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Terms of Reference 

The Working Group was commissioned by the South Western Area Health Board on 

behalf of the three boards comprising the Eastern Region that is the South Western 

Area Health Board (SWAHB), the East Coast Area Health Board (ECAHB) and the 

Northern Area Health Board (NAHB). For ease of reference, the three health boards 

will be referred to as the Eastern Region throughout the report. 

The remit was "To review the needs and services for children and young people with 

Asperger's Syndrome in the Eastern Region" and to report at the end of September 

2000. 

The Working Group met for the first time on the 21st June 2000. 

In carrying out the review, the Working Group had regard to:-

- the needs of children and young people with Asperger's syndrome 

- the needs of parents and those who care for children with Asperger's Syndrome 

- the existing services 

- the shortfall in existing provisions and how these might be addressed 

- the potential to develop existing services 

- interventions, which have proved successful in responding to the needs of children 

and young people with Asperger's syndrome in Ireland and abroad 
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Executive Summary 

This review was commissioned by the three area health boards of the Eastern 

Regional Health Authority that is the East Coast Area Health Board, the Northern 

Area Health Board and the South Western Area Health Board. For ease of reference, 

the three boards are referred to as the Eastern Region in the text of the report. The 

task of overseeing the project was undertaken by the Assistant Chief Executive of the 

South Western Area Health Board who also provided the secretariat. 

The Working Group, established to carry out the task, was commissioned to 

review the needs of children under eighteen years of age with Asperger's 

Syndrome/High Functioning Autism (AS/HFA) and the services currently available to 

them within the Eastern Region. 

The Working Group held seven meetings between June and September 2000. 

Contributions were invited from key people in the system and two surveys were 

carried out to collect relevant data. The surveys covered the Child Psychiatric Service 

and members of the Asperger's Syndrome Association Ltd. (ASPIRE) in the Eastern 

Region and while the surveys were limited by time constraints, the feedback was 

invaluable. 

This is the first report on this subject in the Republic of Ireland and the three Area 

Health Boards are to be commended in undertaking this initiative. The members of 

the Working Group are mindful that the report, which follows, is very much a first 

step in exploring the needs and service provision for individuals with AS/HFA and 

their families. It is our hope that this report will make a contribution towards 

enhancing the quality of life of all concerned. 
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Chapter one of the report describes the nature and implications of the 

condition AS/HGA for the individual, the family and the service providers. Children 

with AS/HFA, while usually of near normal or sometimes above normal intelligence, 

may be severely impaired in their ability to deal with inter-personal relationships and 

display other unusual characteristics evident in their:-

inability to interact with others 

lack of desire to interact with others 

lack of appreciation of social cues 

socially and emotionally inappropriate behaviour 

obsessional repetitive traits 

speech and language problems 

clumsy or gauche body language 

Paying particular attention to the perspective of the parents and carers of 

people with AS/HFA, the chapter outlines the impact of the condition on family life 

and the school environment. AS/HFA may, at first glance, be a 'hidden disability' 

thus making it harder for outsiders to appreciate the enormous difficulty parents have 

in rearing a child with this condition. The Working Group considered that parents, as 

the key providers of care, must be supported in this difficult task and suggest some 

basic measures aimed at improving the current situation. 

The importance of education for the development of the individual's potential 

cannot be overestimated and keeping the child with AS/HFA in school for as long as 

possible should be the main focus of professional interventions. However, given the 

presence of some of the symptoms outlined above, children with AS/HFA are 

frequent targets of bullying behaviour in school and all too often, this leads to a very 

high drop-out rate. 

As early intervention is critical for children with AS/HFA it follows that early 

diagnosis is essential. This issue emerged as a major factor in the Working Party's 

considerations and the complexity of diagnosing AS/HFA is examined in some depth 

in Appendix 1. 
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Chapter two outlines the current service provision in the Eastern Region. 

The primary level of intervention starts with the General Practitioner and the health 

and social service professionals in the health boards. Second level intervention is 

provided by the all important multi-disciplinary approach of the Child Psychiatric 

Service. The Beechpark Clinical Services, the tertiary level of intervention, have 

special responsibility for the provision of a wide range of specialist services for 

children on the autistic spectrum. However, given that AS/HFA is not well 

understood at primary level, and sometimes even at secondary level, it would appear 

that many children with the condition go undetected for years and that parents may 

spend an inordinately long and stressful time seeking a diagnosis. The Working 

Party were of the opinion that the dissemination of information on AS/HFA to all 

professionals, including teachers, should be one of the first steps in dealing with the 

current situation and suggests ways in which this may be accomplished. Other 

measures to improve current provisions, like better co-ordination between the 

specialist services, are also suggested. What is required is a continuum of options 

responding to the continuum of need. 

Chapter three focuses on education and communication as the key elements 

necessary for the development of children with AS/HFA. The chapter outlines the 

importance of attendance and integration in mainstream schools. This may involve 

suitable supports and arrangements together with innovative approaches. One such 

approach is that of 'reverse integration' by which is meant that children with AS/HFA 

who have been placed in a special class interact with mainstream children when the 

mainstream children join them (in the special class) for particular subjects and 

projects. Because the social skills deficit is a significant characteristic of AS/HFA 

children, group activities with mainstream children is imperative in order to develop 

communication and social skills. 

The need for group intervention is also stressed, as a way of meeting the social 

and communication needs of these children. One to one sessions may also be of value 

and/or a combination of group therapy. 
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The Working Group welcomed the news that the Minister for Education and 

Science is to establish a Task Force to examine models of educational provision for 

children on the autistic spectrum, noting that mainstreaming for these children will 

receive particular attention. 

Chapter four, under the title Views and Experience of Parents and 

Professionals, examines the outcome of the surveys already mentioned conducted 

within the Child Psychiatric Services and ASPIRE. The information returned by the 

two groups served to reinforce the picture, which had been emerging within the 

Working Group. 

The surveys highlighted the need for early diagnosis; the need for the services 

to be better co-ordinated; the need for support for parents through advice and practical 

help in managing their children's difficult behaviour both at home and in public 

places; the need for more information and better support for teachers to enable them 

to manage children with AS/HFA in the classroom. Of particular note was the 

recognition of the lack of hard data on the prevalence of AS/HFA in the population 

and the call for immediate research into the prevalence of children with AS/HFA in 

the Eastern Region. 

Chapter five sets out the issues which emerged as priorities for the Working 

Group during the course of the review and the recommendations which followed on 

from those considerations. The recommendations are set out below. 

Recommendations:-

The Importance of Early Diagnosis 

1. The appropriate professionals should come together to agree a common 

diagnostic formula for AS/HFA for the purpose of diagnosing the condition as 

early as possible. 
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2. Children with AS/HFA usually come into contact with the primary services first, 

e.g. the General Practitioner or Community Care staff such as the Public Health 

Nurse, who will carry out an initial assessment. It is important that professionals 

should be aware of the condition and make the referral to the secondary services. 

3. The Child Psychiatric Services in the Eastern Region, which is a secondary 

referral service, should come together to agree to co-ordinate the service in order 

to make it more accessible for parents who are seeking an assessment for a child 

displaying symptoms of AS/HFA. 

4. The Eastern Region should designate a tertiary centre of excellence, e.g. 

Beechpark, to which children could be referred for advice and guidance on 

placement and future management of the child. 

5. A multi-disciplinary approach is essential in drawing up a treatment plan for a 

child who has been diagnosed with AS/HFA. Each child should have a 

comprehensive treatment plan formulated and delivered to them. 

6. The Working Group recommend that an information campaign be mounted to 

inform the primary and secondary levels of the service about the importance of 

the early detection of children with AS/HFA 

7. Attention should be given to the need for special training within the relevant 

professions in relation to AS/HFA. 

8. Given the demand for the services of professional staff such as speech and 

language therapists, occupational therapists, psychologists and others working in 

this area, and the frequent reference in the report to the extent of waiting lists for 

all the services, the Working Group recommend that the shortage of professional 

staff be addressed as a matter of urgency. 
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Support for Parents and Families 

9. Parent support and the use of parents as co-therapists is central to any treatment 

plan for children with AS/HFA. One particularly stressful aspect of the condition 

is the management of difficult behaviour. Much can be done to assist parents in 

dealing with difficult behaviour and parent support networks, such as The 

Asperger's Syndrome Association (ASPIRE) should be encouraged and 

professional input be provided as appropriate. 

10. Sibling support programmes should be developed further. 

11. Individual/group counselling is necessary for persons with AS/HFA with a 

particular focus on the management of their emotions with regard to inter

personal relationships. 

12. Respite care services should be developed for individuals with AS/HFA and their 

families. 

13. ASPIRE has provided support on a voluntary basis to people with AS/HFA for 

over five years. Supports include a Help Line, regular meetings, workshops and 

seminars on the range of problems faced by families and those affected by the 

condition. It is recommended that ASPIRE be funded to employ a Development 

Officer and also be assisted to continue to operate the Help Line for parents, 

teachers and other relevant professionals. 

Education and Communication 

14. Education for children with AS/HFA is central to developing their potential and 

every possible effort should be made to keep children in an appropriate school 

placement for as long as necessary. Such efforts may include special classes, the 

support of classroom assistants in primary and secondary school or the 

introduction of the 'buddy' scheme for some children in mainstream education. 
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15. Teachers need to be aware of, and have understanding of AS/HFA and the very 

special learning and communication style, which persons of AS/HFA present. 

This awareness should be incorporated into teacher training courses at pre-service 

level and up-dated in refresher programmes throughout their careers. 

16. Modules on the education of children with AS/HFA should be included in all 

programmes throughout the duration of teacher training courses - both primary 

and secondary. 

17. As bullying appears to be one of the main reasons why children with AS/HFA 

drop out of school prematurely, it should be part of teacher training on how to 

prevent and respond to this issue, particularly for children with AS/HFA. 

18. Particular attention needs to be devoted to improving the retention rate of 

AS/HFA children at secondary level. The indications are that this is a severe 

problem masked to some extent by earlier problems such as diagnosis and finding 

a place within the primary system. 

19. Because of the lack of empathy and social interaction deficits that the person with 

AS/HFA can have they may come in contact with the Gardai because of 

inappropriate behaviour and it is important that the Gardai be aware of this 

condition and deal with these persons sensitively. 

20. The Working Group were of the opinion that better liaison should be developed 

between the teachers and the relevant health professionals with regard to the 

needs of children with AS/HFA. The forum, already established through the 

Home School Community Liaison Scheme, could provide one avenue for this 

development, as local level collaboration is critical for success. 

21. It is important that third level places be provided for persons with AS/HFA and 

that they should have the support necessary for achievement at this level. 

Consideration should be given to accessing programmes for people with 

disabilities at third level institutions. 
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Research 

22. A comprehensive prevalence study of AS/HFA in the Eastern Region should be 

initiated as soon as possible 

23. It is essential that all intervention programmes undertaken should be critically 

evaluated, given that there is so little research in this area, so that the outcome(s) 

may be shared with others working with children with AS/HFA. 

24. The need for greater understanding and more knowledge regarding the whole 

area of AS/HFA has been noted by the Working Group and it has been suggested 

that consideration be given to hosting a conference or seminar, national or 

international, to bring together the best thinking on this subject. New ideas and 

innovative ways of tackling the difficulties confronting both individuals with 

AS/HFA and their carers should be shared with a view to improving the service. 

XII 



Introduction 

The Working Group was commissioned by Ms. Brid Clarke, Assistant Chief 

Executive Officer of the South Western Area Health Board on behalf of the Eastern 

Region. The remit of the Working Group was "to review the needs and services for 

children and young people with Asperger's Syndrome in the Eastern Region". 

For the purpose of the review, children and young people include all those up 

the age of eighteen years. 

Apart from the Chairperson and the Honorary Secretary of the Asperger's 

Syndrome Association Ltd. (ASPIRE), the members of the group were drawn from 

the Child Psychiatric and Autistic Services in the Eastern Region. 

Definition of Asperger's syndrome 

At the first meeting, the issue of defining Asperger's Syndrome for the 

purpose of the review was discussed and it was agreed, following due consideration of 

the issues related to diagnosis, to include those children and young people who had 

been diagnosed as being High Functioning Autistic with an IQ of 70 or over. The 

background to this decision is set out in Appendix I, which examines the complexity 

of differentiating between Asperger's Syndrome other conditions and the many 

possibilities for misdiagnosis. In the June 2000 issue of the Journal on Autism 

(devoted entirely to Asperger's syndrome), the editor sums up the case by saying 

"One message to emerge from the papers is that it seems currently impossible to 

reliably distinguish between Asperger's Syndrome and high functioning autism on 

any acceptable clinical or pragmatic grounds" (Prior, 2000 p8). 

The revised definition for the Working Group's remit was agreed with the 

Assistant Chief Executive Officer of the South Western Area Health Board. For ease 

of reference, Asperger's syndrome/High Functioning Autism is referred to as 

AS/HFA throughout the text of the review. 
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While the remit of the Working Group was to review the needs and services 

for children and young people, during the course of our discussions it was necessary 

to cross that boundary and consider the implications of those needs, which continue 

throughout the life cycle and spill over into adulthood. There is no cure for autism and 

the same may be said for AS/HFA. However, a great deal can be done to meet the 

needs of those who have autism or AS/HFA and their family. This is particularly so if 

the condition is diagnosed early and the necessary supports and services are provided 

at that time. 

Approach of the Working Group 

The Working Group met six times between the 21st June 2000 and the end of 

September. Different members of the group, individually and together, addressed 

issues relevant to their area of expertise and drew up position papers for consideration 

by all the members of the Working Group. 

We are particularly grateful to the members of the Asperger's Syndrome 

Association (ASPIRE) who participated in a survey (see Appendix II) and also to the 

Consultant Child Psychiatrists in the Eastern Region who assisted us in a consultation 

process to gather information on the current situation (Appendix III). 

Both surveys are set out in Chapter 4. 

The Task Force to be established by the Minister for Education and Science 

The Minister for Education and Science, Dr. Michael Woods, T.D., announced 

the establishment of a Task Force to examine models of educational provision for 

children with autism on the 21st August 2000. Children with AS/HFA are to be 

included in the terms of reference and the Minister indicated his particular interest in 

making real progress in educational mainstreaming for autistic children. The 

Working Group have examined this issue and their views in relation to AS/HFA 

children are included in chapter three. 
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Chapter One 

Asperger's Syndrome/High Functioning Autism : An Overview 

What is Asperger's Syndrome? 

It is over half a century since the Austrian psychiatrist, Hans Asperger, first 

described the neurocognitive disorder, which bears his name (Asperger, 1944). To use 

Asperger's original words "This disturbance results in severe and characteristic 

difficulties of social integration" (Asperger, 1991 .p37). Yet, today, this condition is still 

relatively unrecognised. 

Asperger's syndrome (AS) is a form of autism, which is often diagnosed as High 

Functioning Autism (HFA). For this reason, the Working Group decided to include 

persons at the high functioning end of the spectrum (IQ of 70+) in this review. 

Hereinafter, the term AS/HFA will be used to refer to children in this group. People 

sometimes may be of exceptional intellectual ability, but all experience particular 

difficulties in the following areas:-

• Reciprocal social interaction 

• Verbal and non-verbal communication 

• General life skills 

Those affected generally do not have any physical disability and with their 

reasonable language (although often pedantic) and intellectual abilities, they can be 

regarded as relatively close to 'normal'. However, they are seriously restricted and 

disabled by their autistic characteristics and this disability becomes more obvious as they 

get older. The syndrome can be an extremely disabling condition. It marginalises those 

affected to the fringes of the community and largely excludes them from normal 

employment. It also places an enormous burden on the family or person(s) caring for 

them. 



A brief summary follows of the two key areas of life, family and school, as they 

are affected by the condition of AS/HFA. A more detailed examination of these areas is 

set out in later chapters. 

Family Life 

Studies of autism show that families with a member who has AS/HFA experience 

increased levels of stress. There is evidence of disruption of routine family activities, an 

increased financial burden and an adverse effect on the mental and physical health of 

family members. While there is also some evidence to show that a small number of 

families may find strength in the challenge presented by a child with AS/HFA, in general, 

the fall-out is stressful. For a full account of the variable impact and the difficulties 

experienced by families caring for a person with AS/HFA see the Eastern Health Board 

publication Irish Families under Stress (Fitzgerald et al. 1997. Vol. 6.pp 27-37). 

As pointed out in the above publication, the impact of AS/HFA on family life not 

only affects the individuals involved, but also the marital relationship and the sibling 

group. Support networks are of critical importance and the extended family can play a 

major role in the family's ability to cope. 

Another Irish study entitled Positively Coping (Sharry 1997) looked at the coping 

strategies and resourcefulness of parents with a child on the autistic spectrum and 

highlighted the parents views that the behavioural problems were the biggest source of 

stress they encountered on a day to day basis. Quoting one mother, the study reported her 

as saying:-

"The problem is that Sam looks normal and then he does really weird things or 

he says strange things. Sometimes a child with a mental handicap or Down's 

syndrome looks different so people expect problems, they have a warning. But 

Sam who can behave quite bonkers, yet who looks normal, so people think he 

is just being naughty". (Sharry 1997.p92) 
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A significant factor, which emerged in this study, was how many potentially 

supportive relationships in the extended family were hampered by the presence of a 

blaming factor. One father spoke of people who would say to him "you're too soft; if 

you dealt with them this way you wouldn't have a problem" - implying that the problem 

was due to bad parenting. One mother interviewed for the study said, "My mother was a 

thorn in my side. She never accepted that there was anything wrong with Paul. She'd 

ask "why don't you send him to an ordinary school?". 

This blame is particularly acute for children with AS/HFA as their disability is 

less visible and manifests itself in specific behavioural problems identical to 'naughty' or 

oppositional behaviours. Parents needed help to understand such dynamics and it was 

practical day-to-day support and help in managing such behavioural problems, which 

they seemed to value most in their contact with professional staff. The study concluded 

that a positive approach to the design of professional support services, which emphasised 

progress and strengths, seemed to be strongly indicated (Sharry 1997). 

Education 

The Education Act, 1998 (Part 1 S.7) sets out the functions of the Minister for 

Education and Science. The functions include the Minister's responsibility to: 

"ensure (subject to the provisions of the Act) that there is available to each 

person resident in the State, including a person with a disability or who has 

other special educational needs, support services and a level and quality of 

education appropriate to meeting the needs and abilities of that person ". 

Because children with AS/HFA may be good academically and indeed excel in 

some subjects, education is a critical factor in their development and it is essential that 

such children are helped and encouraged to stay in school as long as possible. Teachers 

need to be aware of the condition and be trained in the appropriate ways of managing the 

children in class. The child affected by AS/HFA does not absorb the social skills, which 

most children acquire instinctively as part of the normal socialising process so they 

present with special needs, which require special attention. They have to be taught the 

often un-stated rules of social behaviour and interaction with other people. 
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Children with AS/HFA have difficulties in relating and communicating with 

people and the world around them and this deficit becomes more obvious as they get 

older. They have great difficulty in making friends and relating to their peers. They tend 

to hover on the fringes of children at play and need encouragement to participate in team 

games. They are generally quiet in the classroom, often seen as shy or withdrawn, 

although, on occasions, they can be disruptive. 

Many children with AS/HFA have some form of obsessional interest or they may 

have exceptional academic ability in particular areas, which set them apart from other 

children. Being 'loners' and different from their peers the AS/HFA child is frequently a 

target for bullying in mainstream schools. It is suggested that bullying is the biggest 

problem these children encounter in school and may be one of the main reasons why 

AS/HFA children drop out of school at an early age. 

A variety of interventions have been shown to help in such situations including: 

i) the 'whole school' approach of inclusiveness which seeks to integrate the child into the 

school community; ii) the 'mentor' system whereby an older student is asked to look-out 

for an AS/HFA child and iii) Classroom Assistants have proved to be very successful in 

preventing bullying and in helping such vulnerable children to integrate with their peers. 

The announcement by the Minister for Education and Science (21/8/00) of the 

special Task Force to 'examine models of educational provision for children with autism' 

has been warmly welcomed by all concerned. The Minister referred in his speech, on the 

occasion of the launch, of his wish to ensure proper educational provision for children 

with Autism and that real progress would be made in mainstreaming autistic children. 

The reference to mainstreaming is central to progress for AS/HFA children, who, 

being at the high functioning end of the autistic spectrum, will be included under the 

terms of the Task Force remit, and this issue is examined in some depth in chapter three. 

4 



Prevalence of AS/HFA 

The prevalence of Asperger's syndrome in Ireland is not yet known. However, a 

study of the population of children between the age of 7 to 16 years, carried out in 

Sweden by Elhers and Gillberg (1993) found a prevalence of Asperger's Syndrome of 3.6 

per 1,000 in this population, or 36 per 10,000. The ratio of male to female is 

approximately 7:1. 

There is an urgent need to carry out research into the prevalence of AS/HFA in 

this country, as the extent of the problem is a major factor in planning services to meet 

the needs of this group of children. Given the complexity of the current diagnosis, it may 

be the case that many children are misdiagnosed or diagnosed at a late stage of their life 

thus causing them to miss out on the opportunity of critical early interventions. A recent 

study by Ozonoff (2000) suggests that the difference between Asperger's syndrome and 

children with high functioning autism, involves the same fundamental symptomatology, 

differing only in degree or severity. 

What do Children and Young People with AS/HFA Need? 

Family Life 

All children need a stable family life. For AS/HFA children in particular, 

stability, an understanding of their particular problems and a supportive environment is 

essential if they are to function to the best of their ability. 

Given the stresses inherent in families with a member who has AS/HFA, families 

need to be supported in the task of providing such an environment. The term 'partnership 

with parents' is now used to indicate the importance of placing the family at the centre of 

the care system. The following chapters outline the specific supports, such as respite care 

and practical help in managing difficult behaviour, which parents require to make this 

partnership work. 
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School 

As not all children with AS/HFA, at first glance, have very obvious 

characteristics, which indicate their disorder, and as their intellectual ability is perceived 

to be within the normal range, other people may not be able to conceptualise the genuine 

difficulties the child has with the social/emotional aspects of life. According to Attwood 

(2000) the first strategy is to ensure that the child has opportunities to observe and 

interact with ordinary children in school. This is to ensure that their peer group not only 

demonstrates appropriate social/emotional behaviour but is also sufficiently socially 

skilled to know how to modify its social behaviour in order to accommodate and support 

the child with AS/HFA. Some children with AS/HFA attend schools for emotionally 

disturbed children but such circumstances may not provide an appropriate peer group 

(Attwood 2000, p88). 

Interventions which are of particular value in helping children deal with the 

social/emotional problems associated with AS/HFA include the development of 

communication skills through methods like i) social stories; ii) encouragement in 

developing friendship skills and iii) social skills groups. An observation made by 

Attwood is that strategies to improve social integration are a valuable component of 

Cognitive Behaviour Therapy programmes and such strategies are likely to be pertinent 

fqr a]l cjjildjen at the high functioning end of the autistic spectrum, irrespective of 

whether the child has a diagnosis of Asperger's syndrome (Attwood 2000. P98). 

Early Diagnosis 

The Working Group were particularly aware of the difficulty for parents in 

securing an early diagnosis and the ASPIRE survey bears this out (details in chapter 

four). The nature of the condition does not make this an easy matter to resolve yet so 

much hinges on this element that we wish to stress its importance. 
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Howlin (2000) in a study of outcome in adult life for people with AS/HFA makes 

the case for the importance of early diagnosis with, of course, appropriate educational 

facilities and help with supported living to back it up. While there is little evidence of 

any excess of crimes amongst people with AS/HFA, Scragg and Shah (1994) have 

suggested that there may well be more people with autism in prisons or secure 

accommodation than is realized. 

We recommend that steps be taken to ensure that the services involved in the 

diagnostic process are alerted to and informed of the critical importance of the early 

diagnosis of AS/HFA. We had very helpful feedback from the Child Psychiatric service 

concerning referrals to that service which included referrals from Public Health Nurses 

and the Area Medical Officers of the health boards. Such early warning systems might 

well provide a way forward and indicate the need for all those in the social services to be 

aware of this condition. This dimension is further developed in chapter four. 
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Chapter Two 

Current Service Provision in the Eastern Region 

Beechpark Clinical Services for Children on the Autistic Spectrum 

Beechpark clinical services headquarters are based in Stillorgan, Dublin and have 

special responsibility for the provision of a wide range of specialist clinical services for 

children on the autistic spectrum, their families, schools and other agencies throughout 

the Eastern Region. 

Up to recently, a small number of children diagnosed as being at the higher end of 

the autistic spectrum received a service from the Beechpark clinical service. However, 

with the increasing awareness of the number of children in need of attention at the higher 

functioning end of the autistic spectrum, the service has been receiving a growing number 

of referrals of such children. Children with Asperger's syndrome, as we have seen, 

display the same symptomatology, differing only in degree or severity from children with 

high functioning autism (Ozonoff, 2000) and as such, are entitled to access the Beechpark 

service. Greater recognition of Asperger's Syndrome, the Working Group were 

informed, is leading to an increased demand on all the services, and in particular on the 

provisions at Beechpark 

There are currently 340 children in the Eastern Region receiving a service from 

Beechpark. Of those, 41 have been diagnosed as being at the high functioning end of the 

autistic spectrum (AS/HFA). 

The Beechpark clinical service is provided to all the children on the autistic 

spectrum in an outreach manner with multi-disciplinary teams working with families at 

home, teachers in pre-schools and primary/second level schools and providing 

consultation and follow-up with other agencies and services such as the Child Psychiatric 

Service. An example of the partnership approach is further outlined in chapter three. 
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Residential Accommodation 

The Beechpark clinical service also provides hostel accommodation for a small 

number of children at the following centres (not necessarily for children diagnosed as 

AS/HFA):-

• Farmleigh Hostel in Stillorgan caters for boys and girls. 

Currently it accommodates four teenage boys. 

• Drumheath Hostel in Mulhuddart caters for boys and girls 

Currently it accommodates three teenage boys. 

• A respite house in Liffeyvale is due to come on stream in the near future. 

• KISH, Delgany provides weekend respite accommodation every second weekend 

for children from Beechpark. 

Day Schools 

There are two day schools located on the Beechpark campus at Stillorgan, which 

are run in conjunction with the Department of Education and Science. They cater for 41 

children of which 3 children may be in the AS/HFA category. The schools are :-

Ballyowen Meadows day school with 24 special needs children aged 4 to 12 years 

and Setanta day school catering for 17 children up to the age of 18 years. 

There are two classes in Walkinstown mainstream school specifically designated 

for children in the AS/HFA category, to date. 

The Outreach Teams 

The Beechpark clinical service provides four clinical teams. Two are based on 

the Beechpark campus - Campus Team and Southside Outreach Team. The other two 

are located on the Northside (Donnycarney) and Westside (Celbridge) of the city. 

Children who are diagnosed as AS/HFA are, in the main, provided for by the Outreach 

service. There are currently 39 children provided for by the Outreach Teams. 
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The present composition of a fully staffed Outreach Team would generally consist 

of two occupational therapists, two speech and language therapists, one psychologist, two 

nurses one project worker/behaviour specialist and one social worker. In addition there is 

provision for two part-time psychiatrists as consultants to the teams. The Campus Team 

has one of each profession on its team, including a social worker, residential care/respite 

care worker. The Director of Services is also based at the Beechpark campus. There is 

also a social worker/residential and respite care on the Team. 

The importance of a mutli-disciplinary approach in providing for the needs of 

children on the autistic spectrum cannot be over-emphasised. The multi-disciplinary 

Outreach approach is particularly relevant for the support of children with AS/HFA as 

so many of them are consciously attempting to participate in mainstream activities, 

whether it be school or social life. As one young person with AS/HFA is quoted as 

saying to his speech therapist - "My greatest fear is going into the real world". 

The Contribution of the Different Disciplines comprising the Outreach Teams 

What makes the multi-disciplinary nature of the Outreach teams so special is the 

range of expertise they bring, as a team, to the assessment process and the treatment 

programme provided by the appropriate team member. Very briefly, the key elements of 

a comprehensive assessment and follow-up plan are formulated by appropriate members 

of the following disciplines:-

The Psychologist 

In addition to providing counselling for individuals with AS/HFA the 

psychologist offers a range of services including diagnostic, intellectual, learning and 

social assessments; individual and group support and therapy; home and school 

consultations regarding behavioural, emotional and educational needs. They also provide 

periodic training groups for children, parents and professionals and engage in research in 

addition to counselling for individuals with AS/HFA and their families. 
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The Social Worker 

The social worker makes early contact with parents who are referred to the 

service. They are trained to listen, support, inform and counsel parents and family 

members, and often prepare the initial social history to underpin the follow-up 

assessment. They have a role in ongoing support, providing the link between families 

and essential services and acting as advocates for the family when such services may be 

in short supply. 

The Project Worker/Behaviour Specialist 

The project worker has the task of working with and conducting training sessions 

for parents and teachers and devising effective ways of preventing and responding to 

challenging behaviours. They rely substantially on learning and reinforcement theory 

methods, which are commonly known as A-B-A (applied behaviour analysis). 

The Occupational Therapist 

The unique focus and expertise of the occupational therapist is the assessment and 

enhancement of a child's occupational performance and the relationship between that and 

the individual's physical, social and cultural environments. The term occupational 

performance encompasses four interrelated and interdependent areas:-

• Self-maintenance e.g., dressing, personal hygiene, using public transport etc. 

• Productivity e.g., play, school, training and education. 

• Leisure e.g., sports, hobbies, leisure activities, socialising. 

• Sensory integration/intervention and assistance provides help to persons with 

AS/HFA with motoric problems. 

The aim of the occupational therapist's intervention is to increase independent 

functioning, enhance abilities and improve the quality of life. 
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The Speech and Language Therapist 

The speech and language therapist provides assessment, diagnosis and 

management of communication disorders. Intervention is delivered in schools, homes 

and respite units. A primary focus is to train parents and staff as communication 

facilitators using the Hanen approach. The Hanen Language Programme (devised in 

Toronto, Canada) is used as a training framework at Beechpark to facilitate language 

development skills for teachers, parents and siblings of children with language problems. 

The training provided by the Beechpark service using this method, supported by other 

autism specific approaches, has proved very successful and is set out in more detail in 

chapter three. 

The Community Nurse 

The role of the Community Outreach Nurse is to support families, teachers and 

carers involved with the child at the early intervention stages. Through joint intervention 

with the Outreach team, the nurse helps to identify the needs of the child by working 

from skills already present and activating daily solutions. This will help to increase 

emotional social and intellectual skills, thus enhancing constructive interaction in the 

home, school and social environments. 

The Child Psychiatrist 

The child psychiatrist offers guidance on a wide range of medical, psychological, 

emotional and behavioural concerns as well as participation in treatment programmes as 

relevant. On occasions, it may be necessary to prescribe pharmacological intervention, 

which is the psychiatrist's responsibility. 

The Child Psychiatric Service in the Eastern Region 

Distinct from the Beechpark clinical services, the Child Psychiatric Service in the 

Eastern Region is delivered through individual clinics, which provide a service for the 

whole region and are located in each health board area. The service is provided by the 
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clinics run by the Health Board itself in the South Western Area Health Board area and 

the Northern Area Health Board area, by the St. John of God Brothers in the East Coast 

Area Health Board area and South Western Area Health Board area and by the Mater 

Hospital Child Psychiatric Service in the Northern Area Health Board. 

Children may initially be referred to the child psychiatric service presenting with 

a variety of problems by parents, teachers or other referring agents. If the diagnosis 

appears to indicate that the child is on the autistic spectrum, referral may be made to the 

Beechpark clinical service for further assessment and/or placement in outreach classes or 

special schools. However, assessment and follow-up treatment may also be offered by 

the multi-disciplinary team within the child psychiatric service. 

One of the outcomes of the information gathered from the Child Psychiatric 

Service by the Working Group (as outlined in Chapter Four) is the increasing number of 

children who are being diagnosed as being AS/HFA and who are receiving service in 

their local Child Guidance Clinic. It was indicated in the feedback from the Child 

Psychiatric Services that with the Beechpark service is currently working to capacity, 

more and more children with AS/HFA are being treated within the Child Psychiatric 

Service, thus increasing the demand on that provision. 

The Asperger's Syndrome Association of Ireland - ASPIRE 

The Asperger's Syndrome Association of Ireland (ASPIRE) was established in 

March 1995 to assist those affected by AS/HFA, to provide support for their carers and to 

promote research into the condition. The Association holds meetings, workshops and 

seminars on the range of problems faced by families and those affected by the condition. 

It currently has 187 members throughout Ireland with about half the membership located 

in the Eastern Region. 
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Chapter Three 

Education and Communication 

Introduction 

This chapter looks at the education of those with AS/HFA Syndrome given the 

special needs, which these children have. Rutter (1985) pointed out that "the most 

powerful influence on the outcome for children with autism is education". 

Before summarising these needs it is worth bearing two considerations in mind: 

(a) Because AS/HFA has only in recent times entered into the awareness of professionals 

and become recognised as a distinct syndrome, there are few enough models available 

when it comes to dealing successfully with AS/HFA children particularly over the course 

of early socialisation, education and integration into employment. 

(b) Just as AS/HFA children can be placed at one end of a continuum of Autism with 

different needs predominating at different points of the continuum, so children with 

AS/HFA also exist on a continuum within this category. In other words, different 

children have different types and degrees of learning difficulties and each child is likely 

to encounter different problems at the various stages of the educational process. 

McKernan (1998) has recently summarised the condition of children with AS/HFA: 

"Those affected have a huge social deficit, obsessive interests and are prone to 

high levels of anxiety and low self esteem. They are often gifted in particular areas". 

It has been suggested that both Ludwig Wittgenstein, the philosopher, and Paul 

Erdos, the mathematician, both suffered from Asperger's syndrome (Fitzgerald, 1999 and 

2000). However, there are not many known examples of people fulfilling their potential 

and managing their social and emotional impairment as Wittgenstein and Erdos did. 

Instead, the evidence as it will emerge, is frequently of individuals with AS/HFA being 

unable to cope and dropping out of school and education quite early. 
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It is to be expected that high levels of anxiety and low self-esteem can result from 

problems and confusions surrounding social interaction and failure to benefit from 

normal schooling methods. Hence the need for early diagnosis, counselling and advice 

for parents and siblings to forestall the development of anxiety and low self esteem which 

are added burdens in the educational and learning stakes. 

There is a real paradox when providing for the education of persons with 

AS/HFA. Most of the learning difficulties of persons with AS/HFA result from social 

interaction and communication problems, which would seem to rule out mainstream 

education. Yet learning for them in social and life skills can only take place by mixing 

with normal peers during the educational process. Thus while a case can be made for 

many handicapped, which in the past have been placed in special schools to be integrated 

into mainstream education to their own benefit, in the case of persons with AS/HFA 

inclusion in mainstream education is a must if the social skills deficit is to be addressed. 

Managing Education for AS/HFA Children. 

How the inclusion in mainstream education is managed, however, is important 

and currently the focus of discussion amongst professionals and experts dealing with 

issues relating to AS/HFA. Persons with AS/HFA typically dislike change and find it 

difficult to function without a clear structure. Preference for same, dislike of change and 

development of routines is common. Routines impose a structure, which facilitates 

comprehension. If these are breached, an individual with Asperger's Syndrome becomes 

upset and anxious as their context for learning is being removed. Preparation is crucial if 

change is to occur. Movements and changes in schedules are commonplace in schools 

rendering them frightening places for individuals with AS/HFA. They are also 

vulnerable to bullying and find playground activities fearful. 

Individuals with AS/HFA do not have adequate skills to initiate, maintain or 

terminate a conversation appropriately. This results from social comprehension 

difficulties and has implications for social functioning and peer interaction. 
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As regards the management of integration, the Working Group gave consideration 

to mainstreaming in local primary schools and to a relatively new initiative, reverse 

integration, seen by the Working Group as an important development to be considered. 

While mainstreaming is where a child attends a national/local primary school and has 

access to a mainstream curriculum, reverse integration refers to the provision of peer 

interaction where the child remains in the structured special class, which mainstream 

children visit for selected structured activities. 

Benefits and Pressures of mainstream inclusion. 

Benefits 

The following summarises claims that have been made for mainstream education of 

autistic children generally: 

• The provision of normal role models. 

• A broad curriculum not always available in special or specialist schools. 

• The normality of local education, which integrates children and parents into the local 

community. 

• Opportunity to make peer friends. 

• Better understanding by non-handicapped children of their autistic peers and 

improvements in self-concepts, growth in social cognition and increased tolerance of 

other people on the part of autistic children. 

Pressures 

Pressures arising from mainstream inclusion that have arisen include: 

• Serious difficulties with social integration due to lack of social skills. 

• Copying of "bad behaviour" role models due to vulnerability resulting from inability 

of AS/HFA children to discriminate between positive and negative social behaviour. 

• Bullying especially during "free-time". 

• Failure to benefit fully from curriculum because of difficulties inherent in the 

condition. 
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Reverse integration 

Reverse integration refers to the provision of peer interaction where the child 

remains in the special class when mainstream children visit for structured activities. 

Reverse integration is reported to be less traumatic for an individual on the autism 

spectrum than mainstreaming. It allows for continuity of staff relationships and the 

maintenance of clear structure both physical and organisational in small classes, all 

factors which are important to the security and thus to the education of the person with 

autism. 

Reverse integration allows for: 

• Individualised Educational Plans (IEP's) resulting in a curriculum, which is 

formulated following clinical and educational assessment. 

• Good staff pupil ratios. 

• Individual remaining in structured special class in familiar surroundings. 

• Staff and structures remaining consistent with better control of interaction with 

mainstream children when visiting. 

• Greater control over the structuring of the group activities involving normal and 

autistic children on the part of staff. 

Both mainstream integration and reverse integration can be used in combination with 

other initiatives including: 

• Streaming of AS/HFA children to provide for more stimulation and variety in terms 

for instance of language input from educators and to take advantage of student 

interests and strengths. 

• Employment of resource teachers to support individuals with AS/HFA syndrome in 

mainstream schools. 

• Employment of classroom assistants to provide for individual support 

• Development of so-called "buddy system" to link AS/HFA Syndrome with peers from 

mainstream education. 
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Communication 

Because social skills deficit and communication problems are key handicaps to 

children with AS/HFA and because these handicaps arise so early in the socialisation 

process, it is vitally important to understand the core impairments underlying the 

communication and social deficits of individuals with AS/HFA and to be clear on 

interventions needed to redress the balance. 

As Tantam (1996) has pointed out: 

"Pragmatic abnormalities are conspicuous in people with Asperger's Syndrome. They 

contribute to a dis-inhibition which may result in asking personal questions or 

volunteering indiscreet information inappropriately". 

The domain of pragmatic language difficulty is illustrated in its purest form in Autism 

Spectrum Disorders, which includes High Functioning Autism/Asperger's Syndrome. 

The process of communication is an ongoing issue for this population. 

Pragmatic language ability refers to the knowledge of what to say or not to say in a 

social context. Its purpose is shared intent, expression of perspective and communication, 

which is appropriate in a given situation. The surface difficulties are apparent by 

observing a tendency to give too little or too much information relative to listener need. 

Rather than general language difficulties, such difficulties stem from deficits with social 

comprehension where individuals fail to appreciate the role of shared understanding and 

social perspective taking. This reflects theory of mind (cognitive) deficits, which relate 

to: 

• Difficulty understanding the intentions and viewpoints of others 

• Literal interpretation because of limited conceptual knowledge 

• Difficulty with metaphors, sarcasm and humour. 
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The social impact of these difficulties is significant and results in an inability to 

relate to others in a conversational manner. Language delays may be identified as one of 

the causes for poor peer relationships, bullying, victimisation and loneliness and may 

result in referral to the Speech and Language Therapist. What needs to be established is 

the underlying mechanism causing these ongoing difficulties. Any degree of impairment 

in socialisation however subtle has a devastating effect on the life of an individual and 

the need for specific and sustained support is imperative. 

Intervention 

Children on the autistic spectrum present with distinctive communication and 

social styles. It is the role of the speech and language therapist to identify the 

conversational style of each individual and the stage of play/language/communication 

development. This allows formulation of a programme specific to each individual's 

needs. 

The primary objective is to enhance the communication process that is reciprocity 

or turn-taking with peers by providing opportunities in a naturalistic way. 

There is an awareness of the inadequacy of individual (1-1) therapy in meeting 

the objectives, particularly when parents and educators aren't trained to generalise 

therapy goals. Given the fact that communication deficits are core in autism combined 

with the fact that traditionally, speech and language therapy has evolved on a 1-1 basis, 

parent's requests for individual therapy is not surprising. 

Group Intervention 

(i) Training of Educators and Carers 

The focus is on empowering important others such as parents, siblings and 

educators to facilitate communication skills by seeking sympathy with the individuals 

motives in following their lead and interest. The Hanen programme for childhood 

educators has been used as a framework for this approach 
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The Hanen programme outlines communicative strategies, which are useful to the 

development of communicative competence. This can be supported by other autism-

specific approaches such as the TEACCH method with its emphasis on structure and 

predictability through visual schedules, which facilitates comprehension. 

By designing effective communicative environments through training of siblings, 

parents and educators in a group setting the individual with an autistic spectrum disorder 

is provided with consistency and practise across contexts, important for the maintenance 

of gains in learning. 

(ii) Social Skills Training for Individuals with Asperger's Syndrome 

Speech and language therapists have a significant contribution to make in 

providing interactive opportunities from pre-school to adulthood. Clearly, other 

clinicians as well as teachers and parents have a very significant role to play in this area 

as well. 

Aarons and Gittens (1998) have devised a social skills approach to facilitate 

communication development in the more able and verbal individuals with AS/HFA. The 

overall aim is to teach basic strategies for social communication in the context of the triad 

of social impairments. They recommend that any social skills programme must: 

• Involve parents/carers as well as teachers/therapists 

• Be in a group setting 

• Be developmentally based. 

They state that 

"it is possible to effect real changes and improvements in those children who have autism 

and good cognitive skills, for the simple reason that they have the capacity to learn at 

least some of the social skills". 

20 



The experience at Beechpark is that ongoing support is vital with an emphasis on 

problem solving, developing communication and social skills. Routine daily tasks such 

as preparing snacks, simple cookery, setting the table or sorting cutlery are examples of 

practical areas which can be targeted and should be integrated as part of the group 

programme. Art, project work and sport also provide other contexts for communication 

training in a group setting. 

Individual Speech & Language Therapy 

Given the prevalence of language and literacy difficulties in this population, many 

individuals with AS/HFA will require some individual speech and language therapy in 

addition to communication training. This can be integrated into educational programmes 

with the teachers. Programmes such as 'Language Through Reading Scheme' have been 

found useful in the classroom where the preference is for the more visual written word 

rather than oral language. The focus should be on reading comprehension as hyperlexia 

whereby the individual reads fluently with no underlying understanding- often presents. 

Interestingly this profile is often mirrored in verbal language where expressive language 

is superior to skills in verbal comprehension. 

Social comprehension difficulties can be addressed by using Carol Gray's Social 

Stories and Comic Strip conversations, which facilitate comprehension of social rules. 

These approaches employ the visual modality in the form of pictures and the written 

word. 

Diagnosis 

In view of the substantial body of research advocating early intervention, the 

importance of early diagnosis and ongoing support cannot be overestimated. 

Current classification systems do not facilitate accurate assessment of individual 

needs. The issue is a deviance in acquisition and use of language rather than a delay. 

Non-verbal communication and play are useful diagnostic markers for autism in early 

childhood. All communicative variables must be addressed using an accurate diagnostic 
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framework if early diagnosis is going to be achieved. Investigating 'functional v 

reciprocal' communication variables would be useful in terms of differential diagnosis. 

This should facilitate early detection of more subtle social communication 

difficulty. Determining if an individual has pragmatic language impairment, the type of 

pragmatic impairment and the degree of severity are crucial considerations prior to 

diagnosis, intervention and accessing appropriate services for the individual with 

AS/HFA The role of the speech and language therapist is essential to the functioning of 

the multidisciplinary team in assessing, diagnosis and management of individuals with 

Asperger's Syndrome. 

Partnership 

For services to achieve their objectives to bring children to a maximum realisation 

of their social and intellectual potentialities, all aspects of the conditions of AS/HFA need 

to be addressed within an integrated multi-disciplinary programme. The collaboration of 

parents, educators and clinical team members is essential in assessing, planning, 

implementing and monitoring educational programmes. 

The need for early and sustained education has been well established. Because 

many individuals with AS/HFA do not receive a clear diagnosis until 6 years or older, the 

opportunity for intervention using AS/HFA specific approaches are likely to be missed in 

the pre-school years. 

While a strong emphasis in this report is on the early and primary school needs of 

children with AS/HFA the plight of those children at secondary school level and beyond 

is even more problematic. 

Many normal children have some difficulties in moving to second level - usually 

the school is much larger than the primary school they attended, with different teachers 

for each subject, a huge range of books, timetables and classrooms to deal with. Most 

children with AS/HFA find this transition bewildering and just cannot cope, with the 

result that there is a huge drop out rate of these children from second level schools. A 

22 



survey carried out by O'Brien (1997) found that about 50% of children with Asperger's 

Syndrome have left the educational system by the time they have reached 13 years. 

The Southside Partnership Project, an interagency project providing support for 

all students with special needs including those affected by AS/HFA in two Southside 

Community Schools in Dublin, has been on-going since 1998. Community groups, 

parents and professionals all came together under the umbrella of Southside Partnership 

and drew up a programme for these children which involved the appointment of an 

additional teacher to each school. About 40 students between the two schools have been 

identified and assessed as being in need of extra support and Southside Partnership has 

borne the cost of these assessments. Discussions are taking place between the Southside 

Partnership Project and the Department of Education & Science about the possibility of 

extra teaching hours for these schools. 

In summary, taking an overview of the characteristics of the condition of AS/HFA 

and the learning difficulties, which the condition presents, the educational needs of a 

child affected by AS/HFA Syndrome are, in general: 

• Awareness of the condition of not only by teachers but also the child's family and the 

whole school community. 

• Understanding of the child's problems and the need to address these in school during 

play periods and at home. 

• Freedom from bullying. 

• Early diagnosis and positive intervention to detect social and communication 

difficulties 

• Assistance of a psychologist/speech & language therapist/occupational therapist in 

developing an Individual Educational Plan (EP). 

In promoting these objectives and in meeting the educational needs of those with 

AS/HFA Syndrome, the Working Group welcomes the setting up of the Task Force by 

the Minister for Education and Science concerning the integration of autistic children 

generally and AS/HFA children in particular into mainstream schools. It recognises that 

the pedagogical issues in particular relating to persons with AS/HFA are more directly 

the province of this Task Force than the present Working Group. 
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Chapter Four 

Views and Experience of Parents and Professionals 

Introduction 

This chapter presents the views of parents and professionals regarding their 

experiences with AS/HFA children. 

The views of parents were ascertained and collated by means of a survey carried 

out by the organisation Asperger's Syndrome Association of Ireland Ltd. (ASPIRE). The 

views of child psychiatrists in the Eastern Region were drawn from the responses 

received to a limited survey initiated by the Working Group. 

Because of the low response rate, due caution is needed in drawing conclusions from the 

two surveys outlined below. Nevertheless, the surveys provide interesting information in 

an area where information is very scarce. 

Questionnaire to people on the ASPIRE database with an address in Counties 

Dublin, Wicklow and Kildare. 

Introduction: The survey was carried out by postal questionnaire during the month 

of August 2000 to any person on the Aspire database with an address in the ERHA region 

who had contacted the organisation since the Association was established in 1995. The 

majority of people on the database were parents but it would also include teachers, 

psychologists etc. and people looking for information on Asperger's Syndrome. In some 

cases there were no replies to particular questions and these are listed as non-replies. 

Total number of Questionnaires sent out: 172 

Total number of Replies: 62 (36%) 

Replies where the person was 18 years or under 42 (24%) 

The number of replies received represented 36% of the total questionnaire output. 

24 



Two replies stated that they did not have a child with the AS/HFA condition and one 

came from outside the ERHA region and these were discounted from the survey. 

As expected some of the replies came from parents of people with AS/HFA who 

were over 18 years old. When replies referring to people over 18 years were eliminated 

the total number of replies reduced to 42. 

Question 1 

Diagnosis 

Definite diagnosis of AS 33 (78%) 

Dual diagnosis (AS plus other disorder such as ADHD) 4 (10%) 

No diagnosis 3 (7%) 

Other diagnosis (e.g. speech & language disorder 2 (5%) 

1.1 Length of time for diagnosis 

Average length of time for diagnosis 4.0 years 

Range of times for diagnosis 3 months to 15 years 

Standard Deviation 5.0 

1.2 How the diagnosis was obtained 

Public Health 26 (62%) Private 16 (38%) 

In some cases the diagnosis was obtained in both public and private sector. 

1.3 Who carried out the diagnosis? 

Psychiatrist 26 (52%) Psychologist 20 (40%) Other 4 (8%) 

In a number of cases the diagnosis was carried out by both a psychiatrist and 

psychologist, which accounts for the overlap between the total number of diagnosis 

carried out (42) and the number of individual professionals involved in the diagnosis (50) 

(includes speech and language therapist, neurologist neuro-psychologist). 
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One parent, possibly a typical case, described how she received a possible 

diagnosis of a young child of 2.5 years through a district nurse and local speech and 

language therapist and finally the Lucena Clinic. All the steps involved 1.5 to 2 years of 

waiting lists - the final diagnosis coming when the child reached the age of 6 years. 

2. Gender 

Male 35 (88%) Female 5 (12%) 

Ratio: 7:1 

Non-replies: 2 

3. County of residence 

Dublin 33 (84%) 

Non-replies: 3 

4. Age group 

Under 5 

6-10 years 

11-15 years 

16-18 year 

Total 

Non-replies to question 1 

5. Assessment of needs 

Assessment carried out - i 

No assessment carried out 

Partial assessment -17 (4 

Non-replies - 10 

Assessments were carried out by the following:-

Child Psychiatric Service 10 

Beechpark Outreach Services 4 

Psychiatrist (individual) 3 

Speech and Language Therapists Service 2 

26 

Wicklow 3(8%) Kildare 3(8%) 

Replies Percentage 

4 10 

12 29 

21 51 

4 10 

41 

5 (24%) 

t - 10 (28%) 

8%) 



Central Remedial Clinic 1 

Beechpark School 1 

Psychologist (individual) 1 

6. What is the person with AS doing? 

Mainstream school with no support 15 (37%) 

Mainstream school with support 5 (12%) 

Special class in mainstream 

Special school 

At home with support 

At home with no support 

On Training course 

Other* 

Total 

*Montessori school 

Non-replies 1 

6(15%) 

7(17%) 

2 (5%) 

1 (2%) 

3 (7%) 

2 (5%) 

41 

Almost 65% of the children/teenagers are in mainstream school - the majority 

with no support, 17% attend special schools and 7% are at home. 

7. Services required 

Educational support 30 (29%) 

Assessment of needs 19(19%) 

Home Support 19(19%) 

Training 11(11%) 

Supported employment 7 (7%) 

Supervised accommodation 9 (9%) 

Speech & Language Therapy 5 (5%) 

Occupational Therapy 2 (2%) 

Total number of requests 102 

There were a considerable number of overlapping requests for services i.e. requirement 

for more than one service which accounts for the high total number of requests. 
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F'. 
Other M»rvk«»ii requested were:-

CoiiHwIling lor parents 

SptHiiil group to teach social skills 

Music Therapy 

Special Unit using combined therapies 

8. Services required by person themselves 

Most replies stated that the person themselves were not at the stage of being able to 

assess their own needs. However one reply stated 'Post primary Education'. 

9. The following recommendations were listed under any other details:-

9.1 That a core group of professionals be set up specialising in autistic spectrum 

disorders 

9.2 That a comprehensive diagnostic and assessment service be set up and work in 

partnership with parents 

9.3 That a professional support service be available to mainstream schools with 

AS/HFA students 

9.4 That there should be training for Classroom Assistants 

9.5 That an intensive early education programme be set up for children diagnosed 

with AS/HFA. 

9.6 That there should be more support for parents 

9.7 More educational psychologists should be available. 

9.8 That all available therapies be researched and the successful therapies made 

available. 
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Summary of Survey 

The survey highlights the difficulties experienced by parents in getting to a 

diagnosis of AS/HFA. The difficulty appears to arise from the complex nature of the 

AS/HFA diagnosis and the fact that professionals working at primary level are not 

familiar with the syndrome, hence the delay in identifying the problem. The survey 

confirmed the long time that many parents spent searching for help before diagnosis was 

made, on average up to 4 years. This delay represents, in most cases, the missed 

opportunity of early intervention and proper assessment for these children. It highlights 

the urgent need for a Diagnostic AS/HFA Service in the Eastern Region. The survey 

also showed the crucial need for educational and home support particularly when the 

child with AS/HFA reaches second level, when many of these children drop-out of 

school. This puts enormous pressure and stress on parents to try to redress the situation 

and continue the child's education. The largest group of children identified are in the 

pre-teens/teenage years (11-15 years). This group are involved in what is for them a 

difficult transition from Primary to Secondary school and the early years at second level 

when they are most in need of support. The survey also highlighted the need for more 

research into the AS/HFA condition and its prevalence in Ireland. 

Survey of the Eastern Region Child Psychiatric Service 

A limited survey of the Child Psychiatric Service in the Eastern Region was 

undertaken as part of the Working Group's investigations. Because of time and resource 

considerations in the design and administration of the survey, the results have been 

treated as indicative rather than definitive. However, limited as the survey may have 

been, it provided invaluable information from the child psychiatric service about this 

complex condition. The results of the survey covering such areas as diagnosis, 

treatments, service delivery and services required confirmed the experience of parents, 

professionals, experts as reported generally in the literature and with the experience of 

members of the Working Group. 
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In all, 20 child psychiatrists in the Eastern Region Child Psychiatric Service were 

invited to provide information in response to a questionnaire drawn up by the Working 

Group (Appendix 2). 

Of the population surveyed, 11 responses were received, covering all the areas in 

the region. Because of the time constraints already mentioned, follow-up of those from 

whom questionnaires had not been returned, was limited. 

Results of Survey of Child Psychiatric Service 

From the analysis of the results, the following picture emerged:-

Criteriafor Diagnosis 

Conventional methods of diagnosis, i.e., DSM.1V., (Diagnostic and Statistical 

Manual of the American Psychiatric Association), ICD-10 (International Classification of 

Diseases WHO 1989), and Gillberg and Gillberg 1989 criteria, were widely used. It was 

generally agreed by psychiatrists that ambiguities in diagnoses did arise even using these 

methods. One respondent commented that "lack of a co-ordinated diagnostic and 

treatment approach is very frustrating as is the different classification systems". 

The Number of Referrals 

The number of referrals to the 11 of the 20 clinics diagnosed as having AS/HFA 

in the calendar year June 1999 to June 2000 was 87. A number of comments were made 

regarding the increasing number of children presenting with AS/HFA each year, which, it 

was noted, might well be due to the growing awareness of the condition. 

One clinic (Lucena in Tallaght) reported that out of 250 referrals per annum, 12 

were diagnosed as AS/HFA per annum. In the Kildare area it was noted that there were 

20 cases currently in the 3 clinics in that area. Information supplied indicated that a) the 

children ranged in age from 4 years to 15 years; b) all but one of the children were males 

and that all but one were in mainstream schools, some with extra support such as a 

classroom assistant. 
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Treatments 

As regards treatments, psychiatrists reported using a variety of approaches, but 

noting that all too often the approach adopted was dependent on availability of specialists 

and local resources. AH respondents referred to the essential requirement of information, 

education and support for parents, appropriate educational placement for children and 

links with and support for teachers, the need for more speech and language therapy, 

occupational therapy and play therapy and always a multi-disciplinary approach to 

interventions. 

More than one comment was made about the lack of co-ordination within the service and 

one comment made the point graphically with the statement that " lack of co-ordination 

can lead to some parents going 'a la carte' and securing the best possible interventions for 

their children and others just not able to secure any service". It was further suggested 

that perhaps the integration of neurodevelopmental teams with child mental health teams, 

paediatrician, learning disability and autistic services would be one way to improve this 

situation. 

Necessary treatments and interventions seen as most beneficial included:-

• individual treatment plan based on multi-disciplinary assessment was seen as 

essential. 

• information, education and support for parents was seen by all respondents as of 

primary importance. Respite care was regarded as a valuable support particularly 

in times of crisis. Sibling groups were also mentioned as being in need of support 

and counselling. Family therapy, if available, was also suggested. Several 

respondents indicated that they referred parents for support to the ASPIRE group. 

• socialising groups for children with access to play therapists 

• All psychiatrists referred to the need for appropriate school placements for 

children preferably in mainstream school - with support if necessary. If a child 
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• 

cannot be maintained in mainstream school, then special classes, in mainstream 

school, should be the choice. One comment asked that the issues surrounding 

access to secondary school addressed. All suggested better links between clinics 

and schools, about which one comment was that clinics themselves should be 

more proactive in this regard. 

help for parents in understanding the importance of dealing with the issue of 

blame particularly when coming from others and equally, of not blaming 

themselves. 

the fundamental importance of education for children and the need to deal with 

the real danger of isolation and bullying, which so often forces children out of 

school. 

the need for social skills training, occupational therapy, speech and 

language therapy. 

teenagers were mentioned many times as being in particular need of help with 

emotional problems such as depression and anxiety. The need for pharmacology, 

if required, was mentioned once. 

sheltered employment was mentioned as being a necessary option for some older 

children. 

General Comments 

Comments noted by some of the respondents indicated confusion as to who has 

responsibility for AS/HFA children. The Beechpark service appeared to be seen as 

having primary responsibility but given that Beechpark can only cope with so many 

children, a growing number of children continue to be treated within the Child 

Psychiatric Service and sometimes within the Community Care system. The confusion 

emerges in the lack of clarity surrounding the need for children with AS/HFA to be 

supported in mainstream provisions, on the one hand, and on the other, the view that a 

• 

• 
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tertiary service, like Beechpark, should provide for all AS/HFA children. This may be a 

matter for policy clarification. 

It was also suggested that lack of co-ordination between professionals undermines 

some of the best initiatives. In addition, the comment was made that uncertainty about 

the availability of specialist services in the area of AS/HFA makes it difficult to give 

parents accurate information about what might be their options. It was seen as important, 

in this connection, not to raise false expectations for parents concerning services, which 

might not then be available to them when requested. 

A suggestion was made that the Beechpark clinical service might be developed in 

such a way as to provide ongoing liaison with the local child guidance clinics. 

Main Sources of Referral 

Referrals, it seems, come from many sources. Many come from parents and 

teachers directly, complaining of unmanageable behaviour. Other referrals come from 

speech and language therapists, G.P.s, paediatricians, psychologists, Health Board Area 

Medical Officers (AMO) and Public Health Nurses (PHN). These latter two categories 

are particularly important in respect of early diagnosis, which, as we have already noted, 

is so important in the treatment of AS/HFA. 

As already noted, the survey of the Child Psychiatric Service was limited by a 

number of constraints, but none the less, the response received was very valuable and 

helped to confirm the information on AS/HFA coming from parents, teachers and other 

agencies. 

ASPIRE Parents Day 

In the course of preparing this report, the Chairperson took the opportunity to 

accept an invitation to attend one of the Parents Days, which the ASPIRE Association 

organises several times each year. The day was organised as a workshop and group 

discussions were facilitated so that parents could share their concerns and their 

experiences on issues relevant to them. 
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Throughout the course of the Working Group's deliberations, one element in 

particular was raised again and again. That element was the delay and difficulties 

relating to diagnosis. This was reinforced by parents during the ASPIRE meeting. 

Parents expressed the extreme frustration experienced at uncertainty and delay on 

the part of professionals in diagnosing the condition. This uncertainty and delay 

extended over many years in cases of individual children despite repeated appointments 

and referrals. 

Strong concerns emerged during plenary sessions and group discussions and were 

noted by the Chairperson. These concerns fell into three broad categories of immediate 

need related to the age of the individual child:-

• The parents of the younger AS/HFA children (4 -7 years) expressed their great 

need for help in learning how to manage the child's difficult behaviour. Many 

vivid first hand examples were given of the exhausting job it is trying to cope 

with obsessional behaviour, destructive activity or hyperactive states particularly 

when socialising in public places, behaviour, as the parents understand it, which 

arose very often from the child's high level of anxiety. 

The parents shared information with each other on various methods, which 

worked for them and this communication was much valued by the other parents 

present. 

The parents of children in the next category ( 8 - 1 3 years) were very clear that 

their greatest need was for appropriate school placements with supportive back

up. The importance of the Individual Educational Plan (IEP) was emphasised and 

the need for Activities in Daily Living (ADL) programmes. Parents also referred 

to the support they got from the Family Support Worker scheme, which was 

provided by the Health Board - particularly those parents who were bringing up 

more than one child with AS/HFA in the family. 

The parents of children in the third category (13 - to adulthood) were, 

understandably concerned about the future and the ongoing support of their 
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children. They expressed the need for programmes which would help their 

children move towards more independent living and their appreciation of the fact 

that without help to arrive at this stage of development, the stresses of many years 

could accumulate and lead to further problems. The point was made that there is a 

real lack of research in the whole area of children with AS/HFA, which needs to 

be addressed. 

• Many forms of assistance were mentioned during the sessions ranging from 

appropriate diet, aromatherapy, massage, drama classes, music therapy, respite 

care, parents learning to give clear unambiguous instructions and using visual 

aids for planning events. But more than anything, the benefit to the parents of the 

opportunity to share common cause was self-evident. The process of sharing 

their experiences was therapeutic in itself and all agreed that this form of 

networking was most valuable and should become part of their own way of 

dealing with stress. 

Parents of Autistic Children Together (PACT) 

The Working Group received a submission from a group of parents with children 

who are currently attending the Beechpark Outreach service. While the position paper is 

very welcome outlining, as it does, the views of the parents in PACT, it covers the needs 

of all children on the autistic spectrum, which is outside the remit of the Working Group. 

The focus of the position paper is primarily on the need to increase the provision 

of clinical services in the Outreach service e.g., speech and language therapy, 

occupational therapy and psychological input. Many of the other recommendations 

outlined in the paper have already been referred to in this Review and are helpful in that 

they serve to endorse the views of the Working Group. 
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Chapter Five 

Overview and Recommendations 

General Considerations 

Throughout the course of the Working Group's deliberations, the one question, 

which arose time and again, was how to provide for the similar and particular needs of 

children with AS/HFA from other children on the autistic spectrum. 

Looking back over the information the Working Group has gathered over the past 

three months, two things stand out clearly; a) AS/HFA must be recognised as a 

condition which in itself, allowing for some ambiguity and uncertainty surrounding 

diagnosis, warrants special attention and b) basic information on AS/HFA must be 

disseminated to the key people in the health and social services, alerting them to the 

symptoms and the condition so that early referral becomes the norm. 

The following section of this overview, sets out three areas in which AS/HFA 

may be regarded as distinctive:-

AS/HFA is a Hidden Disability 

AS/HFA, as has been pointed out a number of times in this review, is a 'hidden' 

disability. At first glance parents and professionals can perceive that children with 

AS/HFA appear normal. One of the things which makes it so hard for parents of children 

with AS/HFA is the apparent lack of understanding they perceive firstly from within their 

own family and circle of friends and secondly, from some professionals in the system 

when they seek a diagnosis. 

Parents refer to the 'relief they experienced when they have secured a 'diagnosis' 

of AS/HFA as they feel that the diagnosis is an affirmation that they were right about 

their child's problem and the diagnosis is seen as a passport, which gives them entry to 

the services. 
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Education 

Some children with AS/HFA are unable to access mainstream education without 

special support. We are aware of children who had not been diagnosed as AS/HFA until 

they were ten or eleven years but who had managed to survive, often with great 

difficulty, in the general school system until that time. However, valuable time was lost 

for them in not recognising their particular difficulty with some subjects and by the time 

the condition was recognised* the child had developed secondary problems and was more 

than likely to want to drop out of school. 

Education provides the best opportunity for children with AS/HFA to move into 

adult life capable of living independently so an early diagnosis is critical if they are to 

make the most of their learning opportunities and they will need a supportive 

environment in which to accomplish that goal. 

Managing Difficult Behaviour 

There is nothing 'hidden' about the difficult behaviour of some children with 

AS/HFA, which usually takes place at home but more particularly when they act out in 

public places like shops and restaurants. It is one of the most stressful aspects of the 

condition, which parents say they have to live with. What makes it more difficult is that 

so often the AS/HFA child can look so normal yet the behaviour may be quite bizarre. 

Listening to the parents speak of their experience at the ASPIRE Parents Day was 

a revelation of the creative and ingenious ways many of them had devised to deal with 

the problem of difficult behaviour. 

The value of such opportunities to share common cause cannot be overestimated 

and networking between parents must be a regarded as an essential part of any 

therapeutic intervention. 

The importance of professional assistance in helping parents to find ways of 

dealing with this issue of difficult behaviour is central to parental support. Help can 

come from occupational therapists, teachers, psychologists, and language therapists, play 
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therapists, music therapists, dieticians and the whole range of professionals involved in 

the child guidance clinics and other child welfare services - preferably working in a 

multi-disciplinary way to an agreed treatment plan. 

Recommendations 

The Importance of Early diagnosis 

At the very heart of providing a service for children with AS/HFA is the need for 

an early diagnosis of the condition. Given, as we have seen, that the issue of diagnosis is 

a complex one, it is imperative that the issue is tackled by the professionals involved with 

the objective of agreeing a common diagnostic formula for the purpose of removing 

confusion and making it possible to diagnose this condition as early as possible. 

Securing a diagnosis is in itself something of an endurance test for parents in view 

of the current difficulties within the system. Many parents spend years going from one 

service to another searching for an answer to their dilemma. The lack of co-ordination 

was referred to by a number of the professionals themselves and it would seem that this is 

one issue which needs to be addressed. 

It would seem that the multi-disciplinary child psychiatric service would be an 

appropriate place for a diagnosis yet this service is already overburdened with heavy 

caseloads and long waiting lists. There is a role for a tertiary centre of excellence in the 

area of AS/HFA, for example at Beechpark, which should also be a national resource for 

the purposes of providing a database both nationally and internationally on Autism and 

AS/HFA. However, whatever the decision, the question of an improved diagnostic 

service for parents searching for somewhere to have a child assessed is imperative. 
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Recommendations 

1. The appropriate professionals should come together to agree a common 

diagnostic formula for AS/HFA for the purpose of diagnosing the condition as 

early as possible. 

2. Children with AS/HFA usually come into contact with the primary services 

first, e.g. the General Practitioner or Community Care staff such as the Public 

Health Nurse, who will carry out an initial assessment. It is important that 

professionals should be aware of the condition and make the referral to the 

secondary services. 

3. The Child Psychiatric Service in the Eastern Region, which is a secondary 

referral service, should have a coordinated approach in order to make it more 

accessible for parents who are seeking an assessment for a child displaying 

symptoms of AS/HFA. 

4. The Eastern Region should designate a tertiary centre of excellence, e.g. 

Beechpark, to which children could be referred for advice and guidance on 

placement and future management of the child. 

5. A multi-disciplinary approach is essential in drawing up a treatment plan for a 

child who has been diagnosed with AS/HFA. Each child should have a 

comprehensive treatment plan formulated and delivered to them. 

6. The Working Group recommend that an information campaign be mounted to 

inform the primary and secondary levels of the service about the importance of 

the early detection of children with AS/HFA. 

7. Attention should be given to the increase of special training within the relevant 

professions in relation to AS/HFA. 

39 



8. Give the demand for the services of professional staff such as speech and 

language therapists, occupational therapists, psychologists and others working 

in this area, and the frequent reference in the report to the extent of waiting 

lists for all the services, the Working Group recommend that the shortage of 

professional staff be addressed as a matter of urgency. 

Support for Parents and Families 

Once a child has been diagnosed as having AS/HFA, the way in which parents are 

informed of that diagnosis is of particular importance from the parents' point of view. 

Their attitude to the child may be influenced by how they learn of the condition. A 

sensitive approach is important and a good understanding of the condition itself and the 

services available must be part of the professional's skill. Support for parents and 

families, the key carers of the child who is diagnosed as AS/HFA, is essential. 

The first step is to provide a multi-disciplinary treatment plan for the child. 

Ideally, the range of specialist services should be accessible, but this may not be possible 

in the short term. However, with better co-ordination between the services, which do 

exist, a more creative use of specialist skills could be devised and thus provide more 

cover for more children. One example is given in chapter three on education and 

communication with the practical suggestion that better use could be made of the speech 

and language therapist time if a group approach was adopted for some work with 

children. 

The management of difficult behaviour has been referred to a number of times 

throughout this review and it one of the most stressful aspects of bringing up a child with 

AS/HFA. Support networks such as that provided by ASPIRE and advice and guidance 

from professionals with skills in this area can do a great deal to make life less stressful 

for the families of children with AS/HFA and should be made available as part of the 

treatment plan. 
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Recommendations 

9. Parent support and the use of parents as co-therapists is central to any 

treatment plan for children with AS/HFA and one particularly stressful aspect 

of the condition is the management of difficult behaviour. Much can be done to 

assist parents in dealing with difficult behaviour, and parent support networks 

such as The Asperger's Syndrome Association (ASPIRE) should be encouraged 

and professional input be provided as appropriate. 

10. Sibling support programmes should be developed further. 

11. Individual/group counselling is necessary for persons with AS/HFA with a 

particular focus on the management of their emotions with regard to inter

personal relationships. 

12. Respite care services should be developed for individuals with AS/HFA and 

their families. 

13. ASPIRE has provided support on a voluntary basis to people with AS/HFA for 

over five years. Supports include a Help Line, regular meetings, workshops and 

seminars on the range of problems faced by families and those affected by the 

condition. It is recommended that ASPIRE be funded to employ a Development 

Officer and also be assisted to continue to operate the Help Line for parents, 

teachers and other relevant professionals. 

Education and Communication 

Appropriate school placement is the most critical need for children with AS/HFA. 

This is a need, which should be met from pre-school right up to third level education if 

that is appropriate for the individual person. 
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How the educational system should accommodate children with AS/HFA is one 

of the issues considered by the Working Group in chapter three. Both mainstream 

integration and reverse integration should be used in combination as appropriate. 

Members of the Working Group trust that the Department of Education and 

Science will find the considerations contained in this review of assistance to them in their 

own deliberations. 

Recommendations 

14. Education for children with AS/HFA is central to developing their potential and 

every possible effort should be made to keep children in an appropriate school 

placement for as long as necessary. Such efforts may include special classes, the 

support of classroom assistants in primary and secondary school or the 

introduction of the 'buddy' scheme for some children in mainstream education. 

15. Teachers need to be aware of, and have understanding of AS/HFA and the very 

special learning and communication style, which individuals with AS/HFA 

present. This awareness should be incorporated into teacher training courses at 

pre-service level and up-dated in refresher programmes throughout their 

careers. 

16. Modules on the education of children with AS/HFA should be included in all 

programmes throughout the duration of teacher training courses - both 

primary and secondary. 

17. As bullying appears to be one of the main reasons why children with AS/HFA 

drop out of school prematurely, it should be part of teacher training on how to 

prevent and respond to this issue, particularly for children with AS/HFA. 

18. Particular attention needs to be devoted to improving the retention rate of 

AS/HFA children at secondary level. The indications are that this is a severe 

problem masked to some extent by earlier problems such as diagnosis and 

finding a place within the primary system. 
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19. Because of the lack of empathy and the social interaction deficits that the person 

with AS/HFA can have they may come in contact with the Gardai because of 

inappropriate behaviour and it is important that the Gardai should be aware of 

this condition and respond to persons with AS/HFA sensitively. 

20. The Working Group were of the opinion that better liaison should be developed 

between the teachers and the relevant health professionals with regard to the 

needs of children with AS/HFA. The forum, already established through the 

Home School Community Liaison Scheme, could provide one avenue for this 

development, as local level collaboration is critical for success. 

21. It is important that third level places be provided for persons with AS/HFA and 

that they should have the support necessary for achievement at this level. 

Consideration should be given to accessing programmes for people with 

disabilities at third level institutions. 

Research 

Recommendations 

22. A comprehensive prevalence study of AS/HFA in the Eastern Region should be 

initiated as soon as possible 

23. It is essential that all intervention programmes undertaken should be critically 

evaluated, given that there is so little research in this area, so that the 

outcome(s) may be shared with others working with children with AS/HFA. 

24. The need for greater understanding and more knowledge regarding the whole 

area of AS/HFA has been noted by the Working Group and it has been 

suggested that consideration be given to hosting a conference or seminar, 

national or international, to bring together the best thinking of this subject. 

New ideas and innovative ways of tackling the difficulties confronting both 

individuals with AS/HFA and their carers should be shared with a view to 

improving the service. 
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