AS, or because they are

not sure enough to give the diagnosis. There are two points to make here. The first is
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that it is essential for all those who work with children and young people to have
some training in what the NIASA report (2003) refers to as the ‘alerting signals’ in
ASD and then to know whom they might refer on to. The second point is that for
some children/young people, it is difficult to detect AS and even an experienced

professional may not be sure.

As discussed earlier, diagnosis of AS is done on the basis of observation of the
child’s past and current behaviours, and on the reports from parents and
professionals. There is no definitive medical or psychological test which can confirm
the diagnosis. Screening instruments, diagnostic tools and checklists have been
developed, but none of these can reliably confirm that a child has or has not AS. For
children with AS, it can be particularly difficult as they may be very skilled in certain
areas and their ability can mask their problems. If assessment and information is
limited to a single appointment with a GP, a psychologist, or a psychiatrist, their
difficulties may not be picked up. The key areas to question are their social
understanding and inclusion with peers, their ability to communicate with familiar and
unfamiliar people on a range of topics, their flexibility in thinking and behaviour, and
their level of anxiety and signs of depression. Children and young people with AS are
more likely to experience anxiety and depression than other children (Gillott et al.,

2001; Kim et al., 2000), so this might be an alerting signal too.

As diagnostic assessment improves, there is increased pressure on services to
provide for more children and young people at an earlier age. In the future more
resources will be required to support children and young people with AS and their
families. Some parents of children with ASD and other conditions have given this as
a reason as to why professionals deliberately maintain waiting lists (i.e. so that they
do not have to spend money on resources to address the needs identified), but the
more likely reasons for delayed diagnosis is that professionals do not recognize the

signs of AS and/or that there are insufficient people in post.
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2.14 Screening instruments for ASD

Screening instruments which have been developed to try to detect ASDs in the early
years include the CHAT (Checklist for Autism in Toddlers), the M-CHAT (Modified
CHAT) and the CAST (Childhood Asperger Syndrome Test) (Scott et al., 2002).

As yet, none of these are considered to be sufficiently reliable to advocate the
screening of whole populations (Health for all children, 2003), and would miss some
children and lead to false positives (i.e. with resources being allocated to those who
may not benefit from these). Some authorities in England have used these screening
tools as a basis for training primary health carers such as health visitors and GPs in
the signs of ASD.

2.15 Access to services and differences between families

Families’ ability to access services varies. There is a realization that some families
find it easier to access services and support than others due to factors such as
location, transport, literacy levels, ethnicity, and social class. It is likely that
‘advantaged’ families are more likely to receive a diagnosis of AS than others and at
an earlier age. All services need to review how well they deliver to all families
throughout their area. Similarly, good practice can be trapped in particular centres,
schools and services, and it is important to consider how this can be effectively

shared.

2.16 Information given to parents at diagnosis

Research has shown that some parents are given little or no information at diagnosis
and others are provided with an excellent information pack about ASD and local
support (West Midlands Regional Partnership, 2002; NIASA, 2003). Parents usually
have many questions to ask, but may be in shock or may not be given the time to ask
these. Some parents say they would like another appointment soon after diagnosis to
discuss issues further. In addition, it may only be the child’s mother who receives
information first-hand and the father of the child can be (and/or feel) excluded from
the process. Where possible, at diagnosis and in training events for parents,
consideration should be given as to how other family members might be included and

enabled to access these. This is already happening in some areas where
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grandparents are invited and where training events are offered to both parents (with
child-minding provided), and seminars are held separately for fathers and siblings. In
addition, advice to parents on how to help after the diagnosis is given is often not
given soon enough. The recommended time scale in the NIASA report (NIASA,
2003) is 6 weeks from diagnosis. This does not mean that an intervention for the
child or young person or the parents has to start then, but that discussion with the
parent on how to help, preferably with supporting literature, will have occurred. For a
child or young person where the diagnosis is unclear, intervention does not need to
wait for diagnosis, as some areas of need will be evident and can therefore be acted
upon before the diagnosis is confirmed.

2.17 Demands on parents and families

A child or young person with AS might appear to ignore or avoid parents in the early
years and beyond. Parents can be hurt by the social isolation/rejection of their child
by other children and other parents. An issue in the inclusion of children and young
people with AS in mainstream schools and colleges is sometimes persuading other
parents that their children will not be adversely affected. Some behaviours of children
and young people with AS are very distressing to parents and siblings, and extremely
stressful to live with (e.g. repetitive behaviours; fixed routines; incessant questioning
or arguing the point; self-injury; refusal to follow family routines or wishes leading to
huge family arguments). Not knowing exactly what/when the child or young person
might find it all too much has been described by one parent as ‘walking on eggshells

permanently’.

For many children and young people, there is a need for much greater supervision
and attention by parents and others than for other children of a similar age. Parents
may not be able to leave their child unattended or go out together as a couple or as a
family unit. It may not be possible for the parents to have time alone without their
child, they may have no friends outside of school to be with or it may not be safe.
Some parents say they continue to worry even when their child is at school, in case
there is a problem. Concerns about safety and difficult experiences in the past can
reduce the extent to which families visit their friends and relatives and access
facilities generally.
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Rather than training or resources on specific interventions, many parents would
welcome ‘another pair of hands’. Some children and young people are offered a
befriender, but such schemes are very limited and in their infancy, and tend to be

offered by charitable or independent organizations rather than the statutory services.

2.18 Multi-agency collaboration

There are potentially many different professionals and agencies who need to be
involved with a child or young person with AS: those who assess and meet the needs
arising from AS, and those not related to AS (e.g. dentists, GP, opticians, school
nurse). It is essential that ways to collate and disseminate information are found to
ensure that the child or young person with AS receives appropriate support and to
avoid repetition and confusion in what is provided and recommended to parents and
others. Asperger syndrome is often referred to as an ‘invisible disability’, so that
others literally cannot see that the child or young person has a problem. Other
explanations may then be given for the child’s behaviour. Parents and/or the child or
young person may be blamed and criticised for their behaviour and attitude by the
school, college or by other family members PRIOR to diagnosis. Some professionals
and teachers in schools and colleges may still hold this view, even after diagnosis, as
the child or young person appears to be so ‘normal’ in other ways that their
inappropriate and unacceptable behaviour is seen as a deliberate breaking of the

rules.

Figure 1 shows the type of professionals who might be directly involved with the child
or young person and the family to meet the needs arising from AS. Figure 2 shows

the professionals whom the child or young person might meet for other reasons.

Figure 1: Professionals and agencies whom the child/young person might meet to address the needs
arising from Asperger syndrome

Professional

Befriender

Careers officer

Classroom support assistant
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Clinical Psychologist

Dietician

Early years teacher

Escort
GP

Headteacher

Occupational therapist

Paediatrician

Physiotherapist

Psychiatrist
SENCo

Social worker

Speech and language therapist

School transport driver

Voluntary worker

Phillippa Russell, past head of the Council for Disabled Children whose son with
learning disabilities who is now in his fifties, has said that by the age of 5 years, some
children and families with a child with a disability might have met up to 20 different
professionals. The scope for conflicting advice and confusion is obvious, and multi-
agency coordination and some form of key-working system for families where many
professionals are involved is vital. In addition, she has estimated that her son has
been assessed (for a variety of reasons, including financial allowances) over 400
times in his lifetime. She makes the point that this has been very expensive and
questions whether every assessment is wholly necessary. Less money spent on
assessment would release money for services for children and families. Clearly, it is
important to make an assessment to establish the nature of the needs, but this
statistic does give pause for thought and prompts professionals to work in a way
which avoids repetition and to ensure that work undertaken has a clear rationale.

Families often feel abandoned by services after diagnosis or a time-limited

intervention such as parent training or group therapy sessions, and have to work
hard or publicise their personal stress in order to get an agency re-involved. In a
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Child and Adolescent Mental Health Service in the West Midlands, there is a
recognition that some families will continue to need support over the years, and so
staff leave the child’s file open. After an intervention, parents are told they can phone
the office at any time in the future if they feel the need for support again. This is very

reassuring for parents and has not led to a large increase in re-referrals.

Figure 2: Professionals whom the child/young person with AS might meet to address needs Unrelated
to Asperger syndrome

Professional

Community personnel

Dentist

Employer
GP

GP receptionist

Hairdresser

Health visitor

Hospital staff

Leisure Centre staff

Optician

Practice nurse

School nurse

The NAS has produced a very useful booklet for health professionals (Deudney,
2006). NES Scotland, too, the educational and training branch of the NHS in
Scotland, has produced a website resource and leaflets on ASD for primary health

care practitioners (see www.nes.scot.nhs.uk/asd) which was launched in 2006. The

leaflets cover how to understand and support a person with an ASD during an
appointment, the action they might take if they suspect a person has ASD, ideas on

how to support the family and information on associated conditions.

Other professional groups who need to be informed about AS include the police so

that if a child or young person comes to their attention, they are managed effectively.
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Some local and national autistic societies have created cards which individuals with
ASD can carry with them to give to the police or to others if the need arises. These
usually have the logo for the local police force to show that the police are aware of
this group. An example of such a card is that produced by Autism Cymru. This card
carries the website and telephone of the organization, the police force logo and
simply states:

o | have an Autism Spectrum Disorder;

e ASDis a disability;

o | may need access to an intermediary;

o Please ask gquestions one at a time; and

o Please tell me step-by-step what is to happen.

The London Metropolitan Police Force is to give sessions on ASD to all 30,000
officers in the force over the next few months, initiated by an Inspector who is the
father of a child with ASD (Perry, 2006).

2.19 Policy, guidance and reports on ASD in Northern Ireland

2.19.1 Educational policies in Northern Ireland on Asperger syndrome

From an educational perspective in Northern Ireland, Asperger syndrome comes
under the remit of special educational needs (SEN). Guidance for recording children
with SEN (Department of Education, 2005) places Asperger and Autism in Category
3, ‘Communication and interaction needs’, but this is essentially administrative in
nature and intent. SEN legislation largely mirrors that in England and Wales. There is
a historical bias towards the medical, within-child, model of disability, with a more
recent shift towards increasing inclusion based on the social model which suggests
that attitudes and the environment are a major factor in disability. This change and
that within society at large have developed together because of the equality and
antidiscrimination policy and legislation that has been introduced in recent years
(Hunter & O’Connor, 2006).
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There are two main differences between the provision in Northern Ireland and that in
England and Wales which influence inclusive practices (Kilpatrick, 2006). These
relate to the religious segregation of schooling and academic selection. Education
and Library Boards (ELBSs) are responsible for controlled schools which are attended
mainly by protestant children. These are roughly equivalent to local authorities in
England and Wales. Catholic children usually attend maintained schools, owned and
maintained by the Council for Maintained Schools (CCMS). As a result of the political
conflict in Northern Ireland, there has been a move towards religiously-integrated
schools. This has led to just under 50 grant-maintained, integrated schools being set
up (Kilpatrick, 2006). Academic selection occurs at the age of 11 when the pupils
take a test to determine whether they will be one of the 33% attending a grammar
school or if they will go to a secondary school. This system is due to be phased out in
2008/9 (Kilpatrick, 2006).

The main legislation that impacts on SEN includes the Education (Northern Ireland)
Order 1996 and this has been amended by the Special Educational Needs and
Disability (Northern Ireland) Order 2005 (SENDO). Under these, the statutory
responsibility for securing provision for pupils with SEN rests with the Education and
Library Boards and the Board of Governors of mainstream schools. The Review of

Public Administration might change this (see www.allchildrenni.gov.uk).

From 1998/99, a Code of Practice offering guidance on the identification, assessment
and monitoring of pupils with SEN, similar to that in England and Wales, was
introduced so that most children could be identified and have their needs met within
mainstream schools. This was in support of the Education (Northern Ireland) Order
1996. Schools, Boards and Health and Social Services authorities must consider the
advice given in the Code of Practice when deciding what they should do for children
with special educational needs. The Code of Practice offered a 5-staged approach,
matched to individual need, with the final stage being a Statement, issued by the
Education and Library Board setting out the additional provision required to meet
these needs. The Code of Practice encouraged education in mainstream schools,
whilst recognising a continuum of need which could be matched with a continuum of

provision. The views of the child were to be taken into account in line with Articles 12
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and 13 of the United Nations Convention on the Rights of the Child, and schools

were to work in partnership with parents.

A supplement to the Code of Practice has been issued, effective from 1% Sept 2005.
This offers guidance on working with the changes brought about by SENDO. These
changes include strengthening the rights of the child to an education in mainstream
education, the provision to parents of more advice and information, and a means of
resolving disputes (Hunter & O’Connor, 2006). The efficient education of all students
however, is protected. A continuum of provision is still envisaged with the roles of
special schools being recognised and valued. Inclusion is deemed to be more than a
placement, and a parent’s right to send their child to special school should not be

reduced by the strengthening of their right to a mainstream place.

Part 3 of SENDO also applies the Disability Discrimination Act 1995 (DDA) to schools
and colleges. This gives pupils the right not to be treated less favourably or to be
disadvantaged because of their disability. Schools and colleges must also increase
accessibility to the premises, the curriculum and written information provided for
students. Their admission arrangements should not discriminate against disabled

children and young people.

Future changes that should impact on the provision for those with SEN include a
revised framework for the curriculum which comes into effect, alongside the end to
selection, from 2007 and is strongly pupil-centred. Those with SEN should have
access to the same learning pathways as other pupils (Hunter & O’Connor, 2006).
The recent requirement for schools to have a School Development Plan (SDP) may
also impact on SEN provision. Although intended to standardise school policy and
planning, and linked to self-evaluation, SDPs will provide an opportunity to reconsider

current ethos and practice (Hunter & O’Connor, 2006).

As yet, there is no equivalent in Northern Ireland to Every Child Matters (DfES, 2004)
in England and Wales. Consequently, there is no policy directive aimed at integrating
the children’s services currently provided by the Departments of Health, Social

Services and Education (Kilpatrick, 2006). The strategy document published in 2006
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for children and young people entitled, ‘Our Children and Young People: Our Pledge,’

may help to address this (see www.allchildrenni.gov.uk).

2.19.2 Report on ASDs from the Health and Social Services Boards (HSSB)
There are currently four health and social services boards within Northern Ireland,
Northern, Southern, Eastern and Western, which are further broken down into Trusts.
This might change with the Review of Public Administration. In July 2003, the four
boards wrote a position paper on ASD entitled, ‘Four Board Paper on the
development of autistic spectrum disorder services: diagnosis and early intervention’.
This identified the major issues in providing effective and timely services for children
and families and recommended future proposals, sometimes in the form of a pilot

project.

The main difficulties in providing the good services identified were long waiting lists,
shortage of personnel, lack of training in ASD, and a failure to work in a multi-agency
way for some of the reasons mentioned. The importance of linking diagnosis to
intervention was stressed and links with the voluntary sector were seen as essential

in providing support for parents and training.

The report on the Keyhole project (McConkey et al., 2003) by the University of Ulster
and PAPA (Autism NI) reported on the benefits of giving families ideas on how to
develop communication, and how to understand and manage behaviour. Giving a
diagnosis in isolation, with little or no follow-up or advice on how to help the child, is

not good practice.

This present Review found that much recent work has been done in Northern Ireland
to improve this situation in a number of ways and so parents in the future should be

better informed and supported.

The five ELBs ASD Advisory Teams have each produced their own packs for parents
containing leaflets on local services, useful strategies, checklists to complete on the
child to identify strengths and needs (e.g. from Cumine et al., 2000), websites, and

articles on AS (e.g. Attwood, 2002 on friendships) and on how to look after
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themselves, as parents. In addition, Autism NI, has created Rainbow Resource Kits

for use by parents of young children with ASD in the early years.

2.19.3 The Bamford Review on Mental Health and Learning Disability: ASD

(2006)

The recent Bamford Review produced in May 2006, has set out a 10-year plan,

looking at mental health services and learning disability services in relation to

children and adults with ASD. The point is made that currently the needs of those

with ASD are being met by a number of different services — Learning Disability

Services, Mental Health Services and other programmes, while ‘some needs are not

being met at all’ (p.2). It makes a number of recommendations, often giving similar
advice to that contained within the National Autism Plan for Children (NIASA, 2003):

General recommendations in relation to diagnosis and assessment

Autism specific diagnostic and assessment services must be established in
each Trust;

Providers should offer ASD specific diagnostic and assessment services for

children and adults, regardless of intellectual ability;

Professionals must be highly trained in child development and relevant

disorders, including mental health problems;

Expertise in relation to adults with Asperger syndrome and HFA needs to be

developed;

Child and Adolescent Mental Health professionals must acquire greater

knowledge and experience in assessment and diagnosis of ASD; and

There should be a clear pathway to diagnostic and assessment services for

families once ASD is suspected.
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The Review makes the point that the needs of people with ASD can span several
programmes of care, and poor coordination of these can affect effective service

delivery.

However, the Review does not then recommend that a separate programme be
developed specifically to take responsibility for ASD, as they feel this would divert
scarce resources and marginalise individuals with ASD. Instead, the Review

recommends that:

e  The Learning Disability programme should be responsible for service

development for those with ASD and learning disabilities;

e The Children’s Services programme should be responsible for children and

young people with ASD; and

e The Mental Health Services programme should take responsibility for adults
with ASD.

Some professionals, however, and those within Autism NI are very concerned with
this latter recommendation in particular and are currently challenging it. The main
bases for the challenge are that ASD is not a mental health disorder per se, and that
those working in mental health services are often not very knowledgeable about
ASD. Families and children and young people with AS, and adults with ASD, may
therefore be misunderstood and interventions offered may be inappropriate. What
Autism NI and some other professionals in Northern Ireland would prefer is what the
Review did not support — that is, a separate team to work with individuals with ASD,
and an Northern Ireland strategy for ASD, together with a ‘ring-fenced’ budget and
legislation to protect their rights. Autism NI has successfully campaigned to have
autism removed from the mental health programme of care. At a lobbying event in
Whitehall on 29" March, 2006, the Secretary of State for Wales and Northern Ireland,
Peter Hain overturned the ruling that autism be part of mental health. Since then,

Autism NI has been actively campaigning for a separate programme of care for ASD.
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2.19.4 Educational Reports on ASD

2.19.4.1 Education and Training Inspectorate (2001): A Survey of Pupils with AS in
Primary and Secondary Schools in Northern Ireland, 1999-2000

This survey was designed to look at the numbers of pupils with AS in mainstream
primary and secondary schools, to evaluate the effectiveness of approaches to meet
their needs and to identify areas which needed to be enhanced. Data were collected
from classroom observations, and from interviews with staff, including SENCos, and
educational psychologists. Discussions with groups of children which included a pupil

with AS were held. Twenty-four schools were visited.

At the time, there were 342,895 pupils in mainstream primary and secondary schools
in Northern Ireland, 160 of whom had a diagnosis of AS. This would give a figure of 5
per 10,000 which is much lower than the rate of 36 per 10,000 recorded by the ELBs
today. The rate for the NEELB was much lower than for the other ELBs. The report in
2001 stated that these pupils were identified through the statutory assessment
process. It is not clear from this whether these are only the pupils with Statements, or
whether it includes pupils with AS who were at earlier stages of assessment on the

Code of Practice.

The figures for each Board are shown in Table 1.

Table 1: Number of pupils with AS in mainstream primary and secondary schools in 1999 in each of
the five Education and Library Boards

1999 Data

Board Pupil Number with Rate per 10,000
population Asperger syndrome

Belfast 56,865* 39 7

Western 58,747* 33

Southern 72,165* 28 4

North Eastern | 65,000 4 0.6

South Eastern | 66,785 56 9

TOTALS 319,562 160 5

*2006 figures used, as the 1999 figures were not available
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The numbers of children identified as having AS varied considerably across the five
ELBs in 1999 suggesting that diagnostic practice also varied.

This variation may be the result of a difference in:

o Criteria used for making a diagnosis of Asperger syndrome;

o Expertise in recognizing suspected AS by primary health care workers such as
GPs and health visitors; and

o Expertise in making a diagnosis of AS by paediatricians, psychologists and
psychiatrists.

The ETI concluded that,

‘It is the view of the Inspection Team that present numbers (of pupils with AS)

appear to be significantly underestimated in the Province as a whole’ (p.3).

At the time of the survey, the Department of Education did not hold a database on
the numbers of children by category or disability. Since then, it has created a
database so that data on all children diagnosed with ‘a disability or difficulty’ (DE,
2005) is reported by schools and held by the Department. This will be extremely
useful for exploring regional differences.

2.19.4.2 A comparison with data taken from Education Authorities in the West
Midlands in 1999

The 14 education authorities within the West Midlands region of England were asked
to provide data on the numbers of pupils they had with a diagnosis of ASD. They
were asked for separate figures for autism and learning difficulties and for those with
AS or HFA. Four authorities did not provide any data on these, seven had the data
combined for both diagnostic groups and so did not have separate figures. The
remaining three were able to give data separately on AS/HFA and these figures are
shown in Table 2, to act as a comparison with data from the five Boards in Northern
Ireland and to show that in England, many authorities do not yet have easily

accessible and accurate figures on the numbers of children with AS.
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Table 2: Numbers of pupils with AS/HFA identified in three Education Authorities in the West Midlands
in 1999

Education Pupil Total Total Rate per | Total ASD | Rate per

Authority Population AS/HFA AS/HFA 10, 000 in 2006+ 10,000
DfEE Identified expected using 1999

1999* if population

Jan 1999 36/10.000 figures
4to 18 years

Sandwell 52,827 44 190 8 61 12

Staffordshire | 138,548 92 498 7 273 20

Walsall 51,112 30 184 6 84 16

Source: *West Midlands Regional Partnership; +DfES

HFA High Functioning Autism

DfEE Dept for Education and Employment

The rates of identification in these West Midlands authorities are very similar to those
recorded in Northern Ireland in 1999. The totals for AS/HFA are lower than expected
given the prevalence rate now suggested from epidemiological studies, and illustrate
the problems in identification and diagnosis of the able group of children and young
people with AS/HFA. As mentioned earlier, Howlin and Moore (1997) found that the
average age at diagnosis for children with AS was 11 years, so if that were true for
these three authorities, many children in the primary years would not be identified.
There is another proviso here in that these data come from education only, and if
health and social services had contributed their data, these rates would rise. Having

separate databases makes it difficult to arrive at accurate and reliable figures.

2.19.4.3 Other findings from the study of Asperger syndrome by the ETI in 2001

Positive findings
e  There was a growth in the development of multi-agency assessment teams; and

e  Skills and knowledge of educational psychologists were developing.

Neutral findings
e Allfive boards reported an increase in the number of pupils with ASD,
particularly at the pre-school age, partly due to an increased awareness of the

condition.
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Negative findings
e  There was confusion amongst professionals as to who should make the

diagnosis;

o Making the diagnosis often took a great deal of time; and

e There seemed to be little concerted effort amongst the Boards (Education,
Health and Social Services) to address the issue of identification at policy level

and to establish procedures and protocols for resource allocation.

Social development of pupils with Asperger syndrome
Many teachers were unsure of what to do to help develop the social and emotional
understanding and skills of pupils with AS, particularly for the older children. Many

older pupils felt isolated at break times and in physical education.

Conclusions
‘The issues relating to definition, diagnosis and consistency represent a
significant challenge that the Department and the area boards have to address

jointly’ (p.6).
Provision
The quality of provision varied considerably from largely satisfactory to good. There
was some excellent practice and some areas where the child’s needs were not being

met. It was noted that the Boards Curriculum and Advisory Service (CASS) was

developing and providing good support.

Alongside the good practice, the weaknesses in provision were summarized thus:

e Schools do not plan ahead and tend to deal with problems as they arise;

e  Schools and Boards give little consideration to the long-term implications of the

condition;
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o Few teachers have a clear or in-depth knowledge, or range of appropriate skills,

to plan for the specific needs of pupils with AS;

o Many teachers consider the problem is largely one of accessing the statutory

curriculum, and of settling behavioural difficulties;

o Few schools involve parents effectively in the programme;

e  The advisory officers cannot respond adequately to the demands made of their

service; and

e Teachers are generally working without the continuous guidance and support

which they need to cope with pupils with AS.

A significant finding of the survey was that pupils with AS were more at ease in a
school setting where their needs were considered at a whole-school level, and where
all staff had an agreed set of strategies to support the pupil, in combination with the

provision of a highly-structured, predictable environment and routines.

The ETI (2001) stated that there was,

‘A need for written guidance, including planning and evaluation strategies, and

practice exemplars’.

These have now been produced by the Department of Education and published in
two documents entitled Autistic spectrum disorders: a guide to classroom practice
(DE, 2003), and Evaluating provision for autistic spectrum disorders in schools (DE,
2005). In addition, the DfES in England (DfES, 2002) published guidance in 2002 on
how the needs of pupils with ASD might be addressed at the three levels - the region,

the local authority and the school or unit.
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2.19.4.4 Department for Education and Science (2002). Educational Provision and
Support for Persons with Autistic Spectrum Disorders: The Report of the Task Group

on Autism

In Northern Ireland in November 2000, a Task Group was set up by the Department
of Education. This was established to make recommendations on the educational
provision for children and young people with autism and Asperger syndrome in
Northern Ireland. It reported in 2002, noting that the issues were multidisciplinary and
therefore applied to Health and Social Services as well as to Education. It made
recommendations in three main areas, cross-disciplinary cooperation, training for
parents and providers and the provision of in-home and in-school educational and

therapeutic provision.

Some of the key recommendations of the Task Group which relate particularly to

those with Asperger syndrome are as follows:

o Educationalists should recognise that education has a central role in
‘remediating the effects of ASD and improving the quality of life for individuals
throughout the lifespan’ (2 (i) p.25).

o The central factor in educating an individual with ASD is to understand the
nature of the disorder (2 (ii) p.25).

o Early diagnosis should be available and should include an accurate and
comprehensive assessment from which appropriate educational and health

interventions are developed (2 (iii) p.25).

e  Teachers and others contributing to programmes should be provided with

relevant information arising from the diagnostic assessment process (2 (iv) p26).

e  Social skills training should be provided as an essential element of intervention

programmes for children and young people with ASD (2 (vi) p. 26).

e The learning strengths and weaknesses of children and young people should be

identified to ensure effective differentiation of provision; an emphasis on visual
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communication, simple and clear use of language and constant routine are of

particular value when teaching children with ASD (2 (vii) p. 26).

. Interventions should focus on the development of strategies which structure the
environment to provide the child with a sense of security conducive to learning

appropriate behaviours in a range of settings (2 (viii) p. 26).

e Teachers and others should understand the sensory difficulties which children
may experience as a consequence of ASD, and set appropriate targets to

address each child’s sensory needs (2 (ix) p. 26).

o Intervention programmes should address the issue of anxiety and stress as a
normal consequence of ASD (2 (x) p. 26).

o There is a need to work more closely with parents and parent bodies to secure
their active participation in the planning, management, delivery and evaluation
of services, and to reassure them that statutory provision will meet their

children’s needs (p. 28).

In relation to the planning of provision by the ELBs, it is recommended (on pages 53-
54 of the Task Group report) that provision should be:

o Based on current research indicating best practice in respect of achieving
meaningful outcomes, providing value for input of time and resources, and

promoting independence and inclusion;
o Inclusive of a range of methods and approaches which have been shown to be
effective or which are judged by those who work with children with ASD to be

worthy of evaluation;

. Determined by, and regularly reviewed by, multi-disciplinary, multi-agency
teams which include parents as well as appropriately trained professionals from
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the ELBs and HSSBs, and which respond promptly to requests for assessment

and intervention;

o Reflective of the individual’'s needs profile, and any changes in these needs over
time and across different contexts, and should be reflective of the needs of the

family;

o Compatible with the Department of Education’s pastoral care, including child
protection guidelines (Circular 1999/10) and the United Nations Convention on
Human Rights (Article 4);

o Provided by appropriately trained professionals, and by parents who have also
had appropriate training;

e  Subject to review, evaluation and inspection by the Education and Training
Inspectorate.

2.19.4.5 The Education and Training Inspectorate in the Republic of Ireland (2006)
This year, the ETI in the Republic of Ireland, completed a two year evaluation of four
different educational settings for children with ASD and identified the strengths of
each type of provision, in addition to pointers for each to consider (DES, 2006). This
focused mainly on the early years and primary age group and did not comment

separately on children with AS or HFA.

The study looked at four ABA centres (with 77 children aged from 3 to 9 years); two
schools specific to ASD (with 45 children aged from 4 to 13 years); ten special
classes in mainstream schools and eight primary schools which each included a child
with an ASD in ordinary classes (aged between 7 to 10 years). Three of these
children had AS.

Some recommendations were made in relation to all four settings. In summary, there
was a need to ascertain the children’s sensory responses and needs; to train staff in
specific approaches; to work in a more multi-disciplinary way; to involve the parents
in the IEP; and to extend the use of ICT. There are now many interventions and
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several books on AS and it was acknowledged that in addition to knowledge about
AS and ASDs, it is essential to keep the individual child or young person at the
forefront when planning interventions. Professionals and parents need to read the
child or young person first and then the literature and recognise the differences
between individuals with AS and determine what each individual child or young
person actually needs. Then decisions can be made on how to address these and
how to check out the response of the child or young person on a regular basis, which
will include gaining their views. Good practice is that which recognises that ‘one size
does not fit all’ and there is a need to offer a range of options to families and children

and young people with AS.

2.19.4.6 Department of Education (2005): Evaluating Provision for ASDs in Schools
This publication is to be used in conjunction with the CD Rom and DVD which were
jointly produced by the Department of Education, the Education and Training
Inspectorate (ETI),the Department for Education and Science and the Irish Society

for Autism in the Republic of Ireland.

It is a very useful document and set of resources on the education of children with
ASDs. There is one potential problem, however, in relation to children and young
people with AS, as within the report, autism is used as a shorthand for all ASDs
including AS, although it does not state this explicitly. So children with AS might not
be seen by some professionals and parents as being covered by the Guidance. In
fact, the term AS is not used anywhere in the document and yet much of its content

is very relevant and useful.

The underlying values and principles are that:

o Children and young people with autism are children and young people first;

o Children and young people with autism have a right of access to education

services that best suit their needs; and

o Learners with autism have a right to a programme designed to meet their unique

needs and provide access to the curriculum of their peers.
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The guidance further states that teachers, allied professionals and learning

assistants should have an appropriate knowledge of:

Autism;

The holistic needs of the child;

The impact of the child’s autism on his/her learning; and

The impact of the child’s autism on his/her ability to interact/socialize.

Schools are asked to strive to ensure that the above principles underpin their work to

promote best practice for children with autism.

The Guidance is set out in the form of standards or statements which specify the
nature of the difficulties experienced by children with ASD. For example the first

statement is:
Children with autism find too much stimuli difficult to cope with: once under stress
they struggle to calm down. They prefer predictability and familiar surroundings

and benefit from visual cues within the classroom and school.

Then below each statement is a grid with four headings:

Performance indicator How the school might be modified

Performance assessment Questions the sensory and visual

environment

Performance outcome How well is the school meeting this
standard
Grade Staff can rate how well the school is

meeting this standard
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This document enables schools to carry out their own assessment on how able they
are to meet the specific needs of children with ASD. Schools are encouraged to

consider the development of an autism action plan which should indicate:

e  The current capacity of the school to meet the needs of children with autism;

e  The action underway to ensure progress and improvement; and

e The goals the school aspires to achieve over a period of time.

It is suggested that the first step for a school is to audit its provision using the
standards as benchmarks and to produce an action plan. It is suggested that support
from the Autism Advisory Service is sought and the latter should provide training in

promoting autism awareness.

It is acknowledged within the Guidance produced by the Department of Education
that ‘the introduction and development of autism provision standards will take time to

achieve in Northern Ireland’ (p.18).

2.19.4.7 Autistic Spectrum Disorders: A Guide to Classroom Practice (Department of
Education, 2003)

The Department of Education produced this guidance in 2003, following the Task
Group Report which identified the need to produce some guidance for schools. This
guidance was written by an Autism working group which had representatives from
each of the five ELBs and the ETI.

It is designed for teachers and classroom assistants and covers different aspects of

ASD, giving key teaching points and publications at the end of each section. Page 11

of the Guidance gives suggestions on the role of the classroom assistant.
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2.20 Role of the voluntary organizations in developing services for
individuals with AS

For many disabilities and conditions, the catalyst for service development in many
countries has been the early efforts of parents and relatives who have grouped
together as volunteers, and this was the case with autism too. In Northern Ireland, a
number of voluntary organizations have played a pivotal role in developing
awareness and expertise and in fund-raising and lobbying. There are four main
organizations currently working in Northern Ireland — Autism Northern Ireland (Autism
NI, formerly known as PAPA (Parents and Professionals and Autism)) which has
been established for over 15 years, Autism Initiatives, Asperger's Network which has
been running for about 4 years and the National Autistic Society based in England,

which also has branches in Northern Ireland. Their work is included in this Review.

2.21 Educational needs of children and young people with

Asperger syndrome

The impact of the triad of impairments on a child or young person’s level of
functioning and adaptation will vary enormously and will mirror variations within the
general population as a whole. The prime educational need of the individual with AS
is that the adults in a position of responsibility should have a clear understanding of
Asperger syndrome and demonstrate this understanding by means of delivering
appropriate and relevant learning experiences (Attwood, 1997; Myles, 2001; Kluth,
2003; Cumine, Leach and Stevenson, 1998; Jordan, 1999; Jones, 2002).

Acknowledgement of individual differences needs to be made, and the ways in which
these differences are manifest are covered well by the literature, including plenty of
anecdotal evidence for when adult understanding and accommodation was lacking.
The biographies of those with AS and of parents have contributed much to our insight
into the effects of AS on the individual (Jackson, L. 2002; Jackson, N, 2002,
Sainsbury, 2000; Lawson, 2000; Segar, 1997).

Other writers have written about the educational needs of those with AS and
strategies to address these (Hesmondhalgh and Breakey, 2001; Rigg, 2004;
Department of Education, 2000). These include having clear strategies; explanation
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of lesson content; expectations of acceptable behaviours; levels of teacher
confidence; explicit steps for lessons; warning of changes; overt organisational
strategies; achievable targets and meaningful rewards. These strategies, coupled
with staff understanding and clear ideas on proactive behaviour management are
now recognized good practice. Myles (2001) also believes in having clear room
layouts and tasks; visual clarity (as in the TEACCH approach); adequate and
personalised space; signals, cues and maps as well as an area to retreat to when
things get too much. Changes in how the curriculum is delivered are often necessary
and a very useful curriculum document has been produced specifically for children
with ASD in secondary schools by the North West Regional Partnership in England
(DfES, 2003). This raises the awareness of staff about the likely issues for a pupil
with ASD, including their strengths, in all the major subject areas (e.g. Science,
Maths, History, IT, Art and Design, PE).

Typical stressors are identified by Attwood (1998), and include a reduced ability to
learn from mistakes, and a fear of failure, criticism or imperfection. This is not
surprising given how frequently children and young people with AS are criticized by
adults and peers. Mitchell (2005) points out the difficulties associated with mastering
a two- or three-week timetable that exists in many secondary schools, and Jackson,
L (2002) tells of the problems in activities such as team games, homework and
different learning styles, as many with AS are predominantly visual learners. Learning
styles of people on the spectrum are detailed in Plimley and Bowen (2006a). The
additional disorders of hyperlexia; dyslexia; dyscalcula; dyspraxia may also affect the
performance of the individual with AS in school (Attwood, 1998). Bellini’s study
(2004) of young people with ASD also highlights the increased incidence of anxiety
and depression which may also need to be directly addressed in the school setting.

2.22 Educational interventions

The review of research evidence on educational interventions by Jordan, Jones and
Murray (1998) shows that there are few robust research studies that have
demonstrated the effectiveness of educational interventions that are currently in use
in schools and centres. Most research has been done by the founders of the

intervention, using small heterogeneous samples and few having a comparison
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group. Meta-analyses have been conducted to identify the components that
interventions, which appear to be successful, have in common, and a consensus is
developing on the features of effective interventions (Dawson and Osterling, 1997).
What is also clear is that most children and young people with AS will need a number
of different interventions to address their needs, not just one, and that a particular
intervention will not suit or be appropriate to ALL children and young people with AS
or ASD (Jones, 2006). At the moment, practitioners and parents can be guided by
their own judgement and knowledge of the child or young person and ask sensible

guestions about interventions which exist.

Given below are details and references to interventions which are most commonly
used in UK schools and centres, and themed under the aspects of development or

functioning they are designed to address.

2.22.1 Social understanding and development

Social Stories and Comic Strip Conversations (Gray, 1994; 1998)
The desire for contact without understanding the social rules can lead to:

Misunderstanding of social cues from other people;

Misunderstanding by others (e.g. viewed as sexual, aggressive);

Vulnerability (e.g. teasing, bullying, exploitation); and

Apparent lack of remorse.

A number of interventions have been designed to help develop the social
understanding of children and young people with ASD and to give them strategies for
social situations. These include Social Stories and Comic Strip Conversations
devised by Carol Gray (Gray, 1994) to help pupils with AS understand and manage
certain social situations. She suggests that a ratio of certain types of sentences
should be used in the story, which can then act as a script and a prompt to remind
the person what is needed in a certain situation and how they need to respond.
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There have been a number of published papers reporting on their success (e.g.
Chalk, 2003; Erangey, 2001; Rowe, 1999). Social stories involve giving information
about the perspective of others, and clear, directive statements on what the child or
young person should try to do. Children and young people with AS and their parents
can and should be involved in creating these. Comic strip conversations are similar
and use elements of a social story, but use line drawings or cartoons to convey the

social messages.

Circle of Friends

Staff and parents often have to be social engineers to support the children and young
people with AS and their peers and siblings. Those with AS may not be able to form
a friendship without help, and other children may be confused by the child or young
person and find it difficult to know how to engage him or her. The strategy known as
Circle of Friends has been used successfully, where staff or parents create a group
of friends for both work and play within and outside of school hours. These have
been successfully used by staff in both mainstream and special settings (Whitaker,
Barratt, Joy, Potter and Thomas, 1998). A circle usually consists of 6-8 volunteers
who meet on a regular basis with the ‘focus child’ and an adult. The child or young
person with AS discuss how they might like to be included in work and play and the
issues arising from this, and so develop their appreciation of other people’s
perspective. The focus should move from the child with AS and become a circle of
support for all. Such circles of support can be also be used to support Person-
centred Planning exercises and open the dialogue between carers, agencies and the
individual with AS (Gold, 1999; Brock 2003).
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Buddy Systems

Many schools have introduced buddy systems for children and young people with AS
who want a friend or partner for work or play. This may be done on a rota basis, and
may involve same-age peers or older children. They may operate only at break-times

or be used within lessons too (Mastralengo, 2005; Myles, 1998).

Peer Mentoring

Children and young people with AS are often more skilled in some areas than their
same-age peers. They can therefore be asked to help and support other children,
and this has the dual benefit of helping the child as well as boosting the self-esteem
of the child or young person with AS. Strengths in subjects such as maths, reading
and IT abilities as well as leisure pursuits (e.g. chess, Game-boys, special subject

collections) may well fulfil this mentoring role (Szatmari, 2004).

Social Use of Language Programme (SULP) (Rinaldi, 1993)

SULP (Rinaldi, 1993) targets the pragmatics of language and communication which
is a difficulty for children and young people with AS. It makes use of strong visual and
graphic stimuli and deals with age appropriate issues and everyday situations. It
provides opportunities to practise new skills and concepts via motivating activities

and enjoyable tasks.

2.22.2 Transitions

A number of resources are now available to support transitions in schools from task
to task, class to class and school to school (Broderick and Mason-Williams, 2005;
Kluth, 2003; Myles, 2001). A range of ideas has been put forward to help the child

with AS understand and function in a new school environment. These include:

e  Virtual tours of the new school captured on CD Rom (Cook and Stowe, 2003);

e Aclear visual map of the school, lists of teacher names and room numbers
(Myles, 2001);

o Incorporating timetables and room allocations into personal computers or

filofaxes for use throughout the school;
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o Using themes for behaviour expectations (Harpur, Lawlor and Fitzgerald, 2006);

and

o Having a ‘travel card’ with lesson reminders and a report by each teacher
(Myles, 2001).

For children and young people with AS who may be in need of more intensive
counselling support, the ideas of Wilkinson (2005) and Barry et al. (2003) are ways in

which outside agencies may support inclusion and transition.

Finally, the idea of Cumine, Leach and Stevenson (1998) of using an ‘Asperger lens’
through which to view the perspective of children and young people with AS has
proved very useful. This helps school staff to appreciate how children and young
people with AS experience and perceive the world differently, leading to what may

seem bizarre responses, but which are logical to the person with AS.

2.22.3 TEACCH approach (Treatment and Education of Autistic and
Communications Handicapped Children) (Schopler and Mesibov, 1993)

This approach is often called a compensatory approach as it is designed to create
environments within which children and young people and adults with ASD can be
relaxed and work effectively and successfully. It also teaches skills, and makes
communication clear. The two key elements are structure (leading to predictability),
and visual information. It was developed in North Carolina in the US over 30 years
ago and uses the strengths and emerging skills of the individual, presenting
information on educational and everyday tasks in a visually clear and logical way. It
suggests that information should be given about what is to happen, where it is to
happen, the sequence of activities or stages within a session, and instructions on
how to do each task within that. TEACCH is used from the early years to adulthood
and requires no specialist resources (Mesibov, Shea and Schopler, 2004; Mesibov
and Howley, 2003; Wellman, 2005). Myles Smith (2001) and Kluth (2003) have used
TEACCH to develop systems and structures within their teaching environments using
colour coding; equipment storage spaces; labelling the function of areas; providing

schedules of activities, and test reminders and homework procedures. Myles Smith
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(2001) also suggests compartmentalised backpacks for those who find it hard to

organise themselves.

2.23 Educational provision for children and young people with

Asperger syndrome

The range of educational provision for children with AS in the UK is documented by
Jones (2002) and ranges from full inclusion in the life and learning of a mainstream
school to a 52-week per year residential school. The majority of children and young
people with AS will be placed in mainstream schools, some of which will have a
resource base for children and young people with AS or learning difficulties. There
are a number of case studies published on the successes of unit or base provision
within mainstream schools (Barratt & Thomas, 1999; Parker, 2000; McRobbie, 2005).
Key factors which can have an impact on effective practice include good
communication between staff in the main school and the unit/base; flexibility and
willingness of staff to do their best for the child; and the creation of a ‘safe haven’ for
social times and potential times of distress (e.g. break times, lunch times). The safe
haven can be a designated room, or an area or space in a room in which the young
person can engage in de-stressing activities. Hesmondhalgh and Breakey (2001)
describe the setting up of a resource in a mainstream secondary school and identify
issues arising in its first four years. Useful strategies discussed elsewhere in this
Review are described in a later publication (Hesmondhalgh, 2006), where examples
of successful inclusion are extended into adulthood. The levels of functioning of the
individual with AS will have a large part to play in the provision required.

Attwood (1998) warns of the dangers of assuming that children and young people
with AS and with good or excellent skills in one or two areas should and can be able
to function at similar levels in other tasks, subjects and school life generally. Children
and young people with AS often have very uneven profiles and it is misleading to use
the term 'high functioning' in relation to this group as their high level skills are often
confined to one or two areas while they have huge difficulties and low skills in other
areas. The child or young person with AS may possess an encyclopaedic knowledge
of rote facts, for example, especially about their special interests, and this may be

deceptive in our assessment of their overall ability and potential.
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Finally, ways in which the school staff can approach the effective inclusion of children
with AS are dealt with comprehensively in the work of a number of authors (Jones,
2002; Jacobsen, 2005; Myles Smith, 2001; Kluth, 2003; Plimley & Bowen, 2006). The
heart of inclusion is not about the adaptation of buildings or provision of additional
support staff, but lies within the gift of the staff of the school and their attitudes and

willingness to make accommaodations.

2.23.1 Features of inclusive and AS-friendly environments
The Good Practice Guidance (DfES, 2002) for schools in England includes pointers
that examine where local authorities and schools can influence the success of

inclusion for pupils with ASDs. These include:

Policies and procedures to support those with ASD;

e Avalilability of training for staff at all levels;

. Staff awareness of ASD;

e Accessibility of pupil information;

e  Workable strategies and interventions;

o Empathy and support mechanisms for the individual; and

Good preparation for transitions.

Although the Guidance pertains to schools within England, other countries have used

this as a model and impetus to create their own standards.
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The concept of autism-friendly features

For a number of years, those designing new schools and centres, or adapting old
environments for children and adults with ASD have sought advice on decisions
concerning paint colours, types of lighting, types of heating, use of natural light, and
construction of basic resources/facilities. There is very little written about the topic.
To design for people with ASD there are a number of principles that need to be
considered which have been identified by Plimley, (2004).

2.23.2 New school and unit provision
Factors involved in setting up new provision, whether a new special school or a unit

within the main school are discussed by Plimley and Bowen (2006a) and include:

How close is the local community?

What are the major road routes to the provision like?

How close are emergency facilities?

How close are mainstream schools?

In England, some authorities now have the policy of developing new special schools
on the site of mainstream schools to make inclusion opportunities and reverse
integration much easier logistically. There is a useful article by Bishop (2001) who

explores the guiding principles that appear to encourage inclusion.

Plimley and Bowen (2006a) cover design factors in depth and look at issues,
especially relating to sensory differences and ergonomic factors. Kluth (2003) deals
with the within-school factors that make up an autism-friendly environment in addition
to the attitudes and approaches of the school staff. Staff attitude and understanding
of AS is referred to again and again by first person authors (Sainsbury, 2000;
Jackson, L, 2002; Jackson, N. 2002). Regular in-service programmes on AS will help

to alter attitudes.
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The use of resources such as The Teacher’s Toolkit on ASD produced by the
Department of Education in partnership with Autism NI and Aurion (PAPA, 2003) can
be very helpful. Recent local authority training in Wales has used the CD Rom in this
toolkit to good effect with targeted mainstream schools, both as a training tool and
then for teachers and support staff to use with their colleagues (Plimley and Bowen,
2006b).

2.24 Sexual relationships and sex education

Issues around sexuality and relationships for people with Asperger syndrome have
only recently appeared in the literature (e.g. Henault, 2005; Lawson, 2004; Pukki,
2003). This may be because issues of sexuality and the sexual behaviours of
children are under-represented in the literature generally, but also may be as a result
of the view that people with disabilities cannot be sexual beings or that people with

ASD do not have an interest in a sexual relationship with another person.

In a review of programmes for people with AS or HFA, Pukki (2003) found that the
majority of resources available reveal little relating to positive relationships/sexual
experiences, and frequently there are negative connotations around dependence,
attachment or obsessions about others. The inference is that there is an inferior
quality in their attempts to form relationships. She goes on to say that systematic
instruction on subtle forms of sexuality and combining sexual signals into the general
social repertoire is not seen as important in the education of people with AS. The
deficits in the resources she reviewed were their vagueness and lack of attention to

the increased vulnerability of people with AS.

Lynne Moxon (2004) who works with students with AS in a college of further
education, believes that sexuality for individuals with ASDs can encompass a broad
range of responses and has outlined a number of dimensions, including the moral,
social, biological and psychological dimensions. These dimensions can form the
basis of an appropriate personal, social, sexual health programme for individuals with
AS. It is important, however, to create such a programme in the context of individual
needs. This is endorsed by Lawson (2004) who feels that any programme should
contain a highly structured methodology using concrete strategies and the same type
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of learning tasks as any other experience. She argues that too little information and
incomplete concepts can result in the person with ASD behaving in a socially
embarrassing and unacceptable way. She cites the TEACCH programme
(www.teacch.com) for sex education as a useful training example. Claire Bullock
(2005) outlines a highly individualised teaching programme that helped a young man
control a desire to touch teenage girls, dealing with his feelings and intrusive

thoughts, and intervening in his need for tactile stimulation by providing alternatives.

2.25 Forms of support for children and young people with Asperger

syndrome and their families out of school hours

There are a number of factors which make it difficult or less likely that children and
young people with AS access activities out of school in the evening and at weekends.
Late diagnosis may mean that they have not had appropriate, or any, support up to
that point. Their problems may have been exacerbated. They may have become
isolated and have concerns about leaving home to attend an unfamiliar setting.
Previous negative experiences with children of their own age can make them
understandably reluctant to join a group which involves same-age peers. Their
difficulties in making friends mean that they often do not have access to the natural
out-of-school support systems (e.g. invites to friend’s houses). For some, co-
ordination, social or sensory difficulties will prevent them from engaging in sport or
team activities organised by the school/college or local services. In addition, it may
not be safe for them to leave their home unsupervised (e.g. because of road safety
Issues, inability to use public transport, vulnerability to be exploited by others).

It is very important for children and young people with AS to have ways in which they
can use their time constructively out of school hours. They need to have positive
experiences with peers and adults, and opportunities to learn the skills that others
develop naturally. Without guidance and opportunities for out-of-hours activities, they
are likely to spend large amounts of time isolated immersed in their special interests,
or be easily influenced by others and possibly led into trouble. High support needs or
over-dependence on their family, places a burden on their parents and siblings and
can put strain on the family to the extent where issues relating to the child or young
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person dominate family life. There is also a serious risk of depression and related
self-harm, especially in adolescence (Ghazuiddin, 2005).

Different forms of support exist including parent support groups, sibling support
groups, and specialist social skills or social groups. Children and young people with
AS might also attend other generic activities which link to their special interests (e.qg.
chess, bridge, ice skating, or trampolining). Short-term breaks for the children and
young people with AS or holidays might be funded or arranged for the family in some

areas.

2.26 Life beyond school

Many parents of children with ASD are concerned about their future beyond school
and college. Currently in the UK, there is often a gap between the transition from
children’s to adult services for all individuals with SEN, including those with ASD, and

there may be fewer services to meet their needs.

2.26.1 Careers advice

All young people with a Statement of Special Educational Needs at the age of 14
should have an interview with a Careers Adviser. This is a legal requirement of the
assessment and Statementing procedure. As with many other professions, it may be
that the person concerned has little knowledge of AS and so is not best placed to
advise on this. Those with AS have very specific needs and are likely to be much

better suited to courses and employment which are not socially demanding.

2.26.2 Further and Higher Education

The major problem for those who have left school is finding advice and support to
pursue Further or Higher Education or in finding employment. Until recently there
was little written on these topics to support parents, individuals with AS or teaching
staff and potential employers. There are now a number of publications on these
topics (see Further Reading lists). Martin has a special interest in Further and Higher
Education, and has recently written a paper to guide those involved in Higher

Education (Martin, 2006). In this she makes suggestions on how the student can be
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best supported before starting in HE/FE, and then once s/he has started on the
course. Some of the main points she makes are given in Appendix 2.

2.26.3 Outcomes in adulthood

Howlin (2000; 2003; 2004) has studied the lives of adults with ASD and AS for many
years and has conducted several studies on outcome in terms of employment,
relationships and living arrangements. She maintains that with increasing age, there
are generally increases in verbal 1Q, improvements in self-awareness and self-
control, and a reduction in some of their difficulties. Their social understanding and
communication skills improve and there is a decrease in obsessional behaviour.
Special interests for some individuals become the basis for their careers (e.g. in
maths, computing, engineering and architecture). Problems which do arise are often
due to boredom, low self-esteem, isolation from their peer group, a continuation of
their childhood behaviours which are not acceptable with age and the fact that their
parents become less physically able to support them. Research has shown that for
those with AS, extrinsic factors such as support networks, the environment and
demands made may be just as important as intrinsic person factors (Lord and Venter,
1992).

Particular areas where adults with AS have a difficulty include making decisions,
adapting to planned and unplanned change, being able to problem-solve, acquiring
the practical skills needed for everyday tasks and the ability to multi-task. In addition,
their parents may find it hard to take risks with their son or daughter who has always
needed more supervision and attention than others of the same age. Lack of
coordination between services in the move from child to adult services, and between
Education, Health and Social Services, also means that the assessment of needs
and delivery of services is fragmented. In addition, there will be changes to financial

allowances and entitlements.

In order to meet their needs, it is necessary for transitions to be carefully planned
well in advance, in consultation with the individual with AS. They need to be given
plenty of opportunities to discuss plans and their worries, and to have time to
consider the options available, with opportunities to have ‘tasters’ of each of the

options. When moving into Further or Higher Education or into employment, it is
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important to consider all the skills and understandings required the whole time in
these new environments, particularly the social demands. Often those adults who talk
about their work say that it is the office politics that cause them the most difficulty, not
the tasks set. There are issues about the work as well, however, in terms of setting
priorities, working for more than one person and a desire to finish one task before
starting another or not wanting to leave the workplace until all the work is done. A
young adult with ASD working at Sainsbury’s said he did not want to take the four
weeks holiday to which he was entitled; he wanted to continue working
(Hesmondhalgh, personal communication). This was solved by creating a holiday
timetable for him setting out what he could do instead of going to work.

In adult services, Howlin (2003) has reported that psychiatrists often do not know
how to recognize AS and may misinterpret the behaviours observed and reported,
giving an incorrect diagnosis and treatment (e.g. for psychosis or obsessional
compulsive disorder). The media, especially TV and newspapers, reports at times on
the violent crimes committed and may incorrectly suggest that the person has AS
without checking this out. This can lead to fear in families who have sons and
daughters with AS and amongst their friends and relatives. In fact, a study by
Ghazuiddin (1991) which reviewed reports on 132 people with AS showed that only
three had a clear history of violent behaviour which was lower than the 7% of typical

young people aged 20 to 24 years who commit violent crimes in the US.

2.27 Staff training needs in Asperger syndrome

Most students with Asperger syndrome (AS) receive their education in mainstream
classrooms, and there is a need to address the complexities of their difficulties to
ensure they are properly supported. Many teachers have limited experience and
training in working with children with special needs (Myles & Simpson 2002). Yet
there is evidence to suggest that professionals who come into contact with these
pupils need adequate training and the knowledge to draw upon methods and
programmes that are adapted to the students’ needs (Education Training
Inspectorate, 2000; Task Group Report, 2001). In the UK, the DfES Good Practice
Guidance (DfES, 2002) and West Midlands Regional SEN Partnership report on ASD
(English and Essex, 2001), for example, highlight the fact that a good practice
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protocol needs to state the importance of increasing awareness of ASDs, and of
working towards an environment where people understand the nature of ASDs and
are accepting toward individuals with ASDs. These guidelines also emphasise the
need for specialist training that covers the breadth of the spectrum and should
continue post-qualification as well. Jordan and Howlin (2004) stress that an important
component of this is the need to train people who provide supporting roles. This is
backed by Elliot's (2004) research that focuses on the need for anyone in a

supporting role to have specific training for supporting pupils with ASD.

Research has also found that parents can be effective in teaching and maintaining
skills and studies, and have highlighted the need for greater parental involvement in
interventions (Di Pip-Hoy & Jitendra, 2004). Some research studies highlight parents’
positive impact on children’s learning (Eccles & Harold, 1993; Spann et al 2003) and
show that parental involvement leads to benefits for children with SEN. This includes
greater generalisation and maintenance of treatment gains (Koegel et al., 1991).
Whilst researching outreach provision for pupils with ASD, Glashan et al (2004)
found a positive relationship between parents’ knowledge and involvement in school,
and the success of the placement for children. Indeed, the lack of recognition
received by parents has been considered to be a barrier to inclusion (Clements,
2004). Recent research highlights that parents and carers of disabled children wish
to have their views heard (Lewis, Disability Rights Commission Report, Phase 1,
2006). Spann et al. (2003) indicate that despite much research showing the benefits
of parental involvement in education, very few parents have any involvement in
developing objectives, interventions or methods of evaluation. Parent involvement is
therefore an important component for programmes designed to improve educational
outcomes, and it is recognised that ongoing parent and teacher collaboration is an
essential foundational element in the development and implementation of

intervention programmes (Myles and Simpson, 2001; Safran & Safran, 2001).

In relation to Northern Ireland, training issues have received attention in recent years.
The Northern Ireland Task Group on Autism (2001) highlights that there are likely to
be increasing numbers of pupils with ASD coming through the school system as
assessment and diagnostic practice is enhanced. The report identifies the

importance of education in improving quality of life and of understanding these pupils,
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and concludes that there has been rapid improvement in provision over the last few
years. However, parents, voluntary bodies and statutory bodies alike recognise that
there is still much progress to be made before it will be possible to say that all
children and young people with ASD are being identified and that their needs are
being fully met. There is, in particular, a demand for prompt access to diagnostic
services at an early age and these services should be followed immediately by
effective home- and school-based intervention. The report highlights three key

priorities:

e  Access to multi-agency and multi-disciplinary diagnostic and assessment

services;

e Training for parents of, and people who work with, children and young people
with ASD; and

o The need for school-based and home-based educational and therapeutic

provision.

The report recognises that intervention needs to be based on comprehensive
diagnostic assessment and stresses the importance of speech and language
services. The Task Group considers that it is crucial to include social skills training in
all intervention programmes for children and young people with ASD. It also
emphasises the need to offer structured programmes, to reduce anxiety and stress

and to recognise sensory difficulties.

The conclusions from the Task Group Report follow on from the survey of AS
conducted by the ETI (Education Training Inspectorate) in Northern Ireland. This
survey covered pupils with AS in primary and secondary schools between 1999 and
2000. In relation to training needs, the survey identified the need of staff for advice
about Asperger syndrome and the implications for teaching. This includes specific
advice on the individual child’s needs, about how to deal with behaviour and
emotional problems and finally advice about how to support parents and help them
access support from other agencies. Staff expressed a desire to have access to
expert guidance for reassurance and ongoing training. The survey identified the need
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for in-service training and suggested that a booklet with essential information and
practical approaches in the classroom would be useful. Teachers also highlighted
that they would welcome the opportunity to meet with other teachers who were
working with pupils with AS. The area Board's Curriculum and Advisory Service
(CASS) was mentioned as supportive, but difficult to access because of the constant
pressure from schools for CASS support. The schools reported that the area boards
were offering more courses about autism in the last two years, and many had applied
for places. In-service training was viewed as highly sporadic, short-term and not
given high priority. The survey recommended a programme of in-service training to

support teachers and classroom assistants.

2.28 Support for families with a child or young person with

Asperger syndrome

There is much literature on the effects of AS on the family. Research studies
primarily focus on the stress on families, and a number of research studies
emphasise the frustration of parents with services and support or the lack of it. Some
research has found that families with a child with ASD have higher levels of stress
than families of children with other SEN (Dumas et al., 1991, Preece, 2000; Weiss,
2002). Gray (1994) highlights that this is, in part, related to the fact that families
recognise symptoms and then have to persuade others, including medical personnel,
of their existence. Delay in obtaining a diagnosis therefore causes additional stress to
families (Quine and Pahl, 1997).

Most research on families who have a child with an ASD focuses on diagnosis,
services and the family’s ability to cope. Hutton and Caron (2005) highlight the
unique experiences and challenges of families with ASD. Howlin and Moore (1997)
describe how many parents have serious concerns at an early age, yet only 10%
obtained diagnosis when they first sought advice. More than a third were told not to
worry or to return if problems persisted. Piper and Howlin (1999) also found that the
earlier the age of diagnosis, the greater parental satisfaction. Confusion about

diagnosis also has broader impact as it can lead to isolation from family and friends.
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Many families have indicated that they would benefit from better respite or short-term
breaks. There is a need for a flexible mix of services that provide support and routine
in school holidays and ongoing support during the year. Children and young people
with AS often cannot access services because they do not have a ‘learning disability.’
Activities which are offered to children with a learning disability, are often not suitable
for those with AS. Another factor that contributes towards stress is the fact that

families interact with many different agencies.

Recent research has also highlighted the positive resources that families can offer.
The Hero’s story examined thirty-three self-published websites on the internet. All
these websites were constructed and written by parents of children with ASDs. The
study showed that the internet allows stressed parents to forge ties and overcome

isolation.
It describes how parents go through a process of coping and come out the other side

wanting to help other parents. The emphasis is on gaining knowledge and learning,

embarking on a path of empowerment and coping with adversity.
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SECTION 3: DATA
Numbers of children and young people
with Asperger syndrome within
Northern Ireland

3.1 Introduction

It was possible to examine the numbers of children and young people expected with
Asperger syndrome and the numbers of children and young people actually known
by the schools and colleges in each of the five Education and Library Boards. This
gives information on the diagnostic practice and identification rates in each Education
Board. In addition, parents, children and young people and schools from all five
Boards completed questionnaires and where appropriate, these responses were
analysed on a regional basis. The latter data should be regarded as a sample of what
is happening in the five Boards and not as a full and comprehensive picture of all that
is in place. It was not possible within six months to identify and record all the services
and supports for children and young people and their families in each area. Other
reports, policy documents and publications have been written by professionals and
others working in Northern Ireland and these are a very valuable supplement to this
Review. Some of this literature has been reviewed in Section 2 and there are further

references given at the end of this report.

Note

The main findings have been presented in summary form in the Executive Summary
of this report and appear in a different order here. The number given to the Finding in
the Executive Summary is put alongside the relevant finding in this section of the

report.
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3.2 Data on children and young people with Asperger syndrome

collected by the Department of Education in Northern Ireland

(FINDING 2 in the Executive Summary)

The Department of Education collects data on the numbers of children with Asperger
syndrome on the roll of mainstream and special schools. It has produced guidance
entitled ‘Guidance for schools: recording children with SEN’. Categories within this
Guidance are for use by ELBs from September 2005, and by schools for inclusion in
the September 2006 Census.

The Guidance was developed to produce standard data on SEN across Northern
Ireland on children for whom educational provision was different from or additional to,
that usually made for children of a similar age. ALL children on the Special Needs
Register of a school are to be recorded (i.e. those from Assessment Stages 1 to 5 as
specified in the Code of Practice). This would appear to be a very useful database to

use for planning provision and monitoring practice.

The purpose of the records is to:

Study trends;

e Aid planning and policy;

° Monitor outcomes;

o Identify current and future funding needs; and

o Respond more easily to requests for SEN related information.

Seven main areas of SEN have been defined, and each of these have further sub-

categories within. The seven areas and their subgroups are:
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1 Cognitive and learning

Dyslexia, dyscalculia, dyspraxia, mild learning difficulties, moderate learning
difficulties, severe learning difficulties, profound and multiple learning difficulties,
unspecified,;

2  Social, emotional and behavioural

Social and behavioural difficulties, attention deficit disorder, attention deficit
hyperactivity disorder;

3 Communication and interaction

Speech and language difficulties, autism, Aspergers (sic);

4  Sensory

Severe or profound hearing loss, mild or moderate hearing loss, blind, partially
sighted, multi-sensory impairment;

5 Physical

Cerebral palsy, spina bifida and/or hydrocephalus, muscular dystrophy, significant
accidental injury, other;

6 Medical conditions/syndromes

Epilepsy, asthma, diabetes, anaphylaxis, Down, other medical conditions or
syndromes, interaction of complex medical needs, mental health issues; and

7  Other

Clearly, many children with autism and AS (and children with other SEN) will have
difficulties in more than one of these categories. Respondents have therefore to
judge which is the primary category. There is the possibility for confusion in that AS
might also fit under category 6, as it is a syndrome. Respondents are given help in
deciding which category to use by the subgroups which are suggested under each.
Autism and Asperger syndrome comes under the heading of ‘Communication and

interaction’ and a brief definition is given of each, as follows:

Autism (AUT)

‘It is recognized that autism covers a wide spectrum but it should be noted that

pupils who are diagnosed with Aspergers (sic) should be recorded in the next

category.

Pupils with autism will have difficulty:
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¢ Understanding and using non-verbal and verbal communication;

e Understanding social behaviour, which affects their ability to interact with
children and adults; and

e Thinking and behaving flexibly, which may show in restricted, obsessional or

repetitive activities.

Pupils with autism cover the full range of ability and the severity of their
impairment varies widely. Some pupils also have learning disabilities or other
difficulties, making diagnosis difficult.

Pupils with autism may have difficulty in understanding the communication of
others and in developing effective communication themselves. Many are

delayed in learning to speak, and some never develop meaningful speech.

Pupils find it difficult to understand the social behaviour of others. They are
literal thinkers and fail to understand the social context. They can experience
high levels of stress and anxiety in settings that do not meet their needs, or

when routines are changed. This can lead to inappropriate behaviour.

Some pupils with autism have a different perception of sounds, sights, smell,
touch and taste, and this affects their response to these sensations. They may

have unusual sleep and behaviour patterns.
Young pupils may not play with toys in a conventional and imaginative way but

instead use toys rigidly or repetitively. They find it hard to generalize skills and

have difficulty adapting to new situations and often prefer routine’.
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Aspergers (ASP)
‘Pupils with Asperger’s syndrome exhibit similar difficulties to those described
under autism. These pupils share the same triad of impairments but have higher
intellectual abilities and their language development is different from the majority
of pupils with autism. They may not have any clinically significant delay in

language or cognitive development.

Pupils with this disorder may have impairment in social interactions and
communication skills. They may also develop stereotyped behaviour, interests

or activities’ (pages 12-13).

Writing short descriptors of complex conditions is a challenge. This definition of
Asperger syndrome is not entirely accurate if compared to the current diagnostic
criteria, and does not help respondents as much as it might to differentiate between
children with autism and Asperger syndrome (see Appendix 1 for the diagnostic

criteria for Asperger syndrome and autism).

Respondents are asked to record a child’s PRIMARY need under one of these seven
headings and, if appropriate, their SECONDARY need.

3.2.1 Data on the numbers of children and young people with AS attending
schools and colleges in 2006

(FINDING 14 in Executive Summary)

There has been a very large increase (five fold) in the number of pupils recorded as
having AS by the Department of Education over the years 1999 to 2006 when the
data are compared. It may be that the 2006 figures included pupils at all stages of the
Code of Practice. The 1999 survey was not clear on this, stating that it took figures of
those pupils who were included in the statutory assessment process. The figures for
2006 are much closer to the expected rate of 36/10,000, and in the South Eastern
Board, are over this. It may be that some children who would have been diagnosed
as having autism by other clinicians might have been diagnosed as having Asperger
syndrome. As the literature shows, diagnosis of conditions within the spectrum is as

yet not a very exact science and so this might happen. The Department of Education
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gathers data separately on Autism and Asperger syndrome, so the figures for pupils
with autism have also been given by Education Library Board (see Table 3).

What is also clear is that there is still significant variation (from 18/10,000 to
42/10,000) between the five Boards in terms of rates of identification. It may be that
in some cases, there is over-identification and in others, it appears there are still
children with AS being missed.

3.2.1.1 Data for the West Midlands in England for 2006

The DfES in England does not collect separate figures for children with AS, collecting
combined information on those with an ASD, which includes pupils with Asperger
syndrome, who have a Statement or who are at School Action Plus on the Code of

Practice (i.e. the equivalent of Stages 3 to 5 in Northern Ireland).

The data on the number of children with ASD for all authorities in the West Midlands
for January 2006 are presented in Table 3 to show the variation in identification rates
in different authorities in England, to illustrate that the five ELBs in Northern Ireland
are not unusual in having very different rates of identification within their schools.
There is an added complication to data from schools, as the figures are based on
children with ASD who have a Statement or who are on Stage 3 or higher on the
Code of Practice. It is known that authorities and schools have different percentages
of children with SEN with a Statement, and that to some degree, Statements depend
on how good the school and authority is at meeting needs. That is, the better the
school at differentiating the teaching and the curriculum, the fewer children might be
in need of additional resources and a Statement. These figures will not therefore
include a child or young person with a diagnosis of AS who is managing well in
school and is not on Stages 3 to 5 of the Special Needs Register. It is hard to know
how many children and young people with a diagnosis of AS actually do manage
school life quite well and who have no need of support. It must be borne in mind
when reading the literature on AS that the focus will inevitably be on those who come
to the attention of services, and the picture given is therefore skewed to those who

have identified problems.
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Table 3: Data on pupils with an ASD for each of the fourteen West Midland Education Authorities in

2006
Education Pupil Population | Estimated Total ASD in | Rate of
Authority DfEE Primary School | 2006 Primary | ASD per
Jan 1999 Population Schools 10,000
4 to 18 years DfEE Data
Birmingham 188,166 94,000 382 40
Staffordshire 138,548 69,000 273 40
Worcestershire | 90,994 45,000 134 30
Warwickshire 83,158 41,000 165 40
Coventry 54,137 27,000 168 62
Sandwell 52,827 26,000 61 23
Walsall 51,112 25,000 84 33
Dudley 51,535 25,000 70 28
Shropshire 44,888 22,000 96 44
Wolverhampton. | 45,189 22,000 28 13
Solihull 40,917 20,000 83 41
Stoke 40,136 20,000 39 20
Telford & 27,943 13,000 66 50
Wrekin
Hereford 25,994 12,000 33 29
TOTALS 935,544 461,000 1,682 36

Source: DfES Data 2006
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Table 4: Number of pupils identified with autism and AS in mainstream primary and secondary
schools in 2006 in each of the five Education and Library Boards.

Board Pupil Number Number Total Rate per Rate per
Population with with AS Autism 10,000 10,000 AS
Autism + AS Autism

Southern 72,165 210 213 423 29 30
North 71,284 148 124 272 20 18
Eastern

South 64,725 214 277 491 33 42
Eastern

Western 58,747 79 137 216 14 23
Belfast 56,865 43 188 231 8 33
TOTALS 323,786 694 939 1633 21 29

Table 5: Number of pupils Identified with autism and AS in mainstream primary and secondary
schools in 1999 and 2006 in each of the five Education and Library Boards

1999 Data 2006 Data
Board Pupil Number | Rate per | Pupil Number Rate per

Population | with AS | 10,000 Population | with AS 10,000
Belfast 56,865* 39 7 56,865 188 (204) 33
Western 58,747* 33 6 58,747 137 (211) 23
Southern | 72,165* 28 4 72,165 213 (259) 30
North 65,000 4 0.6 71,284 124 (256) 18
Eastern
South 66,785 56 9 64,725 277 (233) 42
Eastern

319,562 160 5 323,786 939 (1166) 29

TOTALS

*2006 figures used
Note: The figures in brackets the numbers expected if the prevalence rate for AS of 36/10,000 is taken.

1999 data
All but one ELB (North Eastern) has fewer pupils identified with autism than with
Asperger syndrome, and that is what would be expected from epidemiological

studies, that is, there are more people with AS than with autism. Again, there is
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marked variation between the Boards in the rates of identification of autism. The
South Eastern Board has identified more children with autism than any other Board
(as it did for Asperger syndrome), so it appears that professionals in this area are
more able or willing to give the diagnosis than in other Board areas, or it is possible
that some professionals may ‘over diagnose’ the condition, that is, they use a very
wide definition of AS and autism and so include children whom other diagnosticians
might argue do not fulfil the diagnostic criteria. The BELB has the lowest rate in terms
of the numbers diagnosed with autism. The exact reasons for the differences in rates
between the Boards would be difficult to establish, but a detailed study of some of the
children diagnosed might throw some light on why this might be.

3.2.2 Pupils with AS in primary and post-primary mainstream schools in
Northern Ireland

This Review was focused on children and young people aged from 10 to 18 years.
The Department of Education collates the figures separately for pupils in post-
primary (secondary) from those in primary schools. Tables 6 and 7 show the
numbers of pupils identified in both phases of education. There are two potential
influences here. The first is that diagnostic services in the past are unlikely to have
been as good as they are currently, so there will be fewer older pupils with AS in
post-primary school, and a second factor which will have the opposite effect whereby
children with AS are often not identified until they are older, and so more pupils with
AS will be found in the post-primary schools.

When the ratios are calculated in relation to the total populations for each Board, the
South Eastern Board has identified the most children and the Western Board the
fewest. The reasons for these differences would be difficult to establish and would
need a detailed study of some of the children and the diagnoses made.
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Table 6: Numbers of children with Asperger syndrome and autism identified by primary schools in the
DENI data collection 2006

Board School popn. | Autism Asperger Total Ratio
Yrs1to 7 syndrome ASD: total

Southern 38,535 176 (85) | 125(139) | 301 (224) 128
North 38,292 127 (84) 84 (138) | 211 (222) 181
Eastern

South 36,241 192 (80) | 166 (130) | 358 (210) 101
Eastern

Western 31,154 65 (69) 81 (112) | 146 (181) 213
Belfast 25,724 37 (57) 125 (93) 162 (149) 156
Totals 169,946 597 (374) | 581 (612) | 1178 (986) 144

Note: The figures in brackets give the expected number of pupils, taking the 22/10,000 rate for autism and the 36/10,000 rate

for Asperger syndrome.

Ratio: The lower the figure in the ratio column, the more pupils with AS or autism have been identified in that Board

Figure 3.

Prevalence of Autism and Asperger Syndrome by
Library Boards. Primary Schools

Student numbers
N
o
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m Asperger syndrome
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Table 7: Number of children with Asperger syndrome and autism identified by post-primary schools
*(secondary) in the Department of Education data collection 2006

Board School |Autism |Autism AS AS

popn. Boys Girls Autism | Boys | Girls | Asperger | All

TOTAL TOTAL TOTAL

Southern 33,630 30 4 34 (74) | 777 | 111 88 (121) | 122 (195
North

32,992 20 1 21 (73) | 340 6 40 (119) 61 (191)
Eastern
Belfast 31,141 4 2 6 (69) | 555 8 63 (112) 69 (181)
South

28,484 21 1 22 (63) | 997 14 111 (103) | 133 (165)
Eastern
Western 27,593 12 2 14 (61) | 449 7 56 (99) 70 (160)
Totals 97 447

151,840 87 10 3112 | 146 | 358 (547)

(334) (881)

Note: the figures in brackets are the expected numbers if the rate of 22/10,000 is taken for Autism and 36/10,000 for Asperger

syndrome.

3.2.3 Ratio of children with AS or autism to the total child population

(FINDING 15 in the Executive Summary)

The lower the figure, the more children with AS or autism have been identified. When

the ratios are calculated for each Board at the secondary phase of education, then
the ratios are 540 (NE); 451 (B); 394 (W); 275 (S) and 214 for the SE, with an
average of 339 for all the Boards taken together. So the SE Board has identified the

most children and the North Eastern Board the fewest. These ratios show that fewer

children with AS and autism are currently identified at the secondary phase, than in

the primary phase of education. The ratios for the primary phase were 213 (W), 181
(NE), 156 (B), 128 (S) and 101 (SE), with a ratio of 144:1 for the total primary

population.
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Figure 4.

Prevalence of Autism and Asperger Syndrome by
Library Board. Post primary
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The numbers of pupils attending secondary schools are slightly less for each Board
than those attending primary school and so the actual number of children identified
with autism and AS is expected to be lower. The total secondary school population
for three of the Boards is an average of 32,000 and for the South Eastern and
Western Boards closer to 28,000 pupils. There are more children with AS identified in
the primary schools than in the secondary schools in each one of the 5 ELBSs, the
total number in primary schools being 581 compared with just 358 in secondary
schools. This reflects the increased awareness and diagnosis of pupils with AS and
autism in recent years, whereby more children are being diagnosed and diagnosis is
occurring at a younger age. These data have significant implications for secondary
schools in the future as there will be many more children than currently identified who

will need support.
In terms of the ratio of autism to AS, there are many more pupils identified as having

Asperger syndrome (as compared to autism) by a ratio of 3.5 to 1. All the Boards

have identified more pupils with AS than with autism.
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For the post-primary data, the gender of the pupils is also given which is interesting
to examine. Epidemiological studies show that there are many more males than
females with autism (4:1) and Asperger syndrome (maybe 10:1) (MRC, 2001). This is
reflected in the data for Northern Ireland. For the autism group, the ratio is 8:1 and for
the AS group, the ratio is 6.5 to 1. These ratios are the reverse of what the literature
suggests, as the number of females is generally lower in the Asperger group. More
detailed analysis of the diagnoses given to individual children and the data on which
schools are making these judgements would need to be made to explore the possible

reasons for this.

3.2.4 Nursery-aged children

For nursery-aged children, as one might predict, there were more children diagnosed
with autism than Asperger syndrome (see Table 8), as the latter is often not picked
up until the primary years or later. In the primary schools, the totals for autism and
AS were fairly similar, although in the secondary schools, there were many more

children with AS than autism.

Table 8: Numbers of children with AS in nursery schools and classes in 2006

Nursery Schools | School Autism Asperger Totals
Board population syndrome

(FT and PT)
South Eastern 1,871 26 (4) 1(7) 27 (11)
Western 1,694 7 (4) 2 (6) 9 (10)
Southern 1,565 15 (3) 2 (6) 17 (9)
North Eastern 1,559 6 (3) 1(6) 7(9)
Belfast 1,360 5 (3) 8 (5) 13 (8)
Totals 8,049 59 (18) 14 (29) 73 (47)

Note: The figures in brackets give the expected numbers for autism if the prevalence rate of 22/10,000 is taken and for Asperger
syndrome at a rate of 36/10,000.
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3.2.5 Special schools and classes

Given that one of the diagnostic criteria for AS is that the child or young person has
average or above-average intellectual ability, one would predict that most of these
pupils will be placed in mainstream schools. However, data from special schools
show that there are a total of 66 children and young people with AS attending special
schools (see Table 9) and three of the parents who completed questionnaires had
children in this sector. Smaller class sizes, knowledge of specific strategies and a
smaller physical site and lay-out are advantages which these schools have, and can
enable pupils who find mainstream schools too difficult to be more relaxed and
educated effectively.

Table 9: Numbers of children with AS in special schools and classes in 2006

Board Spec. [%age of|Autism _
Autism | AS AS Total | Total | Total
sch. |school poys _ _ _
Girls Boys | Girls Boys | Girls | All
popn. [popn
Southern | 394 <1 63 13 7 3 70 16 |86 (2)
North 119
East 1,010 | 1.3% 87 25 7 0 94 25
(6)
South 213
East 1199 | 1.8% 167 38 8 0 175 38
(7)
\Western
748 1.2% 73 12 5 2 78 14 |92 (4)
Belfast 135
1,248 | 2.1% 85 16 30 4 115 20 @)
Total 645
4599 | 1.3% | 475 104 57 9 532 113 27

106



Figure 5.

Prevalence of Autism and Asperger Syndrome by
Library Boards. Special Schools
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Table 10: Total number of children with AS in all schools, including nurseries, by Board in 2006

Total Rate/ Total Rate/ Total Al School
ota

Board Autism 10,000 Asperger | 10,000 Population
Southern 301 40 225 30 526 74,124
North 36 18

266 132 398 73,853
Eastern
South 67 43

445 286 731 67,795
Eastern
Western 171 28 146 24 317 61,189
Belfast 149 25 230 39 379 59,473
Grand Total | 1,332 40 1,011 30 2,343 334,434

Table 10 shows that overall, and when child population figures are taken into account,
the South Eastern Board has identified the greatest number of children with AS, at a
rate of 43 per 10,000, and the North Eastern Board has identified the lowest number of
children with this condition. A detailed study of individual case histories and diagnostic
practice would need to be made to examine the possible reasons for the differences

between the identification rates for each Board. It is likely that there are several factors
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involved, including expertise of professionals, awareness of AS in schools and by

parents, and ability to access and provide services.

Figure 6.
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SECTION 4: VIEWS OF CHILDREN AND YOUNG
PEOPLE WITH ASPERGER SYNDROME

The decision was made to present the data from the children and young people with

AS first, as it is their needs that are the focus of the Review and that others are trying
to address. In addition, it is only relatively recently that those in the statutory services
in the UK and elsewhere have taken steps to consult more widely and effectively with
children and young people on what needs to be provided and what their views are on
how best this can be done. Gaining the perspective of those who have AS should not

be just an add-on, but a key component of service design and delivery.

Following the data from the children and young people, is the data from parents and
carers (Section 5), who are the major resource in their lives and whose views, again,
are key to developing services which meet their needs. Asking parents what would
make a difference, rather than fitting families into the services that are usually

provided, is a key question.

Finally, data from schools and colleges (Section 6), health and social services
(Section 7) and the voluntary sector (Section 8) are presented — last, but not least —
as their contribution and drive is also paramount in providing high-quality services.
There is very good practice to report on the work of practitioners and planners in all
the statutory services and in the voluntary sector. There is still much to do, but there
is evidence that some services have improved, and guidance exists to support the

development of services for those with AS.

4.1 Data from the children and young people

Children and young people with AS are people first, and there are many other
aspects which might be written about apart from their AS. (The same is true for the
parents of children and young people with AS). Very often what can happen is that
the AS is seen as the main and over-riding component of the children and young
people and the family, and all else may be given little attention. It is important to
acknowledge that children and young people with AS also have other needs and
attributes, and varying personalities and characteristics. However, since the focus of
this Review is on Asperger syndrome, AS is at the forefront of what is written.
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4.1.1 Issues around giving the diagnosis of Asperger syndrome

Asperger syndrome is a condition which affects many areas of daily living, school,
college and work. As with any condition, some children and young people with AS
(both those who are diagnosed and those yet to be diagnosed), are more severely
affected than others. For some children and young people, their AS will therefore
play a smaller part in their life overall, but for others it will have a major impact. Those
who have received a diagnosis of Asperger syndrome are likely to have specific
needs which need to be addressed as these individuals have come to the attention of
parents and professionals because they have difficulties with certain aspects of their
lives. So staff in schools and colleges and other professionals need to take account
of the needs arising from their AS. There are many adults and children with AS,
though, who have not been diagnosed. For some of these individuals, there may be
little benefit in having the diagnosis, but there will be others who would benefit.
Systems for diagnosis need to be such that diagnosis is made early, and the needs
arising recognised and addressed. For any child or young person, it is important to
consider the pros and cons of making and sharing the diagnosis. Some of the
advantages and disadvantages are discussed in a recent book edited by Dinah
Murray (2006), which is an excellent resource for young people, parents and
professionals alike.

It is always important with a child or young person to identify and maximise their
strengths, skills and interests. For children and young people with AS, there will often
be areas where they are more skilled and able than other children and young people
of the same age. This knowledge can be used to raise their status in the eyes of
peers. Strengths and interests can lead to good careers and/or to satisfying leisure
pursuits and should be encouraged by all involved with the child or young person.
What is also true is that children and young people with AS will find many everyday
aspects in life, particularly the social areas, very hard to understand. They may be
told several times a day that they have got it wrong, thus having a depressing impact
on their self-esteem and feelings of self-worth. Some adults with AS say that is very
helpful if other people tell them what they need to do in a given situation, as they will
not necessarily know. This needs to be done in a sensitive, confidential and positive

manner, focusing on what the child or young person should do, rather than telling
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him/her what not to do and thus criticising them. In addition, it is important to check
their understanding of the instruction given or to go first, and demonstrate what they

have to do.

Data from the children and young people in the Review showed that some had
positive expectations and views of themselves, but many were also well aware of the
difficulties they had, particularly in understanding other people and making friends,
and were often very conscious of the negative responses of other people towards

them.

4.1.2 Data collection from children and young people with Asperger syndrome
A questionnaire was devised specifically for children and young people with AS to

complete (see Appendix 3). These were given out in three main ways:

o Via the voluntary groups, Autism NI, Autism Initiatives and Asperger's Network

o From professionals who sent the questionnaires to families they knew

e Viathe website set up by the review team

The questionnaires were given out by members of the different branches of the
voluntary organisations and by those working in Health Boards. Figures were not
kept on how many were sent out in total so that it is not possible to know how good
the response rate was. Ten children completed the questionnaires whilst attending a
group run by Asperger's Network and these were returned to the NICCY offices. In
total, 35 children and young people with AS returned completed questionnaires to the
review team (see Table 11). All but five of these young people completed the
questionnaires in their own handwriting. For the five who did not, their parents wrote
in their answers from dictation. Ten of these young people were also interviewed
individually face-to-face by a member of the Review team so they could elaborate on
their responses. The questionnaire was used as the interview tool. In the case of
eight children, these interviews were arranged in school time at the offices of the
educational Advisory Team, and in two cases, the interviews were held at the child’s
home. Their comments are included in the data presented in the sections below.
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This sample is not representative of the total population of children and young people

with AS living in Northern Ireland for a number of reasons:

o It was self-selecting and not a sample selected against specific criteria;

o It only reached those young people with a diagnosis of AS who were known to a

service or an agency, or who had access to the internet;

o It did not include those children and young people who had a diagnosis of AS,

but whose parents or professionals had not yet told them of this.

The responses of some of the children and young people had a positive feel
throughout in the comments they wrote, and suggests that some were receiving good
levels of appropriate support. Others made comments showing some significant
concerns, although these often had positive comments too. A few questionnaires
were almost entirely negative, where the child or young person felt that their current

life and experiences were very hard, and they appeared angry and/or very unhappy.

Table 11: Gender and age of the children and young people who completed the questionnaires

Gender Agein years
Male Female 10-12 13-15 16-18
29 6 10 10 15

4.1.3 Finding out about their diagnosis of Asperger syndrome

The children and young people were asked to state how long they had known about
their diagnosis, and who had told them. Then they were asked to write down three
facts about AS which they would tell another child, if asked; two things they felt were
hard about having AS; and then to state whether there were any advantages to
having AS.
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4.1.4 Length of time they had known about their diagnosis of AS

Five of the 35 children did not know when they had been told about their diagnosis.
For the others, 15 (50%) had been told by the age of 10 years (see Table 12). There
was a tendency for the older children to have been told at an older age, perhaps
reflecting the increased emphasis recently in the literature on the value of giving the
diagnosis to the child him or herself. The majority (23) had been told about their
diagnosis by their parents and eight young people had been informed by

professionals.

Table 12: Age at which the child/young person was informed about their diagnosis

Age of child Age when told Number
Age group in years
10-12 6 1
(n=7) 7 1
8 5
13-15 7 1
(n=10) 9 4
10 5
16-18 11 4
(n=13) 12 2
13 2
14 3
15 2
Total 30
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4.1.5 Three facts about Asperger syndrome

The children and young people were asked to write down three things they would tell
another child about Asperger syndrome, if they were asked. Their responses have
been grouped according to their age. Their statements were categorised in terms of
whether they were positive, neutral or negative in content (see Table 13). There were
almost twice as many negative statements as positive comments which is, perhaps,
not surprising. The older children and young people also wrote more statements than
the