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The Eastern Regional Health Authority (ERHA) was established on March 1 2000 with the remit, according to the Health
(Eastern Regional Health Authority) Act, 1999  "to plan, arrange for and oversee the provision of services in its
functional area" (1)  To this end the Authority established dedicated review committees to assess need and propose
service developments for a number of services.  The Review of Services for Persons with Autistic Spectrum Disorder
(ASD) was convened in March 2001.  Terms of Reference for the Review and members of the Steering Committee are
enclosed in appendix I and II respectively. 

The purpose of the review was to outline the level of current services, identify gaps in service provision and project
future service development needs.  The review took place against a backdrop of public and professional debate regarding
the diagnosis of autism, its prevalence in Ireland and the most effective treatment methods.  Our review followed closely
on the heals of the Task Force on Autism established by the Minister of Education and Science.   The Task Force was
established in October 2000 following lengthy debate in the Irish Courts as to the rights of children with Autistic
Spectrum Disorder to appropriate education.   Owing to this general increase in public and statutory concern regarding
the development of and delivery of appropriate services for those in need, the ERHA determined that it was necessary
to review current services with a view to enhancing and reconfiguring those as necessary. 

The development of health services for people with Autistic Spectrum Disorder is made more complicated than many
other types of service for a number of reasons.  While ‘core autism’ was originally identified by Kanner in 1943,  "the
concept of autism, and consequently its diagnostic criteria, continues to evolve" (Berney, 2000).  Everyone with the
condition has difficulty with social interaction, social communication and imagination - the "triad of impairments"
(Wing and Gould 1979). The debate regarding diagnostic tools, the core disorder and non-core groups, the place of
Autistic Spectrum Disorders within the broader category of pervasive developmental disorders is briefly summarised in
Chapter 3 of this document.  Suffice to say that such debates inevitably and understandably impact on service
developments. 

In addition to changing definitions and diagnostic criteria, there are other practical realities to deal with: diagnosis of
ASD can take up to two years, and sometimes longer, owing to the wide variation in the development of motor and
language skills in the general population of children.  Following diagnosis, service user needs may vary owing to the
level or severity of the disability, the age of the service user or the presence of other disabilities.  A high percentage of
persons with ASD also have some level of intellectual disability. Providing services that address their needs is often
complex and requires thorough in depth planning often involving a number of different agencies, for each individual.
Inevitably health services struggle to keep pace with improved knowledge, changing technology, and new drug
therapies.

In the Eastern Region, the delivery of services is admittedly made more complex by the variety of agencies involved in
the service and the new structures in the region following the establishment of the ERHA and the three new Area Health
Boards.  Each Area Health Board is responsible for delivering over 400 separate services, many of which are
subcontracted out to numerous voluntary and private providers. 

In summary, autism services for children are provided in the Eastern Region through the established child and adolescent
psychiatry services.  In 1998 the former Eastern Health Board established Beechpark Outreach Services to provide
therapeutic supports to children with ASD who attend special classes in mainstream schools. While the South Western
Area Health Board provides these services directly, in the East Coast Area Health Board services are provided by the
Hospitaller Order of St. John of God and in the Northern Area Health Board the Mater Hospital provides these services.
This complex organisational structure is addressed within the report. 

Prior to the review it was impossible to quantify the number of children in intellectual disability agencies with an ASD
– further information on this process and the outcome of the is dealt with in Chapter Five.

In addition to services for children, the Area Health Boards provide residential and vocational training services for adults
with ASD through section 65 grant aided agencies and by direct provision through the Intellectual Disabilities
programme.  

The work of the Review Group is set out within as follows: a brief introduction to the issue and the various debates
already referred to is set out in our review of literature.  Prof  Tom Berney then provides an overview of drug therapies
available and the rationale behind various treatments.  International best practice in the provision of services for
children and adults is set out followed by a ‘map’ of current services available in the region. 

It would be a relatively easy task to compare acknowledged best practice to current service provision and make
recommendations to fill the gaps.  However, the recommendations of the Steering Group must and do, in this instance,
take cognisance of the realpolitik of service planning.  Resource constraints, staff shortages, and established frameworks
invariably influence the delivery of services and the pace of change of service enhancement. 

The Steering Group of this Review of Services for Persons with Autistic Spectrum Disorder has made a determined effort
to recommend a process of service enhancement which is realistic and achievable.  Our goal was to ensure that
recommendations were based on available evidence of effectiveness, and meet, in the first instance, the rights and needs
of the service users and their families in as short a time frame as possible.    
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The Eastern Regional Health Authority established a Review of Services for Persons with Autistic Spectrum
Disorder (ASD) to outline the level of current services provided, identify gaps in provision and to make
recommendations as to future service development needs. 

Autism is a pervasive developmental disorder that results in difficulty with social interaction and problems in
communication and imaginative play.  It is a life– long disorder, often diagnosed between 18 – 30 months.
The term Autistic Spectrum Disorder is used as the preferred term throughout this document and includes
Autistic Disorder or "classic autism", Pervasive Developmental Disorder – Not Otherwise Specified (PDD-NOS),
and Asperger Disorder.  For the purpose of this document we have included Childhood Disintegrative Disorder
under the umbrella Autistic Spectrum Disorder as the service requirements for these children are similar to
those recommended for the other specified conditions.

No epidemiological study has yet been conducted to establish the prevalence of Autistic Spectrum Disorder in
Ireland. Based on the tiered approach the most accurate overall population estimate for the prevalence of ASD
in children is approximately 60 per 10,000. The numbers of children aged 19 years and under in the ERHA
region is 411,682 for 1996, the most recent figure available (Health Information Unit, Department of Public
Health, ERHA). One would expect approximately 2,500 cases of ASD in children aged 19 and under in the
ERHA based on these prevalence estimates.

An audit of services in the region reveals that approximately 1,300 persons with ASD are currently receiving
services.  Almost 500 of these clients are in receipt of services within the Intellectual Disability services. There
are over 50 agencies providing a range of health related services for the client group, from early intervention
and outreach support to special classes in mainstream schools through to vocational training and residential
support for adults.  A full review of agencies involved in the provision of services is outlined in chapter 7.

The international literature recommends a package of services which begins with assessment and diagnosis at
the earliest possible point followed by an assessment of need to identify the health services, educational and
other supports needed by an individual with Autistic Spectrum Disorder and his/her family require over their
life-span.  The forthcoming Disability Bill promises to introduce this ‘assessment of need’ service in Ireland
and it is important that the full range of services is made available in the Eastern Region if we are to fulfil
our obligation in line with services users’ rights. 

The international evidence makes clear that clients with Autistic Spectrum Disorder are best supported by
autism specific services.  This is true whether these services are provided through generic psychiatric services
or through the Intellectual Disability Services.  This Review makes recommendations as to the enhancement
of many generic services to ensure that they can best support the client with ASD.  A range of new services
is also recommended to ensure comprehensive provision. 

The Document outlines a total of 32 recommendations to enhance current service provision and to improve
the planning and delivery of services to this client group in the region.  These recommendations include the
following:

• The establishment of a pilot screening programme for Autistic Spectrum Disorder through the primary care
services at Community Care level; 

• The rapid development of additional residential places for clients with ASD in  the region;

• The development of autism specific transition programmes for teenagers throughout the region;

• The expansion of autism specific vocational training, sheltered work, and supported employment
programmes throughout the region;

• The development of autism specific services within the Intellectual Disability services to ensure that those
clients with both Intellectual Disability and ASD are appropriately supported;

• The initiation of research to establish the prevalence of autistic spectrum disorder in the region;  

• The establishment of the comprehensive range of required services in each Area Health Board, overseen by
the relevant Area Health Board;

• The integration of the planning of services for clients with Autistic Spectrum Disorder within the Disability
Services programme, at local and regional level.

Finally, it is recommended that a regional committee be urgently established with responsibility to support
and monitor the implementation of the recommendations in this report. 
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Introduction
Autism is a pervasive developmental disorder that results in difficulty with social interaction and problems in
communication and imaginative play.  It is a life-long disorder often diagnosed in toddlers aged 18 to 30
months.  Kanner originally described Early Infantile Autism (Kanner 1943).  The phenotype has been greatly
expanded since then and Kanner's original description would today be described as "classic autism".  The
disorder is more common in boys, with a male to female ratio of approximately 4:1 although females are more
likely to be severely affected (Fombonne, 1999).   Autism characteristics can include a dislike for human touch,
social isolation and repetitive interests and behaviours.  Some children diagnosed with autism also experience
sensitivities to sight, hearing, touch, smell and taste.  Epilepsy also occurs in about 30% of individuals with
autism.  There is considerable variability in the severity of the symptoms, and intellectual function can range
from profound mental retardation (median estimate 42%) to above average performance on IQ tests
(Fombonne, 1999).  

Pervasive Developmental Disorders
Currently the Diagnostic and Statistical Manual of Mental Disorders 4th Edition (DSM-IV) includes five
diagnoses under the umbrella of the Pervasive Developmental Disorders (American Psychiatric Association,
1994).

• Autistic Disorder or classical autism is characterised in some children by withdrawn behaviour, repetitive
patterns of behaviour and the inability to engage in imaginative play.

• Children diagnosed with Asperger Syndrome usually display the same general symptoms, but have well
developed language skills and normal or near-normal IQ.

• Pervasive Developmental Disorder not otherwise specified (PDD NOS), or atypical autism, occurs when a
child may not fall within the realm of other ASDs, but nonetheless shows signs of a severe developmental
disorder with significant autistic symptoms.

• Rett’s syndrome has only appeared in girls to date.  These children seem to develop normally until between
6 and 18 months, then lose language and motor abilities.

• Childhood Disintegrative Disorder refers to the normal development of children until two years of age, who
then rapidly lose acquired skills.  This usually occurs between 36 and 48 months of age, but may occur up
to 10 years of age (1).

Autism, PDD-NOS, Asperger Disorder and Autistic Spectrum Disorder

Wing and Gould (1979) described the Triad of Impairments in classic autism; impairments in socialization,
impairments in verbal and non-verbal communication and restricted and repetitive patterns of behaviour.  The
DSM-IV field trials have established that autism is one of the most robust diagnoses with a sensitivity of 0.82
and specificity of 0.87 (Volkmar et al., 1994).  Of almost 1,000 cases studied, 163 cases did not meet all of the
criteria for autism.  These were given a subthreshold diagnosis of either PDD-NOS or "atypical autism".  The
cases described by Asperger (1991) are similar to what is currently called "high functioning autism". 

The spectrum model views autism as a disorder defined by a wide continuum of associated cognitive and
behavioural disorders which can vary from severe to mild, including, but not limited to the three core features
previously described (American Psychiatric Association, 1994).  In his recently published 10 year research
review of PDD, Tanguay (2000), postulates that the spectrum model might not be correct and that autism may
represent several discrete genetic disorders with a common presentation (phenotype).  Nevertheless, he states
that the spectrum model is a useful way of making sense of those individuals whose symptoms are not severe
enough to meet the criteria for autism.  The term Autism Spectrum Disorder is used as the preferred term
throughout this document and is defined as autistic disorder "classic autism", PDD-NOS and Asperger disorder.
For the purpose of this document, we have included Childhood Disintegrative Disorder under the umbrella of
Autism Spectrum Disorder as the service requirements for these children are similar to those needed for the
other specified conditions.  Rett’s disorder is characterized by severe progressive physical and mental
regression with some autism-like features.  It is considered a separate diagnostic entity and has not been
included as part of this review.

Diagnostic Criteria

Tables 1-4 show the DSM –IV –TR criteria (American Psychiatric Association, 2000) for Autistic Disorder,
Asperger Syndrome, PDD-NOS and Childhood Disintegrative Disorder.  The ICD 10 classification (tables 5-8)
defines separate categories for Atypical Autism and Pervasive Developmental Disorder, unspecified (WHO,
1993).  The diagnostic criteria for Asperger disorder developed by Gillberg & Gillberg (1989) and Gillberg
(1991) are also specified (table 9).
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Table 1: DSM-IV-TR Autistic Disorder 299.00 (APA, 2000)

A A total of six (or more) manifestations from 1, 2 and 3 below:

1. Qualitative impairment of social interaction (at least two manifestations)
a) Marked impairment in the use of multiple types of non-verbal behaviour such as eye-to-eye gaze, facial expression,

body postures, and gestures to regulate social interactions;
b) Failure to develop peer relationships appropriate to developmental level;
c) Lack of spontaneous seeking to share enjoyment, interests, or achievements with other people (e.g., by lack of

showing, bringing, or pointing out objects of interest); and 
d) Lack of social or emotional reciprocity
2. Qualitative impairment of communication (at least one manifestation)
a) Delay in, or lack of, development of spoken language (not accompanied by an attempt to compensate through

alternative modes of communication such as gestures or mime);
b) In individuals with adequate speech, marked impairment in the ability to initiate or sustain a conversation with

others;
c) Stereotyped and repetitive use of language or idiosyncratic language; and
d) Lack of varied, spontaneous make-believe play or social imitative play appropriate to developmental level.
3. Restrictive and stereotyped patterns of behaviour, interests, and activities as manifest by at least one of the

following:
a) Encompassing preoccupation with one or more restricted, repetitive, and stereotyped patterns of interest that is

abnormal either in intensity or focus;
b) Apparently inflexible adherence to specific, non-functional routines or rituals;
c) Stereotyped and repetitive motor mannerisms (e.g., hand or finger flapping or twisting, or complex whole-body

movements); and 
d) Persistent preoccupation with parts of objects.

B Delays or abnormal functioning, with onset before the age of 3 years, in at least one of
of the following areas:

1. Social interaction
2. Language as used in social communication;
3. Symbolic or imaginative play.

C The disturbance is not better accounted for by Rett’s Disorder or Childhood Disintegrative
Disorder

Table 2: DSM-IV-TR  Asperger Disorder 299.80 (APA, 2000)

A. Qualitative impairment in social interaction, as manifested by at least two of the following.

1. Marked impairment to the use of multiple non-verbal behaviour such as eye to eye gaze, facial expression,
body postures, and gestures to regular social interaction.

2. Failure to develop peer relationships appropriate to developmental level.
3. A lack of spontaneous seeking to share enjoyment, interests, or achievements with other people.
4. Lack of social or emotional reciprocity.

B. Restricted, interests, and stereotyped patterns of behaviour, interests, and activities as
manifested by at least one of the following:

1. Encompassing preoccupation with one or more stereotyped and restricted patterns of interest that is
abnormal either in intensity or focus.

2. Apparently inflexible adherence to specific non-functional routines or rituals.
3. Stereotyped and repetitive motor mannerisms.
4. Persistent preoccupation with parts of objects.

C. Causes clinically significant impairment in or other important areas of functioning.

D. Lack of any clinically significant generally delay in language (e.g. single words used to age
two, communicative phrases used by age three).

E. Lack of any clinically significant delay in cognitive development as manifested by the
development of age-appropriate self-help skills, adaptive behaviour, and curiosity about the
environment.

F. Does not meet criteria for another specific pervasive developmental disorder or
schizophrenia.

Table 3: DSM–IV-TR  Childhood Disintegrative Disorder 299.10 (APA, 2000)

A Apparently normal development for at least the first two years after birth as manifested by
the presence of age-appropriate verbal and non-verbal communication, social relationships,
play and adaptive behaviour.

B Clinically significant loss of previously acquired skills (before age 10 years) in at least two of
the following areas:

1. expressive or receptive language
2. social skills or adaptive behaviour
3. bowel or bladder control
4. play
5. motor skills

C Abnormalities of functioning in at least two of the following areas:

1. Qualitative impairment in social interaction (e.g. impairment in non-verbal behaviours, failure to develop
peer relationships, lack of social or emotional reciprocity.

2. Qualitative impairment in communication . (e.g delay or lack of spoken language, inability to initiate or
sustain conversation, stereotyped and repetitive use of language, lack of varied make-believe play)

3. Restrictive, repetitive and stereotyped patterns of behaviour, interests and activities, including motor
stereotypies and mannerisms.

D The disturbance is not better accounted for by another specific Pervasive Developmental
Disorder or by Schizophrenia

Table 4: DSM –IV-TR  Pervasive Developmental Disorder Not Otherwise
Specified (including Atypical Autism) 299.80 (APA, 2000)

This category should be used when there is a severe and pervasive impairment in the
development of reciprocal social interaction associated with the impairment in either verbal
or nonverbal communication skills or with the presence of stereotyped behaviour, interests
and activities, but the criteria are not met for a specific Pervasive Developmental Disorder,
Schizophrenia, Schizotypal Personality disorder, or Avoidant Developmental Disorder.  For
example, this category includes "atypical autism" – presentations that do not meet the
criteria for Autistic Disorder because of late age at onset, atypical symptomatology, or sub
threshold symptomatology, or all of these.
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Table 5:  ICD-10-F84 Childhood autism

A. Abnormal or impaired development is evident before the age of 3 years in at least one of
the following areas:

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

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

1 Qualitative abnormalities in reciprocal social interaction are manifest in at least two of the following areas:
(a) failure adequately to use eye-to eye- gaze, facial expression, body posture and gesture to regulate social interaction;
(b) failure to develop (in a manner appropriate to mental age, and despite ample opportunities) peer relationships that

involve a mutual sharing of interests, activities, and emotions;
(c) lack of socio-emotional reciprocity, as shown by an impaired or deviant response to other people’s emotions; or lack

of modulation of behaviour according to social context or a weak integration of social, emotional and communicative
behaviours;

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

2. Qualitative abnormalities in communication are manifest in at least one of the following areas:
(a) a delay in, a total lack of, development of spoken language that is not accompanied by an attempt to compensate

through the use of gesture or mime as an alternative mode of communication (often preceded by a lack of
communicative babbling);

(b) relative failure to initiate or sustain conversational interchange (at whatever level of language skills are present), in
which there is reciprocal responsiveness to the communications of the other person;

(c) stereotyped and repetitive use of language of idiosyncratic use of words or phrases;
(d) lack of varied spontaneous make-believe or (when young) social imitative play.

3. Restricted, repetitive and stereotyped patterns of behaviour, interests and activities are manifest in at least
one of the following areas:

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

(b) apparently compulsive adherence to specific, non-functional routines or rituals;
(c) stereotyped and repetitive motor mannerisms that involve either hand or finger flapping or twisting, or complex

whole-body movements;
(d) preoccupations with part-objects or non-functional elements of play materials (such as their odour, the feel of their

surface, or the noise or vibration that they generate);

C The clinical picture is not attributable to the other varieties of pervasive developmental
disorder; specific developmental disorder of receptive language (F80.2) with secondary socio-
emotional problems; reactive attachment disorder (F94.1) or disinhibited attachment disorder
(F94.2); mental retardation (F70-72) with some associated emotional or behavioural disorder;
schizophrenia (F20. -) of unusually early onset; and Rett’s syndrome (F84.2).

Table 6:  ICD-10-F84.5 Asperger’s syndrome

A. There is no clinically significant general delay in spoken or receptive language or cognitive development.
Diagnosis requires that single words should have developed by 2 years of age or earlier, and that
communicative phrases be used by 3 years of age or earlier.  Self-help skills, adaptive behaviour and
curiosity about the environment during the first 3 years should be at a level consistent with normal
intellectual development.  However, motor milestones may be somewhat delayed and motor clumsiness is
usual (although not a necessary diagnostic feature).  Isolated special skills, often related to abnormal
preoccupations, are common, but are not required for diagnosis.

B. There are qualitative abnormalities in reciprocal social interaction (criteria as for autism).
C. The individual exhibits an unusually intense circumscribed interest or restricted, repetitive and stereotyped

patterns of behaviour, interests and activities (criteria as for autism; however, it would be less usual for
these to include either motor mannerisms or preoccupations with part-objects or non-functional elements
of play materials).

D. The disorder is not attributable to the other varieties of pervasive developmental disorder: simple
schizophrenia (F20.6); schizotypal disorder (F21); obsessive-compulsive disorder (F42.-); anankastic
personality disorder (F60.5); reactive and disinhibited attachment disorders of childhood (F94.1 and F94.2,
respectively).

Table 7: ICD-10- F84.10 Atypical autism

A. Abnormal or impaired development is evident at or after the age of 3 years (criteria as for autism except
for age of manifestation).

B. There are qualitative abnormalities in reciprocal social interaction or in communication, or restricted,
repetitive and stereotyped patterns of behaviour, interests and activities.  (Criteria as for autism, except
that it is unnecessary to meet the criteria for number of areas of abnormality.)

C. The disorder does not meet the diagnostic criteria for autism (F83.0).  Autism may be atypical in either age
of onset (F84.0) or symptoms (F84.11); the two types are differentiated  with a fifth character for research
purposes.  Syndromes that are atypical in both respects should be coded F84.12.

Table 8: ICD-10- F84.9 Pervasive developmental disorder, unspecified

This is a residual diagnostic category that should be used for disorders that fit the general description for
pervasive developmental disorders but in which contradictory findings or a lack of adequate information
mean that the criteria for any of the other F84 codes cannot be met.

Table 9:  Criteria for Asperger Disorder (Gillberg & Gillberg, 1989 and
Gillberg, 1991).

The criteria proposed by Gillberg & Gillberg (1989) and Gillberg (1991) are as follows:
Severe impairment in reciprocal social interaction, as manifested by at least two of the following four:

1. Inability to interact with peers in a normal reciprocal fashion.
2. Lack of desire to interact with peers
3. Lack of appreciation of social cues
4. Socially and emotionally inappropriate behaviour.

All-absorbing narrow interest, as manifested by at least one of the following three:
1. Exclusion of other activities
2. Repetitive adherence
3. More rote than meaning.

Imposition of routines and interests, as manifested by at least one of the following two:
1. Imposition on self, in aspects of life.
2. Imposition on others.

Speech & language problems, as manifested by at least three of the following five: 
1. Delayed development of language
2. Superficially perfect expressive language
3. Formal, pedantic language
4. Odd prosody, peculiar voice characteristics
5. Impairment of comprehension including misinterpretations of literal / implied meanings.

Non-verbal communication problems, as manifested by at least one of the following five:
1. Limited use of body language
2. Clumsy/gauche body language
3. Limited facial expression
4. Inappropriate expression
5. Peculiar, stiff gaze
6. Motor clumsiness, as documented by poor performance or neurodevelopmental examination.



Autistic Rate Expected ERHA Study Method
Spectrum Disorders (est. pop. 2001 = 1,412,468)

Gillberg (1991) 11.5/10,000 1,695 Case census
(in Gillberg 1995)

Fombonne (1999) 19.0/10,000 2,684 Review of 
epidemiological  studies

Fitzgerald et al., (2001) 7.7/10,000 1,088 Case census

Baird et al., 2000 58/10,000 8,192 Tiered approach

CDC, Atlanta 67/10,000 9,464 Intensive case 
(in Halsey et al., 2001 ascertainment 

It is clear therefore that there is wide variation in the number of cases of autism and ASD that might be
expected in the EHRA region depending on the estimates used.  In addition there has been no formal work to
identify the prevalence of ASD in adults.  The case census estimates are more likely to approximate to more
severe cases that are already known to the services and are hence likely to be underestimates.  The tiered
approach more closely approximates true population prevalence, as less severely affected cases are included.
Based on the tiered approach the most accurate overall population estimate for the prevalence of ASD in
children is approximately 60/10,000.  The numbers of children aged 19 years and under in the ERHA region
is 411,682 for 1996, the most recent figure available (Health Information Unit, Department of Public Health,
ERHA). One would expect approximately 2,500 cases of ASD in children aged 19 years and under in the ERHA
based on these prevalence estimates.

Aetiology

In the majority of cases, no specific underlying cause of autism can be identified.  However, research strongly
suggests that, in many cases, autism could be a genetically-based brain disorder that develops during the first
few weeks of foetal growth and that up to 10 different genes may be involved (Halsey et al, 2001).  Once a
family has one child with autism, the risk of developing autism in subsequent siblings is 3-7%.  For identical
twins, the risk that the other twin will be affected is at least 60% and may be as high as 90%.  For non-
identical twins the risk is no greater than that of another sibling (Rutter, 1999).  

Symptoms of ASD occur in children with other disorders that have known genetic aetiologies including
tuberous sclerosis (approximately 40% of cases, mostly those with moderate to severe mental retardation) and
fragile X syndrome (2-5% of cases), Tanguay et al, 2000).  In addition the interaction between environmental
factors, such as infection, or exposure to teratogens at during pregnancy, with a genetic predisposition may
be associated with ASD (Halsey et al, 2001).  

Measles, Mumps and Rubella Vaccine (MMR) and Autism

Recently attention has been focused on the theory that autistic behaviours seemed to occur or to worsen
shortly after vaccination particularly in relation to the MMR vaccine possibly by induction of bowel
abnormalities (Wakefield et al, 1998).  However, regression of language and social skills in the second year of
life has long been recognised as a presentation of ASD occurring in approximately one-third (29%-39%) in
some series of cases. (Tuchman et al., 1991, Tuchman and Rapin 1997, Kobayashi and Murata 1998).  

Current epidemiological studies have failed to demonstrate evidence for a causal association between the rise
in prevalence of autism and administration of MMR (Taylor et al., 1999; DeStefano and Chen, 1999; Kaye et
al. 2001). These epidemiological findings are consistent with our understanding of the aetiology of autism,
which has a strong genetic component.  The reported rise in cases of autism over time observed in California
and elsewhere has occurred after equilibrium has been reached in high rates of MMR coverage. (Dales et al,
2001; Kaye et al. 2001). 

A number of expert review groups have recently examined the question of a potential link between MMR
vaccination and ASDs including the World Health Organisation (2000), the American Medical Association
(2000), the Medical Research Council UK (2000) the Institute of Medicine USA (2001), the American Academy
of Paediatrics (Halsey et al., 2001), and the Department of Health and Children in Ireland (2001).  All have
concluded unanimously that there is no causal link between MMR vaccine and development of ASDs on the
basis of current epidemiological studies and do not recommend any alteration in the use of the combined
vaccine or the current vaccination schedule.  A further recent review of autism research by the Medical
Research Council UK (2001) strongly endorses this conclusion.  

Prevalence of Autistic Spectrum Disorders

It is unknown exactly how many children suffer from ASD.  In a review of 23 epidemiological studies of ASD
conducted between 1966 and 1998 using varied methods, Fombonne (1999) found a median prevalence
estimate of 5.2 per 10,000 for "classic autism".  Prevalence rates significantly increased with year of
publication, reflecting changes in case definition and improved recognition: the median rate was 7.2/10,000
for surveys conducted since 1989. A minimum estimate for all forms of pervasive developmental disorders
was 18.7/10,000.  Gillberg (1995a) described an increase from 4 per 10,000 in 1984 to 11.5 per 10,000 in 1991
and has pointed out that the prevalence of ASD as reported by a number of researchers has shown an increase.

Studies to determine the prevalence of autism and ASD are susceptible to bias because of the different methods
of case ascertainment used.  The tiered approach in which all children in a defined population are screened
using standard methods, with positive cases being referred for further evaluation has resulted in higher
prevalence rates for autism and ASD. Studies from Japan and Sweden that have used this approach
demonstrate a rate for autism and ASD combined of 21-31/10,000 (Honda et al. 1996, Arvidsson et al., 1997).
A recent Swedish study, based on a small regionally defined population revealed population prevalence rates
for autism of 60/10,000 and 121/10,000 for ASD (Kadesjo et al. 1999).  A UK study using the tiered approach
shows provisional rates of 31/10,0000 children for autism and 58/10,000 for ASD (Baird et al., 2000).

The Centre for Disease Control in Atlanta has operated a population based surveillance system on autism since
1998.  A recent epidemiological study of 9,000 in a small township of  New Jersey children where cases were
identified from multiple sources found autism prevalence rates among 3 to 10 year olds to be 40/10,000 for
autism and a rate of 67/10,000 for ASD.  This study used intensive case ascertainment methods rather than
population screening, hence the prevalence of autism and ASD may be underestimated (in Halsey et al., 2001).

A report by the California Health and Human Services Agency (1999) demonstrated a marked increase in the
number of persons with ASD receiving services in recent years relative to persons with other disabilities
between 1987 and 1998.  The figures from California have been misinterpreted as indicating a rise in the
number of cases per year although the report clearly states that it is not a prevalence study, but a count by
birth year of the number of patients in receipt of services, which can be expected to rise over time.  With
increased parent and professional awareness of the disorder, refinement of the diagnostic criteria with the use
of a broader definition that includes milder cases and the earlier diagnosis of the spectrum of disorders, a
substantial increase in identified cases by year of birth is to be expected (Halsey et al., 2001, Fombonne 2001).
Consistent with this reasoning was the finding that fewer children with recently diagnosed autism had mental
retardation compared with children in the programme in the early years.  However additional data are needed
to fully interpret the increase in ASD reported in the California programme including the number of older
children and adults with ASD who do not receive services, and information on population growth and
migration in the State.  

Recently published estimates of the prevalence rates for autism and ASD in Ireland, based on the number of
persons availing of state, voluntary and private services in the Eastern region, were 7.7 per 10,000 (Fitzgerald
et al, 2001).  This represents a clear increase in the prevalence rate of 4.9/10,000 reported in1992/1993 for the
region although the figures are undoubtedly an underestimate of the total number of persons on the autistic
spectrum.  Higher prevalence rates of approximately 15 /10,000 were reported for younger children aged 3-6
years.   

Expected number of cases of Autism and ASD in the ERHA

The prevalence of autism is clearly influenced by the methods used to diagnose it and the age groups studied,
hence a number of estimates are given.  These are based on total population estimates of 1.4 million for the
ERHA for 2001.
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‘Classic' Autism Rate Expected ERHA cases Study Method
(est. pop. 2001 = 1,412,468)*

Fombonne (1999) 7/10,000 989 Review of 
(since 1989) epidemiological studies

UK study 
(in Halsey et al., 2001 31/10,000 4379 Tiered approach

CDC, Atlanta
(in Halsey et al., 2001) 40/10,000 5650 Intensive case 

ascertainment 

*Source -  Health Information Unit, Department of Public health, ERHA 2001
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Introduction
This chapter comprises three distinct literature reviews.  The first section outlines a variety of international
models of service delivery for both children and adults on the autistic spectrum.  This review presents models
from the United States, Europe, and Northern Ireland.  The second section of this chapter presents a brief
review of intervention therapies commonly used to assist those with Autism Spectrum Disorder.  These
interventions include those based on interpersonal relationships, those based on skill acquisition and those
based on physiological treatments.  Finally, the third section in this chapter provides an extensive review of
the role of drug therapies in the treatment of autism spectrum disorder.

Section I: Review of Models of Service Provision 
Provision of Health and Social Care for persons with autism is known to be patchy and varied in extent.  Many
services provided for persons with autism lie within the framework of the intellectual disability services, or
where an intellectual disability is not present, under the remit of the mental health services. The difficulties
in choosing effective interventions for persons with ASD, attempts to co-ordinate assessment and planning
across agencies and recruitment and training of staff are problems now being faced by health authorities
including the ERHA, parents, educators and other professionals.  Heretofore, programme planning has not
been consistently co-ordinated between home, diagnostic and assessment services, school and the community.
The position of care for persons with autism being located primarily within the intellectual disability services
is also a cause for concern.  

US Models
Our clearest examples of best practice models come from the US where service delivery is underpinned by
legislation.  Examples of best practice include the Collaborative Work Group on Autistic Spectrum Disorders
in California (1997), the New York Early Intervention Programme (New York State Department of Health,
1999), and the May Institute Continuum of Services (Luce et al., 1992).

Collaborative Work Group on Autistic Spectrum Disorders-
California
Best practices for designing and delivering effective programmes for individuals with ASD have been reported
by the Collaborative Work Group on Autistic Spectrum Disorders in California (1997).  In 1993, California fully
implemented the federal 'Early Start' programme which provides early intervention services to infants and
toddlers with disabilities including autism and developmental delay from birth to 36 months.  They have
outlined guiding principles that are needed to govern best practice and provide details in relation to a number
of components, which are outlined below.

Guiding Principles for providing services for individuals with ASD:

An effective therapy/treatment or instructional programme is 

• based on current research and effective practices

• inclusive of a variety of methods and approaches in intervention and programme planning

• based on comprehensive assessment results

• determined by a multi-disciplinary team that includes parents

• reflective of the individual’s area of need which drives the curriculum or service plan

• outcome based

• provided by appropriately trained and competent staff, which can include parents as appropriate

• inclusive of entry and exit criteria.

An Individualised Programme Plan (IPP), Individualised Education Programme (IEP) and an Individualised
Family Service Plan (IFSP) needs to be drawn up. These should reflect informed, comprehensive procedures
and be delivered in settings designated by the program team.  The effectiveness of each plan is contingent on
review of each person’s progress and the identification and provision of adequate resources and staff training.
An intervention or programme, which is not effective in meeting the required needs, must be revised or
discontinued.  
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Best Practices

• Agencies and parents identify needs based on the individual’s assessment.

• Goals and objectives are established in priority areas according to assessment findings and cover the child’s
strengths and needs.

• Specification of necessary service and programme supports (e.g. staff ratios and other variables) are
identified.

• Agencies responsible for service and /or programme delivery are identified.

• The number of days of service in calendar year is considered.

• Specific identification of frequency and duration of service is made.

• Service options and related services are identified in writing.

• Procedures for promoting generalisation and maintenance of skills are made.

• The instructional setting and environment are determined by the ISFP/IPP/IEP and are based on a
comprehensive assessment that includes evaluation of potential environments and individual needs.
Setting options need to be age appropriate.

• Data collection parameters for measurement of the child’s performance and behaviour is agreed and the
format and schedule of data collection.

• Actual number of hours/days are determined based on the recommendation of the multi-disciplinary team.

Curriculum, Instruction and Plan Implementation
Curriculum design and emphasis need to reflect the unique learning styles and abilities of each child.
Instruction (methods, tools, and materials) and environment must be selected, adapted, modified, and varied
to allow the child to demonstrate progress according to the standard measures identified by the curriculum
and the IFSP and/or the IEP.

The California Work Group (1997) identified the following characteristics that appear to result in improvement
in areas such as social engagement, language, coping and reduction of difficult behaviours:

• Applied behavioural analysis is usually needed to assist a child to gain skills and reduce negative or
undesirable behaviours.

• An individualized approach is used to select a developmentally appropriate method and level of program.

• The curriculum is organised around normal developmental expectations.

• A highly structured and neatly organised, controlled environment is used.

• Data are recorded to monitor progress and to troubleshoot.

• A formalized assessment of skills (cognitive, language, socialisation, adaptive behaviour, fine and gross
motor, and play) is conducted at regular intervals.

• Generalization and maintenance of skills are built into the program.

• Mainstreaming opportunities with typically developing peers are built into the program. 

• Parent training and family support are used.

• Collaboration of all team members is used.

• Related services are included (i.e. speech, occupational therapy, adapted physical therapy, and/or
augmentative communication).

• Ongoing teacher/therapist training is included. 

• Transitional support is provided when the child leaves one program and moves to the next.

• Integration of research and practice is used.

Parental Involvement
All parents are expected to participate in the development and implementation of their child’s programme to
the extent that they are able.  While it is realised that mutual trust and respect evolve over time, the
willingness of parents and professionals to come together with a commitment to open communication and
child advocacy, is a first step towards that process.  

Best Practices

Parents need to have confidence that professionals with whom they deal will:

• Be knowledgeable in the area of autism

• Carefully consider and openly inform them about the range of educational and service options available

• Report progress, progressions and plateaus

• Offer intervention recommendations based on their professional expertise that deal specifically with their
child’s unique needs

• Work collaboratively with families and other agencies to provide appropriate services that meet the needs
of each child.

The California Work Group suggest that the following are essential for successful collaboration:

• Parents and professionals are honest with each other about their long-term goals for the child

• Parents and professionals accept responsibility for openly sharing and receiving information.

• High-quality training with frequent, consistent follow up is given jointly to parents and professionals

Collaborative Process for Identification and Referral 
There is a general consensus that collaboration among all service agencies with parent-professional
partnerships adds to the strength of effective service delivery systems and intervention plans.  

Assessment

Comprehensive assessment and evaluation set the foundation for the overall quality and appropriateness of
the ISFP, IPP and IEP that may include transition services as appropriate.  Accurate assessment data presented
to the parents in a sensitive manner prepares the way for a successful early intervention or educational
programme.  

Programme Characteristics

A consensus has emerged among researchers, clinicians and educators that appropriate intervention begins
early usually by 30 months (Collaborative Work Group on Autistic Spectrum Disorders in California (1997).

The characteristics of effective programmes are as follows:

• Founded on techniques of research based methods and curricula

• Clearly defined

• Supervised by trained staff

• Inclusive of parents 

• Conducted in a variety of settings

• Consistent across environments (i.e. home, school, community)

• Designed to allow transition to settings, which promote more independent functioning

• Staffed to provide sufficient support to demonstrate progress in meeting ISFP/IPP/IEP goals, objectives and
outcomes.

Programme Planning

Positive outcomes are as a direct result of intensity and consistency of the intervention across home, school
and community environments.  The range of options can be expanded through interagency collaboration.  See
Appendix 5 for a sample checklist for the development of the service planning process.
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5. Intensive vocational training. This programme provides day-treatment and parent support services to
severely handicapped youth aged 8 to 22 years which operates six days per week.  This allows many parents
to keep these children at home and reduces the need for residential placement.  

6. Intermediate care facilities for adults. This arose out of a recognition of a lack of such services for
adults with disabilities like autism who are not integrated into regular education.

A person may obtain services from more than one component in the continuum simultaneously.  One method
of programme evaluation consisted of tracking 24 measures taken 3 and 10 years before and 10 years
following the implementation of organisational development strategies.  The evaluation allowed the
development of a systematic strategy for development of new service components.

European Models
A recent exploratory study across the European Union aimed to identify aspects and issues in the structure of
service delivery that were autism specific (Bayliss, Heather and Wood, 2000).  A ‘Charter for people with
autism’ (see Appendix 4) and ‘quality of life’ were the key concepts providing the framework for the research
which addressed the following:

1. What kinds of approaches to care are provided across the EU?

2. What variety of training/treatments/therapies is provided?

3. To what degree are people supported and enabled to use community facilities?

4. How is behaviour understood and responded to in terms of the features of autism and the increased
likelihood of challenging behaviour?  

5. What kind of staffing and training is considered appropriate?

Using questionnaire and interview data with service managers, seven discrete approaches to the development
of services in the small to medium (SME) service provider sector were identified.   The data were analysed to
provide a profile of ‘models of care’ using concept mapping so that a rational basis for offering ‘a spectrum
of provision for a spectrum of needs’ could be identified.  The seven models were as follows:

1. Holistic.  This model covers the full range of residential services for children and adults through to old age,
including education, recreation, daytime and possibly vocational services.

2. Family Support.  This model covers organisations that are concerned with offering support in the form of
information advice and lobbying for services.  

3. Special education.  The aim of these programmes is to provide autism-specific education for children and
adults.  

4. Residential and day service provision.  The aim of these programmes is to support development towards
independence while considering that full independent living may not be attainable.  These programmes
would be smaller in scale and organisational structure than the holistic model.

5. Curative.  This model was concerned with making a clear diagnosis of ASD, clinical intervention using
highly directed short-term therapeutic approaches under the auspices of the health authority, and with clear
outcome indicators and expected rates of improvement.

6. Independent supported living.  This model was concerned purely with supporting the development of
independent living skills for high functioning people with ASD.  It is located outside any traditional
independent or statutory service provision.

7. Kinship Network Support.  This model was identified from the efforts of parents who take service
provision into their own hands usually as a result of lengthy and protracted negotiations with the statutory
authorities.    

The results highlighted the variability of service provision and the lack of a coherent response to the needs of
autistic people and their families.  It acknowledged the heterogeneity of the population with ASD and
suggested that this heterogeneity precludes the idea of a single ‘best practice model of care’.  Instead processes
of care and education must develop from a needs analysis of an individual or groups who share common
characteristics (‘a spectrum disorder requires a spectrum of service‘), within a dynamic framework which has
the client at the centre. 

The content of services may be characterised by the framework offered by Schopler, (1994).  The main need
is to have children accurately diagnosed and then have access to statutory education, using individualised
education plans developed with the involvement of parents.   This should result in providing support in the
least restrictive environment.  Once these objectives are supported through legal means by national and local
education authorities, the needs of adolescents and adults can be met through facilitating transition from

New York State Early Intervention Programme 
The New York State Early Intervention Programme is part of the national Early Intervention Programme in
the US for infants and toddlers under three years of age with confirmed disabilities or established
developmental delay and their families (New York State Department of Health, 1999).  The Programme offers
a variety of therapeutic and support services including: family education and counselling, home visits and
parent support groups, medical services only for diagnostic and evaluation purposes, special instruction,
speech therapy and audiology, occupational therapy, physical therapy, psychological services, service co-
ordination, nursing services, nutrition services, social work services, vision services, and assistive technology
services and devices.  The mission of the programme is to identify and evaluate as early as possible those
children whose healthy development is compromised and to provide for appropriate intervention to improve
child and family development.  

The New York State Department of Health regulations governing the New York State Early Intervention
programme state that the full range of early intervention service options be made available to eligible children
and their families adopting the following service models:

1. Home and community based visits.  In this model, services are provided by appropriately qualified
personnel to a child and/or parent or other designated caregiver at home or in any other natural
environment in which children under three years of age are typically found (including day care centres and
family day care homes).

2. Facility or centre based visits.  In this model, appropriately qualified personnel provide services to a child
and/or parent or other designated caregiver where the service provider works (i.e. clinic, hospital, and early
intervention site).

3. Parent-child groups.  In this model, parents or caregivers and children receive services in a group led by a
minimum of at least one service provider at an approved early intervention site or in a community based
setting where children under three years of age are typically found. (This group may include children
without disabilities).  

4. Family/caregiver support groups. In this model, early intervention services are provided to a group of
parents, caregivers and/or siblings for the purposes of 

(a) enhancing their capacity to care for and/or enhance the development of the eligible child; and 

(b) providing support, education and guidance to such individuals relative to the child’s unique
developmental needs.  

These early intervention services must be included in a child and family’s Individualised Family Service Plan
(IFSP) and provided at no extra cost to parents by qualified personnel who are under supervision.

May Institute Continuum of Services
To address the lack of consistency across various service programmes, the May Institute in Boston have
developed a continuum of transitional services for individuals with autism, developmental and behavioural
disabilities (Luce et al., 1992).

The first step in development of a continuum of services was the establishment of a strong central organisation
capable of providing support for each new service component.  A key to successful implementation of services
included the recruitment of competent staff and staff training.

A residential educational programme for children to age 16 was developed in 1978.  Examples of more recent
components include:

1. An Outreach Parent Intervention Programme - supported by research indicating that generalization
and maintenance of treatment benefits are more likely when parents are actively involved in their child’s
education.  

2. A Home based early intervention programme.  In this programme a teacher/therapist provides 15
hours of instruction to a child each week typically for a six-month period.  Parents are also asked to provide
10-15 hours of instruction.  

3. Pre-school services.  This is a socially integrated pre-school programme which offers full-day 12 month
services for 2 and 4 years old autistic children and for peers without developmental disabilities.  

4. School consultation  Provision in this area is two-fold:

1. consultation service to non-fee paying schools serving autistic children

2. design and development of new programmes for autistic children in non-fee paying school settings
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• The diagnostic services would be integrated as core components within mainstream education, health and
social services, supported by appropriately skilled professionals working within inter-agency teams in each
locality.

Parental and professional perceptions of diagnostic service provision

The principal concerns identified were:

• The lack of information relating to diagnosis,  transparent referral routes and follow up services.

• The lack of a co-ordinated multi-professional response to diagnosis.

• The lack of confidence by professionals with regard to taking responsibility for making a diagnosis.

The communication of diagnostic results and outcomes

The principal concerns identified were:

• The long-term delays experienced by parents in achieving a diagnosis possibly extending over several years
and the necessity to attend a range of health professionals often without receiving a firm diagnosis.

• The importance of sharing the outcome of the diagnosis with members of the multi-disciplinary team.

The nature of home based diagnostic support post diagnosis

The principal concerns identified were:

• The overall lack of provision of responsive therapeutic intervention programmes resulting in a deficit in co-
ordinated home based support for people with ASD and their families.

• The lack of a linkage between making the diagnosis and provision of follow-up support.

• The need to allocate named key workers to co-ordinate care.

Staff skills and competence in the diagnosis of people with ASD

The key issues identified were:

• The importance of staff (and parental) skills training to enhance competence in the assessment and
diagnostic process.

• The provision of inter-disciplinary training on a shared basis between health, social and education sectors.

Section II: Review of Therapeutic Interventions for ASD 
While numerous interventions and treatments for autism have been proposed, considerable debate exists over
their effectiveness.  Criticisms include a lack of sound theoretical foundation (Biklen, 1993), a lack of efficacy
(Koegel & Koegal, 1995; Simpson & Myles, 1995), exaggerated claims (Lovaas, 1987) and a failure to conduct
empirical evaluations (Freeman, 1993).  The ever-increasing list of interventions only serves to exacerbate the
difficulties faced by both professionals and parents when attempting to choose a suitable treatment.  The brief
review and critical analysis of the most commonly applied interventions presented below is based on a critique
by Heflin & Simpson (1998).

Interventions based on the formation of interpersonal relationships stem from Kanner’s (1943) proposal that
autism resulted from a lack of parental bonding.  These interventions aim to promote attachment between
caregiver and child.  The four most commonly applied therapies based on this philosophy include Holding
Therapy, Gentle Teaching, Options and Floor Time.

Holding Therapy (Tinbergen & Tinbergen, 1983; Allan 1977; Zaslow & Breger, 1969), which involves the
caregiver holding the child tightly while speaking or singing, seeks to restore the ‘symbiotic bond’ between
child and caregiver.  Despite a lack of empirical support, the therapy was heralded as a ‘cure’ (Tinbergen &
Tinbergen, 1983).  The invasive nature of this therapy has however resulted in a decline in its popularity in
the United States (Heflin & Simpson, 1998).  

Gentle Teaching teaches children through interactions that consist of ignoring inappropriate behaviour and
the use of prompt learning (McGee & Menolascino, 1991).  Empirical support for this method is limited (McGee
et al., 1987) and criticisms have been made of the effectiveness of the therapy and the possibility that it can
be potential harmful (Smith, 1996).  

school to vocational training.  The transition may also include group home development, respite care for
families, social skills groups and residential living with community access for recreational activities.   

The research reported a direct link between the nature of the diagnosis and the provision of care particularly
relating to individuals with high-functioning autism/ Asperger’s syndrome.  The nature of their ‘high ability’
may have rendered them ineligible for services.  Many of the SMEs reported entry into care through social
breakdown or through the mental health services when referral was made as a result of challenging behaviour.  

There are no recognised and accepted guidelines on support, training and care specifically for people with
autism within the literature.  In the European study, Individual Programme Plans and Individual Transition
Plans to support the transitions between schools or school and the community were found to be non-existent
or in their infancy.  

Eighty percent of respondents reported that their services catered specifically for those with ASD. The parental
view was that generic services were inappropriate because of the lack of autism – specific training for staff,
and that autism specific services were required.  The main category of therapeutic intervention offered in
service provision was based on the Triad of Impairment (87%) followed closely by counselling approaches.
The TEACCH programme was widespread and behavioural methods predominantly used.  

Most of the SMEs indicated a wish to be as integrated as possible and had clearly stated goals in relation to
independence integration, social involvement and communication.  The research highlighted a need for clearer
understanding of self-advocacy and advocacy with particular respect to communication processes and the
need for exploration of newer communication procedures to facilitate this.

Parents were identified as the main instigators for access to service provision and the main support for their
children’s development and care.  The need to balance the needs of children against the needs of parents
particularly as the person gets older was identified. 

Northern Ireland 
A study was conducted in Northern Ireland between June 1997 and December 1998 to evaluate the
effectiveness of diagnostic facilities available for people with ASD and their families, and to advise on how
more effective and responsive services might be developed.  It demonstrated through obtaining the views of
parents, professionals and managers that considerable variation existed in the quality and effectiveness of the
diagnostic provision and follow up support.   The key issues arising from the study related to: 
• Describing and quantifying the demand for diagnostic services within Northern Ireland

• Parental and professional perceptions of diagnostic service provision

• The communication of diagnostic results and outcomes

• The nature of home based diagnostic support post diagnosis 

• Staff skills and competence in the diagnosis of people with ASD

Describing and quantifying the demand for diagnostic services within Northern Ireland

The range of facilities providing diagnostic services were identified as

Primary Care Services which provided generic screening, assessment, diagnostic and treatment services
within the context of paediatric child development centres.

Child psychiatric services, adult learning disabilities services, genetic services etc. which provided generic
services for people with atypical presentations.

Specialist services focusing explicitly on diagnostic provision and treatment for ASD.

The principal recommendations regarding structures were as follows:

• The primary aim should be to enhance all three categories of service but with particular emphasis on child
development centres and primary care teams.

• The diagnostic services for ASD should be regionally co-ordinated with collaboration between a centralised
Northern Ireland diagnostic service and locally based child development centres.  The central diagnostic
service would act as a centre of expertise and specialist knowledge but would ensure easy access for parents
through local service co-ordination.  The report also advised that the regional diagnostic centres would
provide specialist access for education and training in diagnosis as an outreach activity.
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Dietary Supplements, such as the ingestion of large quantities of vitamins, have been reported to improve
cognitive functioning and behaviour (Harrell et al.,1981; Rimland, 1978).  Scepticism regarding the efficacy
of such treatment and the potential for toxic side effects has been raised (Tolbert et al.,1993; Tsai, 1998).

Some interventions provide a combination of the three approaches outlined above (relationship-based, skill-
based and physiologically-based).  Perhaps the best-known proponent of this combined approach is the
Treatment and Education of Autistic and related Communication handicapped Children programme (TEACCH)
emanating from the University of North Carolina (Mesibov, 1994).  In 1972 TEACCH became the first program
for people with autism to be mandated by a state legislature.  TEACCH advocates early identification,
education, parent training, social skills training, communication, training and vocational preparation.  It is
based on the provision of a highly structured and predictable environment heavily reliant on visual cues. The
development of diagnostic tools emanating from this programme is impressive, including the Childhood
Autism Rating Scale (CARS: Schopler, Reichler & Renner, 1988) and the Psycho-educational Profile-Revisited
(PEP-R; Scholpler et al., 1990).  Empirical evidence is also available to support the effectiveness of this
approach (Keel, Mesibov, & Woods, 1997; Mesibov, Scholpler & Hearsey, 1994).

Section III: Review of Drug Therapies for Autism.

There are numerous problems in establishing an evidence base for pharmacological agents in the treatment of
Autistic Spectrum Disorders for the following reasons.

1 It is often unclear which of the following is being treated:

i) The core symptoms of the syndrome of autism

ii) Symptoms that are often associated with autism - e.g. aggression, Attention Deficit Hyperactive
Disorder (ADHD), and habit disorders (to do with sleep, feeding and elimination). 

iii) Some other disorder that might amplify or even mimic the autism – e.g. epilepsy (Tuchman, 2000) and
depression (DeLong, 1999).

The distinction between these is arbitrary. For example, it can be difficult to define the threshold at which
repetitive self-stimulation (a core symptom of autism) becomes compulsive self-injury. The latter frequently
coincides with externally directed aggression, which in turn, is part of a spectrum of disturbance that runs
through irritability to depression. Thus, the target of treatment is often vague and, consequently, so is the
search for a relationship between a specific drug and a specific effect.

2 The conditions may vary over time

a) Autism is a developmental disorder that alters with age. Change is not even but occurs in spurts,
particularly as the person moves into later childhood, early adolescence and early adulthood. Trials
need to be placebo-controlled and sufficiently lengthy to accommodate this.

b) The presentation of autism varies from day-to-day and is strongly influenced by its environment,
particularly the attitude and expectations of those around. There is the potential for a powerful placebo
effect.

c) The development of tolerance (characteristic of the adaptive power of the CNS) means that there is
variation in the effect of the drug over time.

3 Measurement of change over time is difficult. Such is the day-to-day variation in symptom intensity and
the shortcomings of the available instruments that observers need to be blind, not easy when they are carers
implementing the treatment. The only instrument designed to measure change (as against making a
diagnosis) is the BSE Scale. (Barthelemy et al., 1997). 

4 A drug is usually given in conjunction with other treatments and it can be difficult to disentangle what is
responsible for change (or is preventing it). 

5 Autism is a heterogeneous disorder so that it is not unexpected that only a subset will respond to a given
treatment and that idiosyncratic responses occur. However, it does mean that an inconsistent response is to
be expected, with a given drug affecting only some symptoms, only in some people, and only at a particular
dosage.

6 The precise nature of the action of a drug, for although we develop hypothetical constructs to explain a
drug’s action, these are grossly simplified. Thus the influence may be on a particular part of a particular
system or be more widespread.

Options (Kaufman, 1976) was developed by the Kaufman family in response to their child’s autism.  They
believed that by emulating their child’s world, their son would ‘emerge’ from his own solitary existence.  While
the results were favourable for the Kaufmans and a limited number of others, the success of this therapy is
largely anecdotal.  

Floor time (Greenspan, 1992a, 1992b) focuses on establishing relationships in a spontaneous manner.  The
term ‘floor time’ is based on the recognition that many of the spontaneous opportunities for caregivers to
interact with their children often occur on the floor. A critical element of this therapy is the ‘circle of
communication’, which may range from preverbal interactions to verbal conversations.  Floor time does not
seek to teach specific skills per se but rather aims to foster a sense of pleasure in relating to others.  Support
for this therapy is largely based on testimonials (Heflin & Simpson, 1998).

Skill-Based treatment programmes are based on the philosophy of teaching a specific skill to people with
autism.  Numerous skill based treatment programmes are available, and a selection of the most common is
presented below.  
Picture Exchange Communication System (PECS; Bondy & Frost, 1994) uses pictures as a communication
system and is targeted at those who are non-verbal.  Children exchange a picture of a desired item for the
actual item. Heflin & Simpson (1998) judge PECS as a sound method with ‘excellent utility in developing
communication skills’ (p.198).  
Facilitated Communication (Biklen, 1990; 1992; Crossley, 1992; 1988) involves the hand-on-hand assistance
of a non-disabled person to facilitate the disabled person type a message.  The sophistication of some
communications has led Birken (1992) to question whether autism is in fact a form of global apraxia.  Despite
a continual lack of evidence to support the independent nature of these communications (Mulick, et al., 1993;
Wheeler et al., 1993) this method continues to be used with people with autism.  

Applied Behaviour Analysis (ABA; Discrete Training Analysis) is a form of behaviour modification based on
a full assessment of the skills required by the individual to perform tasks independently. Once these skills are
identified a systematic teaching programme is initiated and performance is rigorously evaluated.  While ABA
is a general technique used with people of all disabilities, Discrete Training Analysis is the specific adaptation
of ABA for people with autism.  Typically, the instructor provides a cue for a specific behaviour and rewards
appropriate behaviour.  While the method is perceived as highly effective, it is also one of the most
controversial therapies (Heflin & Simpson, 1998).  Claims of ‘autism recovery’ and ‘cures’ have been made
(Lovaas, 1987).  Equally, the recommendation of 40 hours of therapy a week has also been criticised as no
empirically validated time dimensions have been identified (Gresham & MacMillan, 1997).  Considerable
debate also surrounds the issue of whether ABA should be implemented exclusively of other therapies, whether
the recommendation of one-to-one instruction is necessary, and whether skills can be generalised to other
situations.  

Cognitive Behavioural Methods (Hare, 1997) are most commonly used with people at the higher end of the
autistic spectrum.  The methods rely on the person with autism implementing and monitoring his/her own
behaviour.  Social scripts are provided to assist the person in routine social interactions and social autopsies
provide an opportunity for the person to assess his/her performance and modify behaviour accordingly. While
little empirical evidence exists to support the use of this type of therapy specifically for people with autism,
Heflin & Simpson, (1998) comment that these techniques will, in time, be ‘added to the list of best practice
strategies’ (p.202).

Physiological intervention programmes attempt to address the neurological dysfunction that is believed
to result in autistic behaviour.  These programmes attempt to influence how information is received and
processed in the brain.  

Psychopharmacological Treatments for autism include anti-convulsant drugs (e.g. Phenobarbital),
tranquillisers (e.g. Thorazine), stimulant mediations (e.g. Ritalin), anti-depressants (e.g. Tofranil) and opiate
antagonists (e.g. Naltrexone) among others (Fisman, 1997; Tsai, 1992).   Heflin & Simpson, (1998) comment
that while drug treatment is an effective treatment for autism, it is not a cure and is not universally
appropriate for all children.  

Sensory Integration Theory holds that aberrant behaviour displayed by individuals with autism is an attempt
to experience preferred stimuli and avoid unpleasant stimuli.  Sensory programmes developed to restore
equilibrium can be very effective.  Despite this success, empirical validation has yet to emerge (Wilbarger &
Wilbarger, 1991). 

Auditory Integration Training (Berard, 1993) aims to reduce an individual’s sensitivity to sound and thereby
reduce the aberrant behaviours associated with sensory discomfort.  Little is known about the exact
physiological mechanism by which this method works and consequently empirical validation has yet to be
undertaken (Gillberg et al., 1997).  
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The stimulants are largely dopaminergic drugs that have an undue reputation for increasing
symptomatology, in particular stereotypes, tics and self-injury (Aman, 1996). However, there are positive
reports for the use of methylphenidate (Handen, Johnson, & Lubetsky, 2000; Quintana et al., 1996) and
amantidine (King et al., 2001). The latter is also an agonist for a subtype of glutamate receptor (the NMDA
receptor), which may give it an anticonvulsant effect of some importance in a population where epilepsy is
rife.

Diets and Opioid Antagonists

The opioid hypothesis (that the symptoms of autism are the consequence of an excess of exorphins, probably
derived from the gut contents) led to the trial of naltrexone. Several small, blind, RCTs have shown it to be
effective in very low dosage 0.5-0.75mg/kg/day (Leboyer et al., 1992; Scifo et al., 1991; Williams et al., 2001).
Larger trials at a higher dosage (1mg/kg/day) had mixed results, some positive (Campbell et al., 1990; Kolmen
et al., 1995) and others negative (Feldman, Kolmen, & Gonzaga, 1999; Willemsen-Swinkels, Buitelaar, & van
Engeland, 1996).

Several factors appear to obscure its effectiveness

• Naltrexone has a bitter taste and is insoluble – compliance interferes with trials.

• The results are modest and, although it appears to improve the degree to which a child will initiate social
contact and communication, the main effect is on associated symptoms, particularly hyperactivity.

• The results appear to confirm the presence of a therapeutic U-curve. The dosage has to hit a narrow window
which is exceeded in most of the trials.

A debate as to whether children with autism should have a routine trial of naltrexone was inconclusive
(Campbell, 1996; Harris, 1996) and left it open to the prescriber. The low dosage and its lack of adverse effects
make naltrexone an attractive drug for a therapeutic trial. Compliance is helped by the long half-life of its
active metabolites, which means that it can be given as a single daily dose.

Other measures have become attached to the opioid theory. Gluten and casein form active opioids, in the
course of digestion. This has led to the suggestion that an excess may result either from a lack of the necessary
peptidases to complete their breakdown or that the gut wall may be unduly permeable. Either way, the removal
of wheat and milk products from the diet should improve the core and associated symptoms of autism.
Although a Swedish centre has carried out a careful study (Knivsberg, Reichelt, Høien, & Nødland, 1998) it
has yet to be replicated elsewhere, let alone as a double blind RCT trial. However, the pressure of positive open
reports suggests this to be an approach that might be essayed as an individual clinical trial. There is no
laboratory test that will foretell the outcome.

The use of other measures, such as nystatin, to treat a permeable bowel does not have even the support of
published open trials.

Intravenous secretin has been reported effective in a series of children with bowel problems. A number of
double blind studies have failed to confirm its effectiveness for autistic symptomatology (Chez et al., 2000;
Corbett et al., 2001; Sandler et al., 1999). What did emerge was the strength of a placebo effect, the day-to-
day variability in symptom intensity and the shortcomings of existing measures in assessing change in autism.

Adrenergic

Clonidine, an a-adrenergic agonist, has a modest but clear effect in treating hyperactivity (Frankhauser,
Karumanchi, German, Yates, & Karumanchi, 1991; Jaselskis, Cook, & Fletcher, 1992).
Propranolol and nadolol, a-adrenergic blockers, will block autonomic panic and have been useful for some
cases of aggression (Haspel, 1995). 

Antiepileptic drugs (AEDs)

Epilepsy occurs in 30% of people with autism and its effective management will improve the symptoms of
autism (Deonna et al., 1993). There are a small number of reports of people, without obvious seizures but with
an epileptiform EEG, who have responded to an AED, usually valproate (Gillberg & Schaumann, 1983; Nass
& Petrucha, 1990; Plioplys, 1994). A child who had had an autistic regression at about 18 months but with a
normal EEG was reported as having improved on steroids. It was suggested that some cases of autism,
particularly where it had started after a period of normal development and where there was an epileptiform
EEG, might be a form of Landau-Kleffner syndrome, an acquired aphasia thought to be caused by epileptic
activity. More aggressive investigation found paroxysmal EEGs present in 20-50% of those with autism,
regression to occur in 30% and that there was only a loose association between these and with clinical seizures

The Drugs
Drug Usage is grouped by clinical action, chemical class or by the neurotransmitter systems that are
considered to be the primary focus of their action. This variety reflects the rudimentary framework that we
use to explain the actions of a drug. In practice we use a drug because:
• The drug, or others like it, has been shown to be effective in this condition (or in others like it). 

• The benefits of the drug sufficiently outweigh its risks, both immediate and long-term, in a given individual
to be of overall benefit. Reports regularly comment on the sensitivity of the person with autism, that
symptoms can respond to doses that would be sub-therapeutic in a normal population as well as the high
incidence of adverse effects – the adage ‘start low, go slow’ being apt.

Serotonin

Serotonergic dysfunction is frequent (Cook & Leventhal, 1996) and drugs affecting this system are effective
(the SSRIs and related drugs): what is less clear is which of these, in whom and for what. There is an increasing
flow of reports of success with most SSRIs. Perhaps the most controversial issue is whether there should be a
routine trial and, if so, at what age: an open study makes a case for this in early childhood (DeLong, Teague,
& Kamran, 1998).

Obsessive-compulsive symptomatology runs through developmental disorder. Although phenomenological
distinctions have been drawn between various forms of disorder, the key point is that serotoninergic drugs
appear to be the most effective treatment to alleviate the symptoms (Soomro, 2001) and this applies in autism
as much as in OCD (McDougle, Kresch, & Posey, 2000). Positive open trials routinely follow the licensing of a
new drug but blind RCTs are scarce.

The serotonin syndrome is recognised increasingly in which increased arousal may manifest in various
systems including the limbic (anxiety, restlessness, anger), autonomic (sweating, shivering, fever, tachycardia)
and motor (hyper-reflexia, myoclonic jerks, seizures and death). Well-recognised in its florid form, more subtle
presentations are often missed or even discounted, the disturbance being attributed to the autism.

Many other drugs increase serotonergic transmission including buspirone (Buitelaar, van der Gaag, & van der
Hoeven, 1998), lithium (Tyrer et al., 1984), and the atypical neuroleptics. Of the last, there is strong evidence
for the efficacy of risperidone (McDougle et al., 1998) although, as with any new drug, its adverse effects are
not fully appreciated. All of these drugs can synergise with serotonergic drugs but this may increase the risk
of a serotonin syndrome.

Fenfluramine provides an object lesson. Used as a drug to deplete serotonin, its effect is to increase serotonin
release and a multicentre study reported its efficacy. It was later recognised that there had been
methodological shortcomings in the trial but it was only after a large number of double blind RCTs failed to
confirm its findings that the use of fenfluramine faded before its potential CNS toxicity led to its withdrawal
from the market. Even so its efficacy remains unclear (du-Verglas, Banks, & Guyer, 1988) and it may be that
it has a number of effects including as a CNS stimulant and some action as a dopaminergic blocker.

Dopamine

Autism was considered a form of childhood schizophrenia and this led to the extensive use of neuroleptics
(which block dopaminergic transmission). This was in spite of the likelihood of dyskinesia both acute and
tardive. Although acute dyskinesia is readily treated with anticholinergics (such as orphenadrine or
procyclidine), it’s occurrence can be so distressing, particularly where communication is impaired, as to lead
to the breakdown of the therapeutic relationship. Thus, although not ideal, there is a case for the prophylactic,
short-term use of anticholinergics when someone is started on a neuroleptic.

Of the neuroleptics, the most thoroughly investigated has been haloperidol. This has been shown to be
effective in improving both the core and associated symptoms of autism (Campbell, Anderson, & Small, 1990)
but unfortunately is also very likely to produce dyskinesia (Campbell et al., 1997). Little research has been
done to substantiate the reputation of thioridazine, the most popular drug because of its reputation as being
less likely to induce dyskinesia (Rimland, 1988) and cardio toxicity has now left its use restricted to intractable
schizophrenia.

In North America, clozapine is being considered for the treatment of extreme and intractable self-injury
(Hammock, Levine, & Schroeder, 2001) but here its licence terms strictly restrict its use to intractable
schizophrenia as there is a risk of marrow suppression. It is difficult to categorise this drug that affects a wide
range of transmitter systems.
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(Kawasaki et al., 1997; Tuchman & Rapin, 1997). About 20% of children who have language regression have
epiletiform EEGs in the absence of clinical seizures. Nevertheless the American consensus guidelines
recommend that children with a delayed onset of autism should have an EEG (Filipek et al., 2000) –
presumably because the discovery of an epileptiform abnormality might indicate antiepileptic treatment. 

There is support for this in the good outcome of surgery (multiple subpial transection) in a group of children
who had delayed onset autism, an epileptiform EEG and clinical seizures (Nass et al., 1999). This does not take
into account the difficulty in distinguishing seizure from other forms of episodic behaviour in a population
where co-operation and communication are limited, and absences often suspected.
At present, it is questionable if, in the absence of clinical evidence of epilepsy, there should be AED treatment.
In the absence of consent, an investigation that might cause distress is only justified if it is going to alter the
clinical management of a case. As yet, an epileptiform EEG on its own is not a sufficient basis for treatment
and therefore should not be a routine investigation – an argument that contradicts the American guidelines.
The position may change with the publication of further treatment studies.

Other drugs

Tetrahydrobiopterin has been tried in a variety of neurological disorders and there is some indication that it
is worth further exploration (Fernell et al., 1997).

Vitamin B6 (pyridoxine), with supplemental magnesium, was explored by the Tours group of researchers who
support its use. However, if effective (Findling et al., 1997; Kleijnen & Knipschild, 1991), it is in a subgroup
of uncertain size.

Summary of Drug Treatment

Somebody with autism might benefit from nearly any drug that affects the CNS. However, the response can
be so idiosyncratic as to make it difficult to foretell precisely. Medication has a place in the management of
autism but only if introduced slowly, in low dosage and (as the response is likely to change over time) and if
kept under close scrutiny.

Conclusion 

All models of service identify the need for a comprehensive level of service to the affected individual and
his/her family. Programmes should be individualised, based on multidisciplinary assessment including input
from parents. Close collaboration between service providers in health, education, social service and
employment is essential so as to avoid confusion for families and gaps in service provision. A partnership
approach to working with families and affected individuals is regarded as best practice. Therapeutic
interventions should be based on proven methods, with clear goals, and in-built  process of evaluation and
review. Staff must be trained in autism service provision. A number of drug treatments have been shown to
be effective in treating some of the symptoms of autism, but close follow-up is needed.
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Introduction

Bayliss, et al., 2000 have identified the variability and lack of co-ordination in service provision for autistic
people and their families.  They suggest that the heterogeneity of the population with ASD precludes the idea
of a single ‘best practice model of care’. They recommend that processes of care and education must develop
from a needs analysis of an individual or groups who share common characteristics within a dynamic
framework which has the client at the centre, ‘a spectrum disorder requires a spectrum of service‘.  This
analysis needs to be carried out during the entire life span from the pre-school period to adulthood and be
subject to ongoing review.  

The Pre-school Child
Fombonne reviewed a number of studies that examined age-specific prevalence rates for  Autism Spectrum
Disorders in the pre-school population (Fombonne, 1999).  These varied from a very low rate of  2.17 per
10,000 in 3-7 year olds (Rivto et al., 1989), a medium rate of 7.8 per 10,000 in 4-7 year olds (Gillberg et al.,
1991) to a very high rate of 17.1 per 10,000 reported by Matsuishi st al., 1987.  The key stages in the delivery
of services for pre-school children are Assessment, Diagnosis and Early Intervention.  Clearly identified
pathways to each level of service are required.

Assessment and Diagnosis
Assessment

Below two years of age, children with ASD frequently present with significant behavioural disturbance e.g.
severe temper tantrums, feeding difficulties impaired interaction and head-banging.

Assessment is initiated by concerns raised by parents, pre-school staff, Public Health Nurses, Area Medical
Officers, General Practitioners and others.
The first assessment done in most children presenting with ASD is a hearing test due to their poor response
to, and delayed development of, language.
From Audiology services the children are referred to any or all of the following:
Community Developmental Clinics,
Speech and Language Therapists, 
Child Guidance Clinics, 
Consultant Paediatricians

The key issues identified are:
There are often long delays from referral to assessment, and even longer delays for therapeutic services
(Howlin and  Asgharian, 1999).
Assessment, therapy and support of children with ASD is time-consuming and so therapists are unable to
manage large numbers of patients.

Diagnosis

Research supports the benefit of early diagnosis of Autism when this leads to early intervention.  The Northern
Ireland study (PAPA, 1998) (c.f. Chapter 4) demonstrated that considerable variation existed in the quality and
effectiveness of the diagnostic provision and follow up support in the province.  The study recommended that
the diagnostic services for ASD be regionally co-ordinated with collaboration between a centralised Northern
Ireland diagnostic service and locally based child development centres.  The central diagnostic service would
act as a centre of expertise and specialist knowledge but would ensure easy access for parents through local
service co-ordination.  The report also advised that the regional diagnostic centres would provide specialist
access for education and training in diagnosis as an outreach activity.

A similar model might be considered here with enhancement of the existing Child Development Teams to carry
out screening for autism/ASD using a screening instrument such as the Modified Checklist for Autism in
Toddlers, CHAT (Baron-Cohen et al., 1996) and ensuring a fast track referral to specialist services and early
intervention.

Current consensus is that diagnosis is best made by specialist services through Multidisciplinary Teams skilled
in evaluation of young children with developmental disorders.  Diagnostic instruments such as the Childhood
Autism Rating Scale (CARS) (Schopler et al., 1980), Autism diagnostic Interview (ADI-R) (Lord et al., 1994),
may be used by trained staff, and are well validated although there is evidence that clinical diagnosis is as
accurate in the hands of experienced professionals (Stone et al., 1999).  The Diagnostic Interview for Social
and Communication Disorders (DISCO) was developed by the Centre for Social and Communication Disorders,
Kent (Gould, 2001).  Its principal advantages are that it was developed for clinical use in addition to research
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programme. Programmes may draw from a number of different models such as ABA, TEACCH, PECS, but
should be based on developmental principles, and focus on developing functional communication skills, while
promoting positive behaviour.  Current best practice recommends that services be focussed on the family as
well as the affected child.  Depending on the needs and developmental stage of the child it is likely that Autism
Services will need to be able to offer varied and flexible methods of intervention. 

The School-going Child

By this stage the diagnosis is generally well established, and a stage of relative cognitive and behavioural
predictability has been reached. Educational options will be outlined by the Taskforce on Autism established
by the Minister of Education and Science. 

Multidisciplinary team support is currently provided by the ERHA. Close relationships need to be established
between the Departments of Education & Science and Health & Children to clarify the respective roles with
regard to service provision to this group of children, so that services are well coordinated at local level. Again
the Individual Educational Plan must be developed in partnership with parents so as to meet the needs and
abilities of the individual child.

Best practice requires that a full and detailed profile of the child is undertaken, which will involve working
closely with the family as well as independent assessment by the  multidisciplinary team. This would include:

Speech and Language assessment.

Occupational Therapy evaluation with particular regard to sensory dysfunction.

Medical examination.

Psychiatric assessment with particular to possible comorbid disorders.

Physical Therapy programme.

Dietetics where necessary.

Social work assessment to ensure access to support services and entitlements.

The school-going child may attend a Special School within Autism services or Learning Disability services.
The role of the health services is to ensure access to health and therapeutic services so as to support the
education of the child. 

Outreach services support the educational placement of children with autism in mainstream schools within the
child’s local community. The term outreach is based on the philosophy of services going out to the child and
family, rather than the child attending a centre-based clinic. The Department of Health & Children supports
the Department of Education & Science to provide a comprehensive educational service for children and
adolescents on the autistic spectrum. In November 1998 outreach classes in mainstream settings became
available for children in the ERHA catchment area. There has been a rapid increase in the demand for these
services. 

Beechpark Outreach Services have been designated as the regional provider of these services. However as
the demand has grown, it has become clear that this service needs to be replicated in each of the three
constituent health boards of the ERHA. Guidelines need to be developed with regard to case-load levels, and
models of service provision.

Support services required include:

Clinical and Therapeutic Services including:
Psychology, Speech & Language Therapy, Occupational Therapy, Social Work, Child Psychiatry, Dietetics,
Clinical Nurse Specialist, Behaviour Specialist, Project Worker, Paediatrics.

Respite and Family Support Services

A variety of short and long term respite for weekends, weekdays, holiday periods, and on an emergency basis
should be available. Residential services may be needed in the long term on part or full time basis, and
planning for this provision should start well in advance of need.

Home support

Resource workers trained in the management of autism are needed to provide support to families and children
in home and community settings, based on the child and family’s individual support needs. This may involve
providing support for educational programmes in the home or supporting the child to access community
recreational facilities.

and that it elicits information relevant to the whole autistic spectrum and to conditions such as attention
deficit disorder, hyperactivity and obsessive-compulsive disorder, which overlap with autistic disorders.  

The CHAT is a screening tool and has not been validated as a diagnostic tool although a modified version is
being developed for this purpose (Baird et al., 2000).  Diagnostic playgroups are helpful and give a better
insight into the child with observation over time.

Many children with ASD have other diagnoses such as language disorder, oppositional defiant disorder with
language delay, hearing impairment or fragile-X syndrome.  Screening for these conditions and screening of
siblings should be carried out. Medical investigations are done in accordance with clinical indications and
consensus guidelines (Rapin, 1997, Gillberg and Cass, 2000).

A co-ordinated approach is important with good communication between multidisciplinary, medical and
community services, as well as parents (Collaborative Work Group on Autistic Spectrum Disorders, 1997).

Early Therapy

Following diagnosis, parents need intensive education and access to information about Autism Spectrum
Disorders. This should include broad information about the spectrum as well as specific information relating
to their child and his needs and abilities. They should be given information relating to therapeutic options
available to them, as well as access to support services.

Parent training or group work in promotion of communication skills, behaviour management, and the nature
of Autism, should be provided in programmes such as the Early Bird Programme or the modified Hanen
programme. Individual therapy should be provided in home-based programmes for very young children or in
pre-school settings. Support in finding pre-school services is needed, as is healthcare advice including dietetic
support for children with significant feeding difficulties or chronic bowel problems. Information on
entitlements, resources, and parent support groups should also be given at this stage.

The ERHA awaits the report of the Task Force on Autism established by the Minister for Education and Science
with its recommendations on pre-school services. 

Early Intervention Therapeutic and Rehabilitation Programmes 

Children over the age of two years and certainly beyond two and a half years of age benefit from pre-school based
interventions in addition to parent training in communication and behaviour management. A consensus has
emerged among researchers, clinicians and educators that appropriate intervention begins early usually by 30
months.  Research has clearly shown benefit from intervention in this age group (Dawson and Osterling, 1997). 

Behaviour management is clearly of help although research has not clearly defined any one single programme
which is superior to all others (Prizant and Rubin, 1999).  Parents of young children with autism have
demanded programmes based on the more traditional ABA models, particularly the Young Autism model
(Lovaas, 1987), because outcomes have been demonstrated and significant gains in development reported in
children who have received the intervention.  However careful analysis of the studies shows that these results
reflect the effects of intensity rather than the treatment itself (Jordan et al., 1998). The early promise of
"curing" autism has not been found to be true, however with intensive intervention about 50% of children
with ASD can integrate into school.

The ABA model has also been criticised on educational grounds for producing dependent learning styles and
being too narrow in its approach.  However, according to Cohen (1999), there appears to have been a shift
towards incorporation of more naturalistic elements into traditional behavioural models in more recent years
(Koegel and Koegel et al., 1999, McGee et al., 1999) with the result that these models have almost as much in
common with developmental approaches like that of Greenspan (Greenspan and Wieder, 1999) as they do with
the more traditional ABA approaches.  

Individual children have different needs and each child needs an Individual Programme Plan developed in
partnership with parents. This should outline defined goals and strategies for intervention, which can be used
across all settings. Consistency of management has been shown to be important in helping children to broaden
skills beyond the classroom. Many children with autism can be educated in an integrated setting, and will
benefit from this if appropriate support is provided by well trained staff (Anderson et al, 1994).

Research outlining the core difficulties in Autism is helping to clarify which methods of teaching are most
effective. All early intervention programmes should have access to Speech/Language Therapy,
Occupational/Sensory Integration Therapy, Psychology, Early Childhood Educators, Child Psychiatry, Social
Work as members of a core support team. Other staff such as teachers, nurses, childcare workers are largely
involved in front-line provision of programmes. Each team should have a co-ordinator to facilitate access to
the service, and each child/family should have a key-worker who would monitor implementation of the
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Within the Irish context a number of historical issues contribute to the current problems of service delivery
for this adult population.  Firstly, as many adults remain undiagnosed, prevalence figures grossly
underestimate the level of adult service provision required.  Secondly, the division of responsibility for
children’s services [under the auspices of Child Adolescent Psychiatry Services] and adult services [under the
auspices of Disability Services] within the Eastern Region results in a highly fragmented service.

Irrespective of level of ability, many adults on the autistic spectrum remain without an official diagnosis of
their condition.  Those within intellectual disability services typically receive a service based on their primary
diagnosis of intellectual disability while those in the higher functioning group may inadvertently attend
psychiatric services with a diagnosis of mental health problems.  Only a minority of people on the spectrum
receive an appropriate autistic specific service based on a firm diagnosis of autism spectrum disorder.

An awareness campaign targeted at health professionals would increase the likelihood of autism spectrum
disorder being considered as a possible diagnosis for presenting adults.  This campaign should target as broad
a range of professionals as possible.  The National Autistic Society in the United Kingdom, for example,
advocates a national strategy targeted at primary care workers.  In addition, those working in adult psychiatry
should be considered for inclusion in any awareness campaign as psychiatric services may be a first port of
call for many adults presenting with higher functioning autism.  A campaign aimed at this audience would
reduce the likelihood of these adults being treated for acquired conditions such as schizophrenia or chronic
depression without the underlying condition of autism spectrum disorder being identified.  Ideally each
psychiatric team should have one member expert in autism spectrum disorders.  Equally those working in
intellectual disability services should look beyond the individual’s primary diagnosis and be aware of the
possibility of dual diagnosis.  Early diagnosis of autism spectrum disorders in this population may reduce the
onset of challenging behaviour or mental health problems in the future.

In addition to awareness campaigns targeted at practitioners, information on autism spectrum disorder across
the age span should be provided to clinicians in training.  Universities therefore will require additional funding
to expand their training programs to include modules on autism spectrum disorders.  Information should also
be forwarded to the Gardai as, regrettably, some people with high functioning autism may come into contact
with the Gardai due to inappropriate behaviour.

Finally, information regarding autism spectrum disorders should be available, in an accessible format, to
people on the spectrum.  Information should also be available to carers of adults on the spectrum regarding
entitlements, service delivery and auxiliary support services.

Diagnosis and Assessment

It is imperative that adults on the spectrum who remain undiagnosed receive a proper diagnosis.  Without such
a diagnosis appropriate service provision is inaccessible. Diagnostic services are urgently required across the
age span to provide a gateway to these services.

Within the current health board system there is little uniformity regarding the manner in which the diagnosis
of autistic spectrum disorders is conducted.  Typically a label of 'autistic tendencies' is substituted for an
official diagnosis where professionals are uncertain of the true diagnosis.  An agreed diagnostic criterion
employed by all practitioners would standardise procedures and has been called for in the United Kingdom by
the National Autistic Society.  

In both Ireland and the United Kingdom the diagnostic debate has proposed the establishment of Regional
Diagnostic Centres where a comprehensive diagnosis can be conducted on-site by expert multi-disciplinary
teams.  The National Autistic Society recommend the establishment of diagnostic centres not only for the
purpose of diagnosis but also as centres of empirical research and best practice.  The establishment of Regional
Diagnostic Centres staffed by fully trained professionals would considerably alleviate the current difficulties
surrounding diagnosis.  

Following diagnosis a needs-led assessment should be available to all adults on the autistic spectrum.  An
agreed protocol for this assessment is required and should be available to all professionals conducting
assessments.  A multi-disciplinary team, with autistic specific expertise, should complete each assessment.  A
care plan, based on the assessment should then be provided to each individual.  The care plan should be
accessible to people on the autistic spectrum and their carers.
Timeframes for diagnosis and assessments should be agreed and disseminated to professionals as a model of
best practice.  Carers and people on the autistic spectrum should be informed of these timeframes and should
be provided with an explanation in writing where work extends beyond this time period.  Care plans based
on multi-disciplinary assessments should ideally be reviewed every two to three years.

Guidelines should be established regarding any disclosure of a diagnosis of autism spectrum disorder to third
parties.  While the disclosure of this information to educators, residential staff or potential employers may be
in the best interests of the diagnosed individual, the individual's right to privacy must be respected.

Summer Schemes

Children with autism may regress if their educational programme is interrupted for long summer holidays.
Summer schemes with trained support workers are essential to bridge the gap. These may be provided by the
Department of Education & Science, but access to multidisciplinary support teams in the health services must
be assured.

Parent and Sibling Support

Support groups and helpline facilities are necessary, in addition to access to information on the disorder,
training programmes, treatment options and available services. Group work or individual counselling should
also be available.

Service Delivery Options

There are a number of options for delivery of the support services using the outreach model:

Option A 
In this model Speech and Language Therapists, Occupational Therapists, Psychologists and Social Workers are
employed directly by the governing body for Education in the schools themselves. Health Clinicians provide
diagnostic intervention and residential support in addition to offering consultancy services in relation to
difficult cases (available in USA).

Option B
In this model the Health Department employs the therapists/clinicians but their offices are located within the
school setting. The rationale for this is to decrease staff travel time and increase opportunities for
identification and integration with school staff (available in UK).

Option C 
In this model the clinicians/therapists are employed by Health Department to support the Education
Department’s programmes for children and adolescents on the autistic spectrum. These are delivered in the
child’s home, school, and community on an individual group and consultancy basis (available in Ireland). 

Adult Service Provision
Adults with autistic spectrum disorder present with a wide range of symptoms, strengths and needs.  At one
end of this spectrum are those with dual diagnosis of autism spectrum disorder and intellectual disability.
They will require life long residential supports and appropriate day services.  At the other end of the spectrum
are those with high functioning autism (Asperger Syndrome) who achieve professional qualifications,
maintain positions of employment in the community and typically, remain unknown to service providers.  The
majority of adults on the autistic spectrum fall somewhere between these two extremes.  

For those with a diagnosis on the spectrum, access to autistic specific services is problematic, especially for
those over eighteen years of age.  An insufficient quantity of appropriate adult service provision has resulted
in lengthy waiting lists for the few autistic specific services that are available.  For anxious parents seeking a
placement for their adult children with dual diagnosis of autism spectrum disorder and intellectual disability,
a change in the primary diagnosis from autism spectrum disorder to intellectual disability will increase the
likelihood of eligibility to a service.  For adults with higher functioning autism, the situation is equally
uncertain.  There is no designated service to meet their needs and access to support from intellectual disability
services is inappropriate given their level of ability.  Some may be misdiagnosed with psychiatric illness such
as schizophrenia and are inappropriately offered placements in psychiatric units.  

The Report of the Working Group on Asperger Syndrome (McCabe et al, 2001) argues that this lack of
appropriate adult service provision results in many parents, having advocated and lobbied on behalf of their
children in their formative years, carrying the burden of care unaided throughout their retirement.

The parents of children [in the 13 years to adulthood age range] were, understandably concerned about the
future and ongoing support of their children Report of the Working Group on Asperger’ Syndrome (McCabe et
al, 2001, p.34). This issue is dealt with in more detail in the next chapter. 
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The Working Group states that counselling should also be made available to family members of people on the
spectrum.  They highlight the difficulties faced by the families of people who are diagnosed later in life and
call for support services to assist them come to terms with the diagnosis. 

The May Institute provides a range of counselling services to adults on the autistic spectrum.  Outpatient
counselling centres provide specialized counselling to individuals, groups and families.  While these centres
provide services to people with a wide range of disabilities, staff are trained in autism specific methods.  A
partial hospitalisation programme, offered by the Institute in conjunction with McLean Hospital provides
psychiatric stablisation and short-term intensive treatment for adults on the spectrum.  This service is provided
on-site at McLean Hospital.

Intellectual Disability Services

While the debate continues, there is some consensus that the needs of those with a dual diagnosis of
intellectual disability and autism spectrum disorder may be best served within an intellectual disability service
setting.  Acknowledging the high standard of care provision afforded to service users within these settings,
additional resources are urgently required to adequately address the needs of people on the autistic spectrum.
As previously noted autistic disorder awareness training on an ongoing basis is required for all staff working
within these settings, from clinical staff who will require information regarding diagnosis and assessment to
direct care staff who will benefit from training in low arousal behaviour management techniques.  Staff
employed by the Regional Diagnostic Centres cited previously would be in an ideal position to provide the
level of expert training required.

The broader issue of dual diagnosis within intellectual disability services must also be addressed.  Historically
individuals within intellectual disability services have received services based on their primary diagnosis of
intellectual disability.  The need to look beyond the primary diagnosis and address the needs of secondary
diagnoses must be encouraged.  Difficulties arise for health professionals where two diagnoses must be
weighted against each other and the question of which service best meets the needs of the individual,
intellectual disability or autism specific, must be considered.

As mentioned previously some individuals are ‘re-diagnosed’ with intellectual disability at eighteen years of
age from an original diagnosis of Autism Spectrum Disorder.  This re-classification stems from an insufficient
quantity of autism specific adult service provision. Professionals re-classify these young adults in an attempt
to ensure their eligibility to intellectual disability services where placements are more readily available.  Any
developments regarding the establishment of additional autism specific adult services should consider the
benefits of repatriating these individuals to autism specific services.

Day Centres and Vocational Training

The National Rehabilitation Board, the statutory agency responsible for vocational training for people with
disabilities was dissolved last year in favour of a mainstreaming approach.  Currently individuals with
disabilities who demonstrate an ability to progress to further training are directed to the mainstream
employment and training agency FAS.  Those who do not demonstrate such ability remain the responsibility
of the Department of Health and Children.  

Previously two levels of training were offered to people with disabilities.  Level One training focused on the
development of personal and vocational skills and aimed to prepare individuals for further training or
employment.  This type of training was typically offered within a sheltered environment under the auspices
of a disability service.  Level Two training was available to those who had completed Level One and courses
were typically offered on a full-time basis through schools or as post leaving certificate courses.  Following
the closure of the National Rehabilitation Board the status of Level One and Level Two training is unclear.
The Department of Education and Science, under whose remit the accreditation of training courses falls,
should clarify the status of Level One and Level Two training.  The establishment of new training structures
for people with disabilities would provide this Department with an opportunity to promote autism specific
training courses focusing on communication, social skills and independent living.  The primary aim of these
programmes would be to enable each individual to enhance his/her own quality of life.  

Vocational, and more often rehabilitative, training are currently being provided by autism specific services
such as Gheel and Dunfirth Farm for those at the lower end of the autistic spectrum.  Day services offered by
both organisations place considerable emphasis on the development of individuals’ communication and social
skills through autism specific methods such as TEACCH.  Waiting lists for these services indicate that
additional day service placements are urgently required.

Tuiscint is the only training course in Ireland specifically catering for the needs of those at the higher end of
the autistic spectrum.  It is a two year training programme established by Eve Holdings in conjunction with
ASPIRE [Asperger’s Syndrome Association of Ireland]. Tuiscint aims to provide a bridge between second level
education and adult life and currently provides vocational training for twelve adults.  According to ASPIRE

Transition Services

As outlined previously, autism spectrum disorder services in the Eastern Region are divided between Child and
Adolescent Psychiatric Services [responsible for the provision of children's services] and Disability Services
[responsible for the provision of adult services].  This division causes difficulties in the transition of
individuals on the spectrum from children to adult services.  Ideally, the National Autistic Society in the United
Kingdom advocate a 'seamless service delivery' whereby specific teams are responsible for overseeing this
transition.  These teams provide an outreach service to those aged between sixteen and nineteen years.
Working in co-operation with service providers, the outreach teams develop a transitional framework that can
be modified for each individual.  In addition to an overall transition plan the National Autistic Society
recommend that paediatric services develop a health transition plan in conjunction with service providers to
ensure continuity of care.  The Society state:

The involvement of all relevant agencies within the transition planning process must be enforced and
regularly reviewed.

For many on the spectrum, the progression from second level schooling to adult life will be the most difficult
transition.  Planning for this transition should be incorporated in each school child's Individual Education
Programme during the early teenage years and should facilitate the views of the young person with
autism spectrum disorder, his/her carers, teachers, and health board clinicians.  This transitional planning
should accompany ongoing outreach counselling and support, especially for those with higher functioning
autism who experience difficulties throughout their teenage years and have a high likelihood of dropping out
of the educational system.  Access to an independent advocate throughout the transition period and
particularly throughout the formulation of care plans is recommended. 

Co-ordination of Adult Service Options

A range of service options should be available for adults on the Autistic Spectrum.  These may include
intellectual disability settings and therapeutic workshops for those with autistic disorder, programmes attached
to residential settings, vocational training, employment, outreach support through to special needs classes in
third level institutions, home based initiatives, community integration, residential support and counselling.  A
continuum of flexible supports are required that will allow each individual on the spectrum choose an option
to meet his/her individual needs.

Specialist care managers are required on a local basis to co-ordinate the delivery of these services for people
on the autistic spectrum.  Care managers take responsibility for a variety of tasks including the process of
assessment, access to appropriate services, liaison with mainstream services [such as housing authorities], and
the identification of unmet need within the locality.  Care managers should also ensure that an adult support
plan and family support plan are developed to structure future service delivery.  These plans should be
reviewed on a regular basis.

Leisure Time

Meaningful social and leisure opportunities should be provided at local level for people with Autism Spectrum
Disorder. Currently, many adults on the spectrum feel precluded from accessing community based social and
leisure activities.  Engagement in these activities however is essential to ensure the emotional well being of
people on the autistic spectrum.  Organised group activities provide teaching and learning opportunities for
people on the spectrum and promote community integration.  Social inclusion could be facilitated by the use
of paid advocates or volunteers who would accompany individuals on the autistic spectrum to social
functions.

The May Institute, a United States based private, non-profit organisation provides over 160 programs for
people with disabilities, many of which are autism specific (The May Institute, 2002).  The Institute offers a
range of community based transitional services to young adults on the spectrum.  In addition to job skills
training and residential supports, the May Institute places considerable emphasis on how young people can
participate in and learn to structure their own leisure time within their local community.

The National Autistic Society recommend that in addition to participation in community based mainstream
social activities, adults on the autistic spectrum should have access to social groups where social skills are
taught in a controlled group setting.  They recommend that these services be locally based.

Counselling Services

Individual counselling and psychotherapy should be available to adults on the autistic spectrum.  The Report
of the Working Group on Asperger’s Syndrome, for example, calls for counselling to be made available to
those with higher functioning autism ‘with a particular focus on the management of their emotions with
regard to interpersonal relationships’ (2001, p.41).  This is particularly relevant given the predisposition of this
group to psychiatric disorders, with depression and anxiety being particularly prevalent.
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Employment opportunities offered by the May Institute, United States, include community placements, work
community crews [also termed enclave models] and supported employment programmes.  All services are
community based and aim to provide individuals with an opportunity to achieve the greatest level of
independence given their individual needs.  The Institute perceives the opportunity to engage in meaningful
employment as central to the dignity of adults with autism spectrum disorder.

The May Institute advocates that a valued community work role is critical to the overall quality of life of
adults with autism spectrum disorder.

Residential Services

A range of residential accommodation is required to meet the needs of adults on the autistic spectrum.  These
options may include residential care placements, clustered flats [where small groups of people on the autistic
spectrum reside in self contained apartments with a support worker who can be called upon for assistance as
needed], sheltered housing with outreach teams providing support or tenancies and supported housing
projects.  

Health services should link with housing authorities to identify a range of cost effective and flexible housing
solutions to accommodate the needs of people across the entire range of the spectrum.  It is imperative
however that irrespective of the type of accommodation on offer, accompanying supports must be provided
to meet the individual needs of residents.

The May Institute provides a variety of residential options for adults on the autistic spectrum seeking
accommodation.  Semi-independent apartments, for example, encourage each resident to live as
independently as possible by offering between 5 to 30 hours per week of staff presence.  Small group homes,
accommodating between two and four residents, and consumer-leased apartments, offer 24 hour live in staff
[both awake or asleep overnight staff].  In addition to these options, specialised ‘home care’ arrangements are
made for residents who wish to live within a family environment in the family’s home.  All residential staff
receive intensive and ongoing training in autism specific methods.

The urgent need for suitable accommodation is noted by ASPIRE who comment:

Meeting the needs of adults on the spectrum in their elder years will be a new challenge for service provision
in the Eastern Region.

Respite Services

The burden of care on ageing parents has been previously noted.  To alleviate part of this burden appropriate
respite facilities are urgently required.  The recent development by the Department of Health and Children to
fund four high support respite placements in each health board area for people with disabilities is
acknowledged.  Notwithstanding this development, respite facilities available in other countries are worth
noting.  The May Institute, for example, provides a unique respite programme in Fayetteville, GA.  The
programme offers qualifying recipients up to thirty days supervised residential care per annum.  State grant
subsidies offset most costs for carers.  Staff are highly trained and provide supervision, support for daily living
skills and behavioural supports during respite breaks.

Concluding Comments

Throughout the process of researching this report a number of underlying issues were raised that require
consideration.  One issue concerns the difficulties faced by parents who cannot predict or plan their children’s
future.  The fragmented and independent nature of many current services results in parents facing constant
upheaval at times of transition; from primary to secondary level, children to adult services, day to residential
services.  Unlike intellectual disability services, there is no ‘cradle to grave’ service for people on the autistic
spectrum.  Without such a framework it is unlikely that the desired ‘seamless’ service will materialise.

Issues regarding the prevalence of autism spectrum disorder abound.  Without precise estimates of prevalence,
service planning is likely to be inadequate.  Difficulties with prevalence estimates arise due to inaccurate
diagnosis, consent issues and a lack of awareness of the condition.  A population based prevalence study is
the only empirically reliable method of collecting this data.

Finally, as a model of good practice, the views of adults on the spectrum should be represented in any service
development plan.  For those unable to express an opinion due to communication difficulties, parents and
carers may wish to speak on their behalf.  Ongoing monitoring and evaluation of service provision should
incorporate the opinions of both service users and family.

this programme is under resourced and would benefit hugely from investment, especially with regard to a
more suitable premises.  The programme is also limited in terms of the number of places it can offer to people
at the higher end of the spectrum and would benefit from funding to offer additional places.  ASPIRE have
also called for the establishment of a pre-Tuiscint course targeting those who are currently not deemed ready
for training and who require a ‘drop-in’ support service to meet their needs.  The type of services provided by
Tuiscint are essential for those who have dropped out of the educational system due to a lack of appropriate
supports.  Vocational training and educational initiatives targeting this group are required as a matter of
urgency.

Further Education

Improvements in the retention rate of people on the autistic spectrum in both second and third level education
must be addressed. Counselling and social skills training during the teenage years would alleviate some of the
difficulties [such as bullying] that cause these young people to abandon their education.  There is undoubtedly
a lack of autism specific second level educational facilities for young adults on the spectrum.  This issue is
currently being addressed by the Task Force on Autism, commissioned by the Minister for Education & Science
and will not be addressed in this report; suffice as to say that any increase in educational services will require
parallel increases in clinical support.

For those who complete second level education and gain entry to third level, the obstacles are vast.  An
unstructured environment where small ‘study groups’ are commonplace is daunting to a young person with
high functioning autism.  Despite overcoming these obstacles, no specialised support services are available in
third level institutions.  Disability officers, student counselling services and staff members are generally
unaware of autism as a diagnosis, let alone higher functioning autism.  Information packs detailing the
condition and strategies for assisting students should be disseminated to third level institutions to promote
awareness of the condition.  Autism specific information, such as the fact that students with higher
functioning autism learn at a different pace to others, should be accessible to teaching personnel.

The National Autistic Society in the United Kingdom recommend:
In addition to increasing the level of awareness of autism spectrum disorder among educational institutions,
outreach counselling and continual social skills training should be provided for students throughout their
education.  These support services could identify early stages of possible psychiatric illness, such as chronic
depression or anxiety, which are common among this target group.

Ideally, third level education should provide a similar array of options to people on the autistic spectrum that
are provided at other levels of education; specialist facilities, outreach classes and mainstreaming with
minimal supports.  Colleges that exclusively provide for people on the spectrum, for example, are available in
the United Kingdom.  Based in London, the INTERACT Centre is a grade one further education college for
people with high functioning autism.  The students learn a range of social skills that prepare them integrate
into mainstream college.  Similarly in United Kingdom the National Autistic Society have established
‘Prospects’, a student support service that aims to assist people on the autistic spectrum in their place of
learning.  Services offered by Prospects include mentoring, one to one learning, liaison with staff members
and the promotion of effective learning strategies.

Employment Opportunities

A clear strategy is required to promote employment options for people on the autistic spectrum.  Ideally
care managers [described previously in Co-ordination of Adult Service Provision section] should provide a link
between individuals on the spectrum and local employment services.  A range of employment options should
be available to adults on the autistic spectrum with varying levels of support.

Supported employment models, for example, offer people with disabilities the option to secure real
employment in the open market with supports.  These supports typically include the presence of a ‘job coach’
to assist the employee in the early stages of employment.  The job coach remains until such time as the
employee is fully competent in completing the job task independently.  In addition to the presence of a job
coach, employers receive income support for any loss in productivity during the on-site training period.
Ireland has a history of successful supported employment programmes for people with disabilities and this
expertise should be tapped when establishing a supported employment programme for people on the autistic
spectrum.

Social Enterprises provide an alternative employment model for people on the autistic spectrum.  These small
businesses are usually established to employ people with disabilities who are in receipt of disability allowance.
Pilot schemes, funded by the Department of Enterprise, Trade and Employment, aim to assess whether the
business can become economically viable.  Irrespective, however, of the economic merit of such schemes the
opportunities for social gain for people with disabilities are immense and far outweigh the merits of financial
viability.  Previous social enterprises, funded through European Social Fund finance, have concentrated on
vegetable produce, cleaning services and the manufacturing industry and may be ideally suited to people at
the lower end of the autistic spectrum.
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Introduction
The term High Functioning Autism (HFA) is employed in this Chapter  to cover Asperger Syndrome (AS) and
Pervasive Developmental Disorder Not Otherwise Specified (PDDNOS), while it is acknowledged that subtle
differences between these conditions exist. It is over half a century since the Austrian psychiatrist Hans
Asperger described the condition which bears his name(Asperger,1944). Although described as a mild form of
autism Asperger syndrome is a chronic neurodevelopmental disorder - the condition is presently defined by
social deficits of the type seen in autism but in contrast to autism there is relative preservation of language
and cognitive abilities at least early in life(Volkmar & Klin,2000).  A child may progress from a classical
Kanner-type autism in early childhood to reach an AS adjustment in adolescence. (Tantam, 2000)

Much of the literature on High Functioning Autism focuses on the entire life span.  Material concentrating
specifically on the adolescent and adulthood is limited.  Empirical reviews are available for social skills
training across a range of environmental settings including home life, school, etc.  For those attending
mainstream schools with supports, “buddy systems" have been successfully implemented.  Cognitive
Behavioural Therapy, medication for depression or for epilepsy, all contribute to keep adolescents within the
education system.

Despite the success of these interventions, the drop out rate for adolescents with AS/HFA attending secondary
school (O’Brien, 1997) or third level education is extremely  high.  One explanation is that these children in
most cases fail to receive the early intervention and ongoing support they require.  Many of these children do
not receive a diagnosis until 10 or 12 years of age, by which time they may have been labelled as difficult
and troublesome – contributing to their low self-esteem. 

A Working Group examined the needs and services for children and young people with Asperger Syndrome
in Ireland and published its report recently. (Mc Cabe, et al 2001) There are 24 important recommendations
some of which have been implemented. However, there is still a huge task to retain these children in the
educational system and putting in place the supports they need to develop to their full potential in adulthood
and to reduce the stress on families particularly when the person drops out of school and depends totally on
their family for support.     

Early diagnosis and intervention contributes to a better outcome.  To aid diagnosis and service delivery there
needs to be a consensus about diagnostic criteria. Uniformity and agreement in relation to diagnostic criteria
used is necessary and will aid research. There is substantial disagreement about different diagnostic criteria
for AS when applied to adolescents and when applied to adults (Ghaziuddin, et al., 1992). Currently DSM IV
(1995) and the criteria developed by Gillberg and Gillberg (1989) are the most commonly used diagnostic tools.

Diagnostic Criteria (DSM IV, 1995)

G Qualitative impairment in social interaction, as manifested by at least two of the following:

1. Marked impairment to the use of multiple non-verbal behaviours such as eye to eye gaze, facial
expression, body postures, and gestures to regular social interaction.

2. Failure to develop peer relationships appropriate to developmental level.

3. A lack of spontaneous seeking to share enjoyment, interests, or achievements with other people.

4. Lack of social or emotional reciprocity.

H Restricted, interests, and stereotyped patterns of behaviour, interests, and activities as manifested by at least
one of the following:

1. Encompassing preoccupation with one or more stereotyped and restricted patterns of interest that is
abnormal either in intensity or focus.

2. Apparently inflexible adherence to specific non functional routines or rituals.

3. Stereotyped and repetitive motor mannerisms.

4. Persistent preoccupation with parts of objects.

I Causes clinically significant impairment in social, occupational, or other important areas of functioning.

J Lack of any clinically significant generally delay in language (e.g. single words used to age two,
communicative phrases used by age three).

K Lack of any clinically significant delay in cognitive development as manifested by the development of age-
appropriate self help skills, adaptive behaviour, and curiosity about the environment.

L Does not meet criteria for another specific pervasive developmental disorder or schizophrenia.
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syndrome, perinatal brain insults, postnatal brain infections and congenital hypothyroidism are among the
factors that have been reported to cause brain damage in children who later receive a diagnosis of Asperger
Syndrome, Gillberg (1989). 

Comorbid psychiatric conditions 

Features suggesting obsessive compulsive disorder are frequently observed in adolescents with Asperger
Syndrome.  Rates of such behaviour vary between studies.  (Fombonne, (1998), McDougle, et al, (1995)).  Such
symptoms may respond to selective serotonin re-uptake inhibitors.

Several case reports and a few series have suggested possible associations between Autism and Asperger
Syndrome with Tourettes syndrome, (Kerbeshian and Burd, 1986).

High levels of anxiety, inappropriate affective responses, and occasionally overt depression or bipolar
disorders can be observed in adolescents with Asperger Syndrome.

Attentional problems are often noted in Asperger Syndrome.  The additional comorbid diagnosis of ADHD
may more easily be made with an individual with Asperger Syndrome (Barkley, (1990) then in other ASDs.

Assessment
Detailed history is central to the task of differential diagnosis.  In conducting a mental state examination it is
helpful to observe the young person in both more and less structured settings because this will give a better
sense of the young persons performance and may have practical importance in helping to design an
intervention programme.

Diagnosis is best made by a multi-disciplinary team skilled in the evaluation of young people or adults with
Autism Spectrum Disorders. The team should include the following disciplines; psychology, speech and
language therapy, occupational therapy and social work.

Medical and psychological work-up is similar as for autism.  Screening for visual and hearing problems should
be made in all cases.  

Adolescents with Asperger Syndrome often run into difficulties.  At this age they begin to recognise their
difference from other children more and this can cause mental health problems, particularly depression. The
worst period is 11-15 years – the early years at secondary school.(Tantam,2000). 

Services for people with Asperger Syndrome
A specialist child and adolescent mental health team dealing with children and adolescents with Asperger
Syndrome is recommended.  These young people, as with other children on the autism spectrum have very
specific needs and are not typical of the average child seen in a child and adolescent mental health service.
A team skilled in dealing with the particular social communication difficulties, any mental health problems
they may have and skilled in the development of programmes in educational settings etc. is a much more
efficient team than one seeing these young people in the context of a general child and adolescent mental
health team where very few children are seen with Asperger Syndrome and therefore expertise is not built up
in dealing with the condition. It is also important that adult psychiatric services have psychiatrists with an
interest and knowledge of AS.

As with all young people on the autism spectrum it is very important that there is a key professional involved
with the family from the time of diagnosis so that while there may not always be ongoing contact with the
team, at times of stress, the family has someone on the team to link with. 

Interventions
Specific treatment for Asperger Syndrome or the problems associated with it is not available.  The best
approach, according to current knowledge, is to make an accurate diagnosis, to give oral and written
information to those concerned and offer educational and other measures intended to improve school
adjustment and to follow up (yearly if appropriate, more often if necessary).  Attempts should be made to find
interest areas that might eventually provide a basis for a good education and adult hobbies and to actively
avoid (or consciously steer out of) areas which may hold potential danger ("violent" sports, etc.).

Intervention approaches should be individualised to match the young person’s current developmental level
and his / her profile of learning strengths / weaknesses.

The criteria proposed by Gillberg & Gillberg (1989) and Gillberg (1991) are as follows; 

Severe impairment in reciprocal social interaction, as manifested by at least two of the following four:

• Inability to interact with peers in a normal, reciprocal fashion

• Lack of desire to interact with peers

• Lack of appreciation of social cues

• Socially and emotionally inappropriate behaviour.

All-absorbing narrow interest, as manifested by at least one of the following three:

• Exclusion of other activities

• Repetitive adherence

• More rote than meaning.

Imposition of routines and interests, as manifested by at least one of the following two:

• Imposition on self, in aspects of life

• Imposition on others.

Speech & language problems, as manifested by at least three of the following five: 

• Delayed development of language

• Superficially perfect expressive language

• Formal, pedantic language

• Odd prosody, peculiar voice characteristics

• Impairment of comprehensive including misinterpretations of literal / implied meanings.

Non-verbal communication problems, as manifested by at least one of the following five:

• Limited use of body language

• Clumsy/gauche body language

• Limited facial expression

• Inappropriate expression

• Peculiar, stiff gaze

• Motor clumsiness, as documented by poor performance or neurodevelopmental examination.

Epidemiology
Asperger Syndrome is believed to be 9 times more frequent in boys than in girls – it may be that girls are
more successful in masking their social deficits and therefore the condition is more difficult to diagnose.   The
prevalence is likely to at least 3 per 1000 children born, (Gillberg & Gillberg, 1989). Ehlers & Gillberg (1993)
found a prevalence rate of 3.6 and possibly 7.1 per 1000.  The Asperger Syndrome Association of Ireland
(ASPIRE) has a database of about 400 people who have been fully or partially diagnosed with the condition
–about half of these would be resident in the Eastern Region of the country.    

There is probably considerable risk that more cases of Asperger Syndrome will occur in the family (Bowman,
1988), unless there is no family history.  At least half of all children with Asperger Syndrome have a parent
with the same (or very similar) condition.  This should be acknowledged truthfully to families, while at the
same time emphasising the relatively benign character of the problems.  However, the possibility that Asperger
Syndrome may be genetically linked to classic Autism makes counselling in this respect somewhat difficult
with the present state of knowledge.  Unfortunately, risk estimates for siblings are not available. 

Gillberg (1989) found in a study that more than half the group had a first degree relative with similar
problems.  Wing (1981) found that brain damage, without a specific Asperger Syndrome genetic
predisposition, can probably also cause the disorder. Tuberous sclerosis, neurofibromatosis, fragile X
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3. Opportunities for social interaction and facilitation of social relationships in fairly structured and supervised
activities.

4. A concern for the acquisition of real life skills in addition to the academic goals, making use of creative
initiatives and making full use of the individual’s interests and talents.  For example, given the fact that
individuals with Asperger Syndrome often excel in certain activities, social situations may be constructed
so as to allow him or her the opportunity to take the leadership in the activity, explaining, demonstrating,
or teaching others how to improve in the particular activity.  Such situations are ideal to help individuals
with Asperger Syndrome, (a) take the perspective of others, (b) follow conversation and social interaction
rules, (c) follow coherent and less one side goal directed behaviours and approaches.  Additionally, by taking
the leadership in an activity, the individual’s self esteem is likely to be enhanced, and his/her (usually
disadvantageous) position vis-à-vis peers is for once reversed.

5. A willingness to adapt the curriculum content and requirements in order to flexibly provide opportunities
for success, to foster the acquisition of a more positive self-concept, and to foster an internalised investment
in performance and progress.  This may mean that the individual with Asperger Syndrome is provided with
individual challenges in his/her areas of strength, and individualised programmes in his/her areas of
weakness.  

6. The availability of a sensitive counsellor who can focus on the individual’s emotional well being, and who
could serve as a co-ordinator of services, monitoring progress, serving as a resource to other staff members,
and providing an effective and supportive liaison with the family.  

The report of the working group on Asperger Syndrome (McCabe,et al 2001) comments that the educational
needs of the child affected by Asperger Syndrome are in general: 

• "Awareness of the condition, not only by teachers, but also the child’s family and the whole school
community.

• An 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 and language therapist / occupational therapist in developing an
Individual Educational Plan (IEP)".

In the recommendations of the Collaborative Work Group on Autistic Spectrum Disorders sponsored by the
California Departments of Education & Developmental Services, Sacramento, 1997 the following is stated. "An
appropriately written Individualised Education Programme or Intervention Plan for an individual with Autism
is based on knowledge of current, relevant research, effective practices, and recognition of the wide range of
characteristics that are classified as symptoms of various Autistic Spectrum Disorders".  A further comment
"the on going appropriateness and effectiveness of each plan is contingent on periodic review of each person’s
progress as well as the identification and provision of needed resources for staff training".  

Throughout the literature reviewed it is commented that not only should there be individualised plans for each
child but that these need reviewing and updating.

At present, Tuiscint is the only training centre providing vocational and social skills training for young adults
with Asperger syndrome as part of a two year course. It is housed in temporary accommodation in Ranelagh
in Dublin and urgently requires a suitable premises. There is a waiting list for places in the centre. 

General Intervention Strategies
Specific interventions, for example teaching practices and approaches, behavioural management techniques,
strategies for emotional support, and activities intended to foster social and communication competence,
should be conceived and implemented in a thoughtful, consistent (across settings, staff members, and
situations), and individualised manner.  More importantly, the benefit (or lack thereof) of specific
recommendations to be assessed in an empirical fashion, (i.e., based on an evaluation of events observed,
documented or charted), with useful strategies being maintained and unhelpful ones discarded, so as to
promote a constant adjustment of the programme to the specific conditions of the individual child with AS.
Care providers should embrace the wide range of expression and complexity of the disorder, avoiding
dogmatism in favour of practical, individualised, and common-sensical clinical judgement. Clinical experience
suggests that a problem solving counselling approach, which incorporates education about interpersonal
skills,may be helpful (Tantam, 2000)  
It is important that where parents are met with unreasonable co-operation they should seek the advice of other
parents, or of parent advocates.

Intervention should be focused and individualised and must be broadly enough gauged to relate to the full
range of impairments.  

The primary objective is to enhance the communication process i.e. reciprocity or turn taking with peers, by
providing opportunities in a naturalistic way. The teaching of social and life skills should be a priority.

Educational and Vocational Interventions
"The importance of education for the development of the individual’s potential cannot be over estimated and
keeping the child with Asperger Syndrome in school for as long as possible should the main focus of
professional interventions" (McCabe, 2001). It is recognised that once the child with AS/HFA has dropped out
of school they are on the ‘slippery slope’ to depression and worse, and the stress imposed on families can lead
to family breakups.   

Educational settings should be chosen to be appropriate to the young persons needs.  The controversy
regarding special education as opposed to main stream education is on going.  Some young people will
manage with support in main stream education.  Others may need a special class for children or  adolescents
with Asperger Syndrome.  The dearth of realistic support in main stream settings often poses a major
challenge.

It is the view of the working group on Asperger Syndrome that “in the case of persons with Asperger
Syndrome / High Functioning Autism inclusion in main stream education is a must if the social skills deficit
is to be addressed.

The question of reverse integration was discussed at length in the report of the working group on Asperger
Syndrome (McCabe, 2001).  This certainly is something to be considered for adolescents with Asperger
Syndrome who are in a special class. This report acknowledges also that a variety of interventions have been
shown to help in schools, for example,

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 Asperger Syndrome child.

Support in secondary school is crucial to maintaining the young person in school.  They are frequently subject
to bullying.  They can find the confusion and multiple demands of secondary school very difficult to cope
with.  Predicting this with them, for example by use of social stories  (Gray & Garand, 1993) and putting in
place measures that will help them to cope with different classes, complicated timetables etc. is very important,
to ensure difficulties are minimised from the start.  

Consideration to having a classroom assistant needs to be thought of prior to starting  school and applications
made to the Department of Education and Science in relation for this should be done sooner rather than later.

Education of teachers in relation to the condition is of the utmost importance and handouts, leaflets and
lectures to teachers have been shown to be very helpful.  In schools where this has taken place the change in
attitude in relation to young people with Asperger Syndrome has often been found to be remarkable.  It is
important for The Department of Education &  Science to be well briefed in the special needs for children with
Asperger syndrome.  Where educators are better acquainted with the special needs of children with social
learning disabilities and train themselves and their staff, they can creatively establish better individualised
programmes for young people with Asperger syndrome. Froebel College in Dublin are considering introducing
a part –time course on children with special needs for both parents and teachers from October 2002. 

Vocational and pre-vocational training is important for adolescents with Asperger Syndrome.  Such training
may aim towards independent or supported employment and provides important opportunities for continued
social development as well as helping to maximise capacities for independent living. 

The Yale Child Study Centre recommends the following optimal conditions to be kept in mind when dealing
with programme specifications for young people with Asperger Syndrome:

1. Relatively small setting with ample opportunity for individual attention, individualised approach and small
work groups.

2. The availability of a communication specialist with a special interest in pragmatics and social skills training
who can be available for individual and small group work, and who can also make communication and
social skills training intervention an integral part of all activities, implemented at all times, consistently,
and across staff members, settings, and situations.  These professionals should also act as a resource to the
other staff members.  
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Supported Employment
Supported employment started in the USA about a decade ago and involves assisting a person with a disability
to find a suitable job and supporting the person in maintaining that employment. A trained job coach who
has an understanding of the person and their disability provides the support at the level required.

Supported employment for adults with Asperger syndrome in Ireland has been provided by the ASPIRE
Association since February 1998 initially with EU Horizon funding for a two year pilot project. During that
project 20 adults were assisted to find work and maintained employment for varying periods. Employment
was obtained in supermarkets,shops, libraries and in a  number of cases on Community Employment schemes.

After April 2000 the supported employment service continued with temporary financial assistance from the
East Coast Area Health Board. More recently the service has been funded by FÁS as part of the Dublin South
Supported Employment initiative. At present 12 adults are availing of the service. The job coach has received
several complementary letters from parents emphasising the hugh improvement in the quality of life for the
person who has found employment and consequently for the whole family.  

This service urgently needs a counsellor trained in dealing with adults with Asperger Syndrome to assist the
work of the job coach and it is recommended that such a counsellor be provided.   

Surpervised Acommodation
Based on the experience of the Asperger Syndrome Association of Ireland(ASPIRE) over the past 6 years it is
generally recognised that few adults diagnosed with the syndrome are capable of living completely
independent lives. In most cases they depend on their families to support them and do not have sufficient  life
skills to live on their own. In a small number of cases adults diagnosed with Asperger syndrome may be able
to live relatively independent lives in an apartment close to the family home. However, in the vast majority
of cases they depend on their families completely and would not be capable of living without support.

A model already exists in the U.K. in the Gloucester Group Homes which provides supervised accommodation
for adults with Asperger syndrome.  The homes are usually 4 bedroomed houses within the community. This
service has been running for about 9 years and the home normally consists of 3 adults with Asperger
syndrome living in a house supervised by a House Parent.  

The well known problem of a person with a disability living with ageing parents until the parents can no
longer cope has already occurred in the case of older adults with Asperger syndrome and will reach crisis
proportions unless a supervised accommodation service is provided in the near future. The Asperger Syndrome
Association of Ireland(ASPIRE) has purchased a house in Dublin through the Department of Environment
scheme and with financial assistance from the East Coast Area Health Board. This will be the first Group Home
for adults with Asperger syndrome in Ireland and is envisaged that the service will come on stream in early
2002 with financial support from the East Coast Area Health Board.     

Social Skill Training
Social skills programme should be part of the treatment agenda for nearly every person in this diagnostic
grouping. Interest in social skills deficits has stirred both theoretical research on ‘theory of mind’ (Leslie, 1987;
Hobson, 1993: Happe, 1995), and applied work on specific interventions to help persons with PDDs become
more socially adept.  Countless social skills are necessary to be competent as an adult in an industrialised
society.

Social skills training can be used to enhance social competence and builds social skills. (Lord, 1995)  This may
be more behaviourally or developmentally based and might emphasise the importance of generalisation of
teaching social skills in real life settings. (Gray and Garand 1993) 

By designing effective communicative environments through training of siblings, parents and educators in a
group setting, the individual with an Autism Spectrum Disorder is provided with consistency and practice
across contexts, important for maintenance of gains in learning.  

Family Interventions 
Support of the parents and siblings of adolescents with Asperger Syndrome is an integral part of the treatment
process.  Parents are the natural advocates for their child.  They and other family members should be
encouraged to be involved in the assessment and treatment process.  This helps to demystify assessment and
treatment procedures and provides a sense of shared observation for subsequent discussion. For parents finally
getting a diagnosis can confirm their worst fears – that their child has a disability. Support and counselling
of parents at that stage should be available. 

Collaboration and partnership with parents is important.  Networking between parents must be regarded as an
essential part of any therapeutic intervention.

Psychotherapy
Psychotherapy is usually not indicated, but supportive talks on a regular basis with somebody knowledgeable
in the field can be helpful, particularly in the teenage period, when some insight into the situation is often
gained and the experience from being different from “the rest" may become overwhelming, Gillberg (1995)
Focussed and structured counselling can be useful for individuals with AS and related conditions, particularly
in the context of alleviating overwhelming experiences of sadness, negativism or anxiety; problem solving in
relation to specific frustrations in regard to vocational goals and placement; and promoting family
functioning and ongoing social adjustment (Pope,1993). 

The acquisition of adaptive skills and generalisation of such skills is important.  The use of explicit verbal
strategies which can be applied in problematic situations is important.  The use of more supportive therapy or
more structured therapeutic procedures may be indicated.  Procedures for explicit teaching of social problem
solving may be useful (Gray & Garand, 1993).  Group sessions with Asperger youngsters can also be of value
(Mesibov, 1990).

Pharmacotherapy
All the pharmacological agents available and studied to date are non-specific to the PDDs and indeed
extensively used for the treatment of other neuropsychiatric conditions of childhood.  It is likely that this trend
will continue until the more specific biologic underpinning of these conditions are discovered and specific
drug strategies are designed in rational response. The SSRI group have been the most extensively used agents
and are likely to be the better studied drugs in the near future, (Martin, Patzer & Volkmar, 2000). 

It appears that pharmacological interventions have a limited role to play in improving the social and
communication handicaps of persons with Asperger Syndrome. Drugs may be helpful in decreasing
hyperactivity and impulsivity and in reducing aggression and obsessive preoccupations.  

Persons with Asperger Syndrome may be at particular risk for depression (Rourke et al, 1987).  Information
on the use of anti-depressants in adolescents with Asperger Syndrome is limited.  It does appear however that
the depression observed in association with this condition may respond to anti-depressants (Klin & Volkmar,
1997).  

The response of children with Asperger Syndrome to stimulants has been little studied.  It appears that positive
responses do occur (McDougle, 1997). 

p53p52 Review of services for persons with Autistic Spectrum Disorder in the Eastern Regionsection six - asperger syndrome - models of best practice



Ghaziuddin,M Tsai,L.Ghaziuddin,N.(1992) Brief Report: A comparision of the diagnostic criteria for Asperger
syndrome. Journal of Autism and Developmental Disorders, 22(4),643-649.

Gillberg, I.C.,& Gillberg,C.(1989). Asperger syndrome – some epidemiological
considerations. Journal of Child Psychology and Psychiatry, 30,631- 638.  

Gillberg,C.(1989) Asperger syndrome in 23 Swedish children. Developmental Medicine and Child Neurology, 31,
520-531

Gray CA, Garand JD (1993), Social stories: improving response of students with autism with accurate social
information.  Focus on Autisic Behaviour 8: 1-10.

Happe, F. (1995).  Autism. An Introduction to Psychological Theory.  Cambridge MA: Harvard University Press.

Hobson, P. (1993).  Autism and the Development of Mind.  Hillsdale, New Jersey: Lawrence Earlbaum Associates.

Kerbeshian,J. & Burd,L.(1986) Asperger’s syndrome and Tourette’s syndrome: The case of the pinball wizard. British
Journal of Psychiatry. 148, 731-736 

Leslie, A.M. (1987).  Pretence and representation: the origins of ‘theory of mind’.  Psychological Review, 94, 412-
426.

Lord C (1995), Facilitating social inclusion.  In: Learning and Cognition in Autism, Schopler E, Mesibov G, eds.
New York: Plenum, pp 221-239

Martin,A.,Patzer, D.K., Volkmar F.R.,( 2000) Asperger Syndrome  Volkmar F.R. et al Eds,(New York: The Guilldford
Press, p224 

McCabe et al, (2001).  Report of the Working Group on Asperger’s Syndrome.  A Review of the Needs and
Services for Children and Young People with Asperger’s Syndrome in the Area Health Boards of the Eastern
Region.

Mc Dougle CJ (1997), Psychopharmacology.  In: Handbook of Autism and Pervasive Developmental Disorders, 2nd
ed, Cohen DJ, Volkmar FR, eds.  New Your: Wiley, pp 707-729

Mc Dougle CJ, Kresch LE, Goodman WK et al. (1995), A case-controlled study of repetitive thoughts and
behaviour in adults with autistic disorder and obsessive compulsive disorder.  Am J Psychiatry 152: 772-777

Mesibov, G.B. (1990). Perceptions of popularity among a group of high-functioning adults with autism.  Journal of
Autism and Developmental Disorders, 20, 33-44 

Rourke BP, Young GC, Leenaars AA (1987), A childhood learning disability that predisposes those afflicted to
adolescent and adult depression and suicide risk.  Paper presented at the Annual Meeting of the American
Association of Suicidology, San Francisco.

O’Brien E.(1997) The educational provision for students with Asperger’s syndrome.
Research report completed for the Higher Diploma in Career Guidance,University College,Dublin. Published in the
Proceedings of the ASPIRE Association Conference ‘Update on Asperger Syndrome’ held on 10th April 1997.

Pope K.K.(1993) The pervasive developmental disorder spectrum: a case illustration.
Bulletin of the Menninger Clinic.57, 100-117

Rourke B.P. Young G.C.Leenars A.A. (1987) A childhood learning disability that predisposes those afflicted to
adolescent and adult depression and suicide risk. Paper presented at the Annual Meeting of the American
Association of Suicidology, San Francisco.

Sacramento, 1997.  Best Practices for Designing and Delivering Effective Programs for Individuals with Autistic
Spectrum Disorders.  Sponsored by the California Departments of Education and Developmental Services.

Tantam,D(2000). In  Asperger Syndrome, Klin A.,Volkmar F.R.,Sparrow S.S.eds
New York:The Guilford Press, pp 367-399

Volkmar F.R.,Klin A.(2000) Asperger Syndrome, New York: The Guilford Press, pp 25 – 71

Wing L.(1981). Asperger’s syndrome: A clinical account. Psychological Medicine,11,115-129.

Summary of Recommendations
• Early diagnosis and the development of a consensus among professionals regarding diagnosis is

recommended. There should be multi disciplinary involvement in diagnosis. 

• Basic information on Asperger Syndrome must be disseminated to professionals in health, education and
social services, alerting them to the symptoms so that early referral becomes the norm.

• There needs to be the development of a number of Centres of Excellence with multidisciplinary teams
devoted to on-going therapeutic intervention and overall management of young people and adults with
Asperger Syndrome.

• Parent and siblings support groups should be encouraged and developed.

• Child psychiatric services should develop a co-ordinated approach as a secondary referral service in relation
to assessment and diagnosis.

• A psychiatrist with an interest in Asperger Syndrome should be available to general psychiatric teams and
to provide clinical support to organisations such as Tuiscint. 

• It is crucial that attention be paid to the transition period from adolescence to adulthood so that a person
diagnosed with Asperger Syndrome does not fall between services.

• Appropriate education and Individualised Education Plans for all young people with Asperger Syndrome
are needed.

• A Counsellor should be appointed to assist the ASPIRE supported employment service

• Training and retention of staff is essential for the development of services and there should be on-going
support for staff.

• A more suitable training centre for the Tuiscint training course should be provided together with clinical
support for the course.

• A ‘drop-in’ centre for social skills development for adults with Asperger syndrome should be provided.

• Provision of supervised accommodation for adults with Asperger syndrome as proposed by the ASPIRE
Association should be supported. 

• A prevalence study of those affected by Asperger Syndrome should be undertaken.

• On going research in the area should be supported.
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In March 2001, the National Research Agency was commissioned by the Eastern Regional Health Authority
(ERHA) to undertake a review of current service provision for people on the autistic spectrum within the
Eastern region.  Three health boards, the South Western Area Health Board (SWAHB), the East Coast Area
Health Board (ECAHB) and the Northern Area Health Board (NAHB), provide services within the Eastern
Region.  As has been previously mentioned, provision for people on the autistic spectrum falls under the remit
of two departments within the ERHA.  Service provision for children on the autistic spectrum residing within
the Eastern Region is provided by the Child & Adolescent Psychiatry Services and is co-ordinated by the
SWAHB on behalf of all three health boards within the region.  Service provision for adults on the autistic
spectrum residing within the Eastern Region is provided by Disability Services.   Each of the three health
boards is responsible for the co-ordination of disability services geographically located within their region.

The survey of organisations providing services to people on the autistic
spectrum was directed by the following aims:

1) To identify which organisations within the Eastern region are providing a service to one or
more people on the autistic spectrum.

2) To quantify the number of people on the autistic spectrum receiving services from each
organisation.

3) To identify the type of service being provided by each organisation for people on the autistic
spectrum.

4) To elicit information regarding organisations’ experiences of providing services for people on
the autistic spectrum.

1) To identify which organisations within the Eastern region
are providing a service to one or more people on the autistic
spectrum

In order to achieve the objective outlined in Aim 1, a sampling frame of organisations providing services
within the Eastern Region was compiled.  The documents used to compile this list are presented in Table 1.

Table 1: Sources for Sampling Frame of Organisations.

Services for Persons with Autism, Department of Health.
Directory of National Voluntary Organisations, NSSB.
Directory of Services, National Association for the Mentally Handicapped of Ireland.
Directory of Special Schools, Department of Education & Science.
Eastern Regional Health Authority Services, ERHA Website.  (http:\\www.erha.ie.)

A sampling frame of 104 organisations was compiled.  A range of varying services was identified including
autistic specific services, services for people with intellectual disability, acute hospitals and community
services.  A complete listing of these organisations is presented at the conclusion of this chapter.

A postal survey was conducted of all 104 organisations requesting information regarding the number of
people, if any, on the autistic spectrum receiving services within the Eastern Region.  In total, 98 organisations
responded, yielding a response rate of 94%.  Of those who responded, a total of 54 organisations identified
one or more children and/or adults on the autistic spectrum attending their services.  A list of these
organisations is presented below in Table 2.
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• Due to the time constraints of the survey, some service providers were unable to conduct an audit of the
number of individuals on the autistic spectrum availing of their services.  Stewart’s Hospital, for example,
has extrapolated figures from a smaller research audit conducted in early 2001.  The Hospital is committed
to conducting a full audit of service providers with autism spectrum disorder within the coming year.  In
addition, St. John of God Menni Services estimate that an additional 50 individuals may reach DSM IV
criteria.  Menni Services would also like to conduct an audit of this population in the future.  St. John of
God services at Carmona and St. Raphael’s also expressed concern regarding the validity of diagnosis for
those with severe and profound levels of ability and have not included these persons in their figures.

Table 3: Numbers of persons on the autistic spectrum attending (&
waitlisted for) each organisation

Organisation No. of Service No. waitlisted
Users with ASD (if available)

1. Adelaide Meath & National Children’s Hospital 9 2
2. Aishling House 15
3. ASPIRE 12 50
4. Beechpark – Ballyowen Meadows 24
5. Beechpark – Setanta Special School 17
6. Beechpark – Outreach Services 304 53
7. Benincasa 13 4
8. Camphill, The Bridge 4
9. Camphill, Dunshane 3 1
10. Casa Caterina 2
11. Cheeverstown House 31
12. Child Guidance Ballyfermot   (per annum) 30 
13. Child Guidance Castleknock   (per annum) 25 
14. Child Guidance Kill & Celbridge   (per annum) 20 
15. Child Guidance South Kildare 5 3
16. Community Services 1
17. Daughter’s of Charity Services 84
18. Eve Holdings 17 2
19. Farmleigh 2
20. Gheel Autism Services Ltd. 55 8
21. Good Counsel Centre, Ballyboden 2
22. I Can Do 4
23. Irish Society for Autism 26 25
24. KARE 6
25. Liffey Valley House 2
26. Lorrequer House 1
27. Mater Hospital 50 10
28. NTDI 3
29. Our Lady’s Hospital for Sick Children, Crumlin   (per annum) 30 4
30. Peamount Hospital 1
31. Prosper Fingal 2
32. Scoil Chiarain 4 1
33. Sisters of Charity, Moore Abbey 6
34. St. Catherine’s, Newcastle 20
35. St. Declan’s 10
36. St. Francis Clinic, Temple St Undefined – diagnostics
37. St. Ita’s (St. Joseph’s Service) 17 0
38. St. John of God, Carmona 34 3
39. St. John of God, Lucena Clinic, DunLaoghaire 45
40. St. John of God, Lucena Clinic, East Wicklow 27
41. St. John of God, Lucena Clinic, Rathgar 45
42. St. John of God, Lucena Clinic, Tallaght 27
43. St. John of God, Menni 6 
44. St. John of God, St. Raphael’s 27
45. St. John of God, St. Peter’s Special School 22
46. St. Joseph’s Special School 7
47. St. Mary’s Hospital & Residential School 2
48. St. Michael’s, Glenmacroon 6 3
49. St. Michael’s House 42
50. St. Paul’s, Beaumont 35
51. Stewart’s Hospital 110
52. Temple Street Children’s Hospital Undefined– diagnostics
53. Walkinstown Association 1
54. Warrenstown House Undefined – diagnostics

TOTAL 1,293

2) To quantify the number of people on the autistic
spectrum receiving services from each organisation 

The 54 service providers identified a total of 1,293 places within their organisations being availed of by
children and/or adults on the autistic spectrum.  A number of factors should be taken into consideration when
viewing these figures:

• The figures cited below are valid to January 2002 and are likely to fluctuate beyond this date.

• The figures are based on clinically referred samples of service users within the Eastern Region.  They are
not intended to estimate prevalence figures but rather to indicate levels of service provision being utilised
by those individuals identified by service providers as being on the autistic spectrum.

• Being ‘on the autistic spectrum’ was defined in accordance with the DSM IV criterion for autism and
includes those with a diagnosis of autism, Asperger Syndrome, PDD-NOS [Pervasive Developmental
Disorder Not Otherwise Specified] and Rett’s Syndrome.  No cases of Childhood Disintegrative Disorder were
reported.

• Where possible, service providers were asked to conduct this research under the guidance of a Clinical
Director.  While most of the larger service providers were able to conform to this request, some of the
smaller providers, without clinical support, were unable to clinically validate suspected cases of autism
spectrum disorder [e.g. Camphill Communities and St. Catherine’s].  These services have reported individuals
with a diagnosis of autism spectrum disorder obtained elsewhere or those with clear autistic tendencies
attending their services.

• According to service providers, some individuals are availing of more than one service (e.g. educational and
residential) and therefore appear more than once in the figures below. For the purposes of service planning
it is essential that the true number of places being availed of be identified, as opposed to the number of
individuals with autism spectrum disorder.  Any attempt to extrapolate the level of future service provision
required by this population may be seriously underestimated if the effects of this ‘double counting’ are not
considered.

• Difficulties arose for respondents from diagnostic and assessment services [e.g. Child Guidance Clinics, Our
Lady’s Hospital, Crumlin] where annual estimates of consultations with people on the autistic spectrum were
provided.  Where annual estimates could not be provided, the quantity of referrals is reported as ‘undefined
– diagnostics’ [e.g. St. Francis Clinic, Temple Street Hospital, Warrenstown House].
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Table 2: Organisations providing services to one or more people on the
autistic spectrum.

1.   Adelaide Meath & National Children’s Hospital 28. NTDI
2.   Aishling House 29. Our Lady’s Hospital for Sick Children, Crumlin
3.   ASPIRE 30. Peamount Hospital
4.   Beechpark† Ballyowen Meadows 31. Prosper Fingal
5.   Beechpark Setanta Special School 32. Scoil Chiarain
6.   Beechpark Outreach Services 33. Sisters of Charity
7.   Benincasa 34. St. Catherine’s, Newcastle
8.   Camphill, The Bridge 35. St. Declan’s
9.   Camphill, Dunshane 36. St. Francis Clinic
10. Casa Caterina 37. St. Ita’s (St. Joseph’s Service)
11. Cheeverstown House 38. St. John of God, Carmona
12. Child Guidance Ballyfermot 39. St. John of God, Lucena Clinic, Dun Laoghaire
13. Child Guidance Castleknock 40. St. John of God, Lucena Clinic, East Wicklow
14. Child Guidance Kill & Celbridge 41. St. John of God, Lucena Clinic, Rathgar
15. Child Guidance South Kildare 42. St. John of God, Lucena Clinic, Tallaght
16. Community Services 43. St. John of God, Menni
17. Daughter’s of Charity 44. St. John of God, St. Raphael’s
18. Eve Holdings 45. St. John of God, St. Peter’s Special School
19. Farmleigh 46. St. Joseph’s Special School
20. Gheel Autism Services Ltd. 47. St. Mary’s Hospital & Residential School
21. Good Counsel Centre, Ballyboden 48. St. Michael’s, Glenmacroon
22. I Can Do 49. St. Michael’s House
23. Irish Society for Autism 50. St. Paul’s, Beaumont
24. KARE 51. Stewart’s Hospital
25. Liffey Valley House (formerly Dromheath Ave.) 52. Temple Street Hospital
26. Lorrequer House 53. Walkinstown Association
27. Mater Hospital 54. Warrenstown House

† Specific detail regarding Beechpark Services, which provides services to over one quarter (27%) of all individuals
identified in the survey, is presented at the conclusion of this chapter. An additional 57 unprocessed referrals were
currently being reviewed by Beechpark Autism Services at the conclusion of this survey (January 2002).
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3) To identify the type of service being provided by each
organisation for people on the autistic spectrum

Tables 4(a) to 4(c) below present a graphical illustration of the type of services being provided to people on
the autistic spectrum by each of the 54 organisations across each of the three health board areas. 

N
o.

 w
ith

 A
SD

  
(D

K
 =

do
n’

t 
kn

ow
)

D
ia

gn
os

tic
s

A
ss

es
sm

en
ts

Ea
rly

 In
te

rv
en

tio
n 

(0
-3

 y
ea

rs
)

Ea
rly

 In
te

rv
en

tio
n 

 (
3-

6 
ye

ar
s)

Sp
ec

ia
l P

re
-s

ch
oo

l

O
ut

re
ac

h 
C

la
ss

Sp
ec

ia
l S

ch
oo

l

D
ev

el
op

em
en

ta
l E

du
ca

tio
n 

C
en

tr
e

Vo
ca

tio
na

l T
ra

in
in

g

TO
PS

Sh
el

te
re

d 
W

or
ks

ho
p

Su
pp

or
te

d 
Em

pl
oy

m
en

t

D
ay

 C
ar

e 
A

ct
iv

at
io

n 
U

ni
t

Re
si

de
nt

ia
l C

en
tr

e

C
om

m
un

ity
 B

as
ed

 G
ro

up
 H

om
es

H
os

te
l

Re
sp

ite
 C

ar
e

H
om

e 
Su

pp
or

t 
Se

rv
ic

es

G
ra

nt
 S

ub
m

is
si

on

hfa = Asperger’s only 

•= service provided

Table 4a - East Coast Area Health Board
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Adelaide, Meath & National Children’s 9 • • •

Aishling House 15 • •

Beechpark – Outreach Westside 90 • • • • • • •

Camphill, The Bridge 4 • •

Camphill, Dunshane 3 • •

Cheeverstown 31 • • • • • • • • • • • • • •

Child Guidance Ballyfermot 30 • • • •

Child Guidance Kill & Celbridge 20 • • • •

Child Guidance South Kildare 5 • • • •

Eve Holdings 5 • •

Good Counsel Ballyboden 2 • • • • •

Irish Society for Autism 10 • • • • • • •

KARE 6 • • • • • • • • • •

Our Lady’s Hospital, Crumlin 30 • • • • • hfa •

Peamount Hospital 1 •

Sisters of Charity 6 • • • •

St. John of God, Lucena Clinic Tallaght 27 • •

St. John of God, Menni 6 • • • •

St. John of God, St. Raphael’s 27 • • • • • • • •

St. Joseph’s Special School 7 •

Stewart’s Hospital 110 • • • • • • • • • • • • • • • •

Walkinstown Association 1 •

TOTAL SERVICE PLACEMENTS 445 places

hfa = Asperger’s only 

•= service provided

Table 4b - South Western Area Health Board

ASPIRE 12 hfa

Beechpark – Ballyowen Meadows 24 • • •

Beechpark – Setanta Special School 17 • • •

Beechpark – Outreach Southside 116 • • • • • • • •

Benincasa 13 •

Daughters of Charity 3 •

Eve Holdings 11 •

Farmleigh 2 • •

Gheel Autism Services Ltd 25 • • • • • • •

Irish Society for Autism 8 • • • • • • •

Lorrequer House 1 •

NTDI 2 • •

St. Catherine’s, Newcastle 20 • • •

St. Declan’s 10 • •

St. John of God Carmona 34 • • • • • • • • • •

St. John of God Lucena Dun Laoghaire 45 • •

St. John of God Lucena East Wicklow 27 • •

St. John of God Lucena Rathgar 45 • •

St. John of God St. Peter’s School 22 •

TOTAL SERVICE PLACEMENTS 437 places



4) To elicit information regarding organisations’ experiences
of providing services for people on the autistic spectrum

Organisations that responded to the survey were asked to comment on their experiences of providing services
for people on the autistic spectrum.  A number of common themes emerged from these submissions.  These
are presented using the following headings: Personnel, Diagnostic Services, Parental Issues, Generic Disability
Services and Autistic Specific Services.

Personnel

Difficulties with recruitment, retention and the ongoing training of staff were reported across a broad range
of service providers.  Respondents commented that they face considerable difficulties when attempting to meet
the individual needs of service users with less than a full complement of staff.  

‘We have been unable to process new referrals as quickly as we would wish, and have to wait list.  Due to
staff vacancies and retention difficulties service delivery has been difficult.’

‘When fully staffed the EIS service was appropriate to the needs of children and their families.  Current staff
shortages have impacted and the service is now inadequate.’

‘Easily accessible service but staff shortages create major difficulties at present, no speech and language
therapy, no psychologist, no care worker.’

‘It would appear to us that the specialised service for children with autistic spectrum disorders are not able to
meet the demands due to lack of resources, especially trained personnel, for this population.’

Diagnostic Services

The ease with which a diagnosis of autism spectrum disorder can be made, and imparted with confidence to
parents varied among services. 

‘As a child and family service with a multi-disciplinary team we have the skills to diagnose children with
autism spectrum disorder.’

‘Access to an expert ‘second opinion’ would also be helpful when the diagnosis is unclear or when parents are
unwilling to accept the diagnosis without confirmation by a professional working specifically in the area of
autism.’

Respondents called for agreement on diagnostic and assessment tools to standardise this process:
‘An agreed protocol of assessment tests and investigations could be helpful, although this might differ
according to the child’s age.’

Specifically, some respondents called for consensus regarding the diagnostic criteria for Asperger’s Syndrome:
‘There is a need for a common diagnostic criteria in the diagnosis of Asperger’s Syndrome….special training
of professionals such as GPs, teachers and psychologists in  the recognition of Asperger’s Syndrome.’

Some respondents from diagnostic services commented that the diagnostic process is being extended due to
poor resources:
‘The waiting time is too long.  Because of a lack of resources, very little home based outreach work is possible.
The lack of a specialist pre-school is a major drawback to assessment and intervention in this age group.’ [0-
3 years]

Respondents from diagnostic services also commented that a lack of suitable ‘autistic specific’ placements
results in generic diagnostic services ‘holding’ service users over extended periods thereby creating a
bottleneck in the system:
‘Our service mainly provides assessment and diagnosis with the aim of onward referral for intervention and
follow up.  However because of the inadequate provision of intervention resources, we are often left trying to
provide support and intervention for prolonged periods.  This can also happen when the diagnosis is not clear-
cut.  As our service is not designed and resourced to provide intervention, and as autistic spectrum families
are always highly stressed, particularly in the aftermath of diagnosis, it is impossible to fully meet this need
for support and intervention.’

One respondent, for example, commented that a specialist pre-school attached to the diagnostic centre had
been closed in the expectation that autistic specific services would now provide this service.  Neither the
diagnostic centre nor the local autistic specific service is providing this service and as a consequence current
waiting lists for pre-schools are extending up to two years.
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Beechpark – Outreach Northside 98 • • • • • • • •

Casa Caterina 2 •

Child Guidance Castleknock 25 • • • •

Community Services 1 •

Daughters of Charity 81 • • • • • • • • • • • • •

Eve Holdings 1 •

Gheel Autism Services Ltd. 30 • • • • • • • •

I Can Do 4 • •

Irish Society for Autism 8 • • • • • • •

Liffey Valley House 2 • •

Mater Hospital 50 • • • • •

NTDI 1 • •

Prosper Fingal 2 •

Scoil Chiarain 4 hfa

St. Francis Clinic DK • • • • class

St.Ita’s (St. Joseph’s Service) 17 • • • • • • • • •

St. Mary’s Hosp., & Res., School 2 • • •

St. Michael’s Glenmacroon 6 • • •

St. Michael’s House 42 • • • • • • • • • • • •

St. Paul’s Beaumont 35 • • • • • •

Temple Street Hospital DK • • • •

Warrenstown House DK • •

TOTAL SERVICE PLACEMENTS 411 places

hfa = Asperger’s only 

•= service provided

Table 4c - Northern Area Health Board



The difficulties experienced by people with dual diagnosis attempting to access autistic specific services were
acknowledged:
‘Service users who have both a learning disability and autism fall between categories.  Services for people on
the autistic spectrum do not always consider people with a learning disability for admission to specialist
services because the service providers often see their learning disability as their primary diagnosis.  People
with both a learning disability and autism are disadvantaged because of this.’

Respondents called for additional resources and training to assist them provide a quality service to people with
dual diagnosis:
‘At present adults and children with autism are referred to our service because it is deemed that learning
disability is their primary diagnosis with the result that the autism is rarely addressed or is so with great
efforts on the part of the service….therefore our service needs intensive training and environmental supports.’

Those providing educational services to children with mild intellectual disability also called for autistic
specific resources to improve service delivery:
‘I would appreciate support and input from outreach services for our boys on the autistic spectrum which
would include speech and language therapy.’

Finally, respondents from a school for ‘emotionally disturbed children’ commented:
‘We had hoped to be included in the Outreach Services but this has not happened.  We are concerned that no
provision is made for language therapy and occupational therapy.’

Autistic Specific Services

Comments from autistic specific services for adults at the lower end of the spectrum revealed a general
satisfaction with the type of service being provided:
‘This service provides the user with a sense of predictability and an opportunity to meet new people.  It enables
the user to develop possible friendships and common working peer experiences.  Thus leading to a greater sense
of self-worth, greater social interaction with others resulting in their own development of social and
communication skills, enhancing their quality of life.’

Particular mention was made of the methods used in autistic specific services to manage inappropriate
behaviour:
‘This service provides the user with a low arousal non-aversive approach when presenting with problematic
behaviour. It presents the user with choices, opportunities and distractions in order to diffuse a difficult
situation.’

Despite the level of satisfaction expressed with service delivery there was a call for additional resources:
‘The service does assist greatly in helping adults on the autistic spectrum to find work and maintaining them
in jobs but an additional job coach is required and the services of an occupational therapist.’

Those organisations providing services to children on the autistic spectrum were more critical of their services:
‘Currently the rate of referral far out matches resources to respond to need.’

One organisation warned that the current lack of resources could have lasting implications for people on the
autistic spectrum:
‘Children with autism can do well but they need early intervention on a one-to-one basis for one or two years.
Autism does not have to be the severe life long disability that it currently is.  There does not have to be less
than fifty per cent non-verbal in the autistic population.  We owe it to these children to do our very best for
them.  Can we say we are?’

Another respondent commented:
‘A substantial increase in resources in the provision of services for people on the autistic spectrum is needed.’

Services providing for those adults at the higher end of the spectrum, with Asperger’s Syndrome, were also
critical of the level of resources available:
‘A substantial increase in resources in the provision of services [for people with Asperger’s Syndrome] is
needed.’

Parental Issues

Respondents did acknowledge that difficulties accessing autistic specific services are not always a matter of
resources:
‘It would probably be best if these children were supported by a designated autistic service, however sometimes
parents are unwilling to take this step, particularly when children are higher functioning.’

An opposing viewpoint emerged from those providing intellectually disability services, where parents of
younger children have been critical of the organisation for failing to provide an autistic specific service:
‘Generally it is difficult to provide a satisfactory service, parents are generally dissatisfied with a range of
services, lack of autistic specific services – their preference is for an autistic specific service.’

Some respondents highlighted the high level of expectation parents have regarding the type of therapeutic
intervention their child should receive:
‘Parents are highly stressed at the time of diagnosis and their expectation of immediate intervention high,
particularly as early intervention is perceived as a cure.’

More support is required for parents at the time of diagnosis through training and respite facilities:
‘We would like to see more support for parents through parent training packages and the development of a
quality service.’

Generic Disability Services

Intellectual disability organisations providing services for people on the autistic spectrum with dual diagnosis
commented on the perceived inappropriateness of some placements:
‘Overall when such referrals are made (for children under 6 years) our services are generally perceived as
inadequate, by parents and the clinicians involved – somewhat due to the small scatter of such children across
our service and parental expectations of our use as a non-autism specific service.’

A comment from one organisation providing services to people with physical and sensory disabilities was
symptomatic of the concerns of many non-autistic service providers:
‘Because the service is for children with physical learning and sensory disabilities, we do not specifically
provide a service to meet the needs of autism – the need is met incidentally.’

Some called for assistance from autistic specific services:
‘This person exhibits very challenging behaviour and as a consequence receives only residential care [in a
campus setting shared with twenty-two others].  Extra staff have been taken on at night for security reasons
and this man is currently ‘tagged’ to prevent him wandering away.  We would like to secure a place for this
man in [autistic specific service] but realise that the waiting list is long.’

Intellectual disability services also commented on the fact that the clinical cover provided within intellectual
disability services is considerably reduced to that available within autistic specific services:
‘This service does not meet the needs of clients [on the autistic spectrum] because there are not enough staff
on the ground, and the lack of an integrated strategic plan which offers clarity to parents and professionals.’

In particular, educational and vocational options were highlighted by intellectual disability services as being
less than optimal for people on the autistic spectrum.  Regarding educational needs, service providers stated:
‘This service does not meet the needs of children on the autistic spectrum adequately as they require an
educational package similar to those provided within a specialised service addressing the needs of children
with autism.’

Vocational options such as supported employment for those with dual diagnosis were also limited due to a
lack of resources:
‘The service would attempt to fade out the prompts to natural supports but would need more intensive training
to enable adults with autism access the natural supports and/or maintain their job coach.’

Service providers were critical of the fact that while generic disability services attempt to modify their service
delivery to meet the individual needs of people on the autistic spectrum, this type of service delivery is
perceived as ‘reactive’ and ‘based on crises referral’.  
‘This service is reactive, in that the focus can tend to be about decreasing behaviour that challenges, without
the necessary training and appropriate environment to pursue a long term focus like community access as this
often requires a 1:1 with specific skills like TEACCH.’
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Additional ERHA Services provided for People with Disabilities

45. Children’s Sunshine Home, Foxrock, Co. Dublin
46. Lorrequer House, Goatstown, Dublin 16
47. Liffey Valley House, Lucan (formerly 86 Dromheath Avenue, Mulhuddart, Co. Dublin).

Services for People with Autism

48. Irish Society for Autism Services, Unity Building, 16/17 Lower O’Connell Street, Dublin 1.
49. Gheel Autism Services Ltd., Milltown Therapeutic Centre, Dublin 6.  
50. St. Paul’s Hospital & Special School, Under the Care of the Sisters of Mercy, Beaumont, Dublin 9.  

NAMHI Directory of Services

51. Aishling House, Newtown, Maynooth, Co. Kildare 
52. Camphill Community, Dunshane House, Brannockstown, Co. Kildare.  
53. Camphill Community, The Bridge, Main Street, Kilcullen, Co. Kildare.  
54. Central Remedial Clinic, Vernon Avenue, Clontarf , Dublin 3. 
55. Cheeverstown House, Templeogue, Dublin 6W.  
56. Dara Residential Services, 89 Dara Court, Celbridge, Co. Kildare.  
57. Down Syndrome Association of Ireland, 41 Lower Dominic Street, Dublin 1.  
58. Prosper Fingal, Strand Street, Skerries, Co. Dublin. 
59. Good Counsel Centre, Ballyboden, Rathfarnham, Dublin 16.  
60. KARE, Lower Eyre Street, Newbridge, Co. Kildare.  
61. L’arche Dublin, Seolta, Warrenhouse Road, Baldoyle, Dublin 13.  
62. National Federation of Arch Clubs, 74 Meadow Grove, Dublin 16. 
63. Peacehaven Trust, 1-2 Hillside, Greystones, Co. Wicklow.  
64. Peamount Hospital, Newcastle, Co. Dublin.  
65. Scoil Chiarain, St. Canice’s Road, Glasnevin, Dublin 11.
66. Sisters of Charity of Jesus and Mary, Moore Abbey, Monasterevan, Co. Kildare.
67. Sisters of Charity, St. Margaret’s Centre, Donnybrook, Dublin 4.
68. Special Olympics Ireland, Ormond House, Ormond Quay, Dublin 7.
69. St. Joseph’s Special School, Balrothery, Tallaght, Dublin 24.
70. Stewart’s Hospital, Palmerstown, Dublin 20.  
71. Sunbeam House Services, Killarney Road, Bray, Co. Wicklow.
72. Walkinstown Association, Long Mile Road, Dublin 12.  

Directory of National Voluntary Organisations 

73. Anne Sullivan Foundation for DeafBlind, 40 Lower Drumcondra Road, Dublin 9
74. Asperger Syndrome Association of Ireland, ASPIRE, Charmichael Hse, Nth Brunswick St, Dublin 7.
75. The Rehab Group, Roslyn Park, Beach Road, Sandymount, Dublin 4.  

Additional Services 
Source: Audit of People on the Autistic Spectrum

76. ICANDO, Colm Fulham, 25 Hollybrook Grove, Clontarf, Dublin 3.
77. Festina Lente Equestrian Training College, Old Connaught Ave., Bray, Co. Wicklow. 
78. Bevan Tiernan, Primary Speech & Language Therapist, Language Unit, Ballinteer Avenue, Dublin 16.

Directory of Special Schools

Source: Department of Education & Science

Schools for Mild Mentally Handicapped

79. St. Michael’s, Glenmacroon, Chapelizod, Dublin 20
80. Scoil Eoin, St. John’s, Armagh Road, Crumlin, Dublin 12
Schools for Moderately Mentally Handicapped
81. St. Catherine’s, Newcastle, Co. Wicklow
Residential Schools for Young Offenders
82. Trinity House, Lusk, Co. Dublin
83. Fingal Children’s Centre, Finglas West, Dublin 11
84. Oberstown Girls’ Assessment Centre, Oberstown, Lusk, Co. Dublin
85. Oberstown Boys’ Centre, Oberstown, Lusk, Co. Dublin
Non-residential Schools for Children at Risk
86. St. Paul’s Youth Encounter Project, Main Street, Finglas, Dublin 11

Sampling Frame of Organisations

Assessment & Diagnosis

1. Beechpark Services, Ballyowen Meadows School
2. Beechpark Services, Setanta Special School
3. Beechpark Services, Outreach Services
4. Biobehavioural Unit, Centre for the Study of Developmental Disabilities, University College Dublin.

ERHA Child & Adolescent Psychiatric Services

5. Child Guidance Clinic, ERHA, Kill, Co. Kildare.
6. Child Guidance Clinic, ERHA, Castleknock.
7. Child Guidance Clinic, ERHA, Health Centre, Ballyfermot.
8. Child Guidance Clinic, ERHA, South Kildare

ERHA Children’s Hospitals (Child Psychiatric Services)

9. Our Lady’s Hospital for Sick Children, Crumlin, Dublin 12.
10. St. Francis Clinic, The Children’s Hospital, Temple Street, Dublin 1.
11. General, Temple Street Children’s Hospital, Temple Street, Dublin 1.

ERHA Acute General Hospital (Providing Adult Psychiatric Services)

12. St. Vincent’s University Hospital, Elm Park, Dublin 4. 
13. Adelaide and Meath Hospital, incorporating the National Children’s Hospital, Tallaght, Dublin 24.
14. St. James’ Hospital, James’s Street, Dublin 8.  
15. Naas General Hosptial, Co. Kildare. 
16. Beaumont Hospital, Beaumont Road, Dublin 9.  
17. Mater Misericordiae Hospital, Eccles Street, Dublin 7.

ERHA Acute Mental Health Services (Hospitaller Order of St. John of God Services incorporating
mental health and intellectual disability)

18. Carmona Services, St. John of God Services
19. Menni Services, St. John of God Services
20. St. Raphael’s Services, St. John of God Services
21. St. Peter’s School, St. John of God Services
22. Lucena Clinic, Dun Laoghaire, St. John of God Services
23. Lucena Clinic, Rathgar, St. John of God Services
24. Lucena Clinic, East Wicklow, St. John of God Services
25. Lucena Clinic, Tallaght, St. John of God Services
26. Newcastle Hospital, Greystones, Co. Wicklow
27. Vergemount Psychiatric Unit, Clonskeagh, Dublin 6.
28. St. Patrick’s Hospital, James’ Street, Dublin 8.
29. James Connolly Memorial Hospital, Blanchardstown, Dublin 15. 
30. St. Brendan’s Hospital, Rathdown Road, Dublin 7.
31. St. Vincent’s Hospital, Fairview, Dublin 3.
32. St. Ita’s Hospital, Portrane, Co. Dublin.

ERHA Community Services

33. Community Services Dun Laoghaire, Tivoli Road, Dun Laoghaire, Co. Dublin. 
34. Community Services, Dublin South East, Vergemount Hall, Clonskeagh, Dublin 6. 
35. Community Services Wicklow, Glenside Road, Wicklow.  
36. Community Services, Dublin South Central, Carnegie Building, 21-25 Lord Edward Street, Dublin 2.  
37. Community Services, Dublin South West, Health Centre, Old County Road, Dublin 12.  
38. Community Services, Kildare, Poplar House, Poplar Square, Naas, Co. Kildare. 
39. Community Services, Dublin North West, Rathdown Road, Dublin 7.  
40. Community Services, Dublin North Central, 193 Richmond Road, Dublin 3. 
41. Community Services, Dublin North, Cromcastle Road, Health Centre, Coolock, Dublin 5. 

ERHA Services for People with Intellectual Disabilities

42. St. Loman’s Hospital, Palmerstown, Dublin 20.  Clinical Director.
43. St. Michael’s House, Ballymun Road., Dublin 7. 
44. Daughter’s of Charity, Navan Road, Dublin 7.  
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Beechpark Services

The Beechpark Services comprise:

1. Ballyowen Meadows Special School

Ballyowen Meadows School is located on the Beechpark campus in Stillorgan.  The school caters for 24
children, aged between four and twelve years, who have a diagnosis on the autistic spectrum, or who have
language disorders and pervasive developmental delays.  The TEACCH and Hanen Program are used
throughout the school with each child’s progress being evaluated according to his/her Individual Education
Plan.  Extra curricular activities include swimming and horse riding.

2. Setanta Special School

Setanta Special School is also located on the Beechpark campus, Stillorgan.  The school caters for 17 children,
aged between eight and eighteen years who are both autistic and intellectually disabled.  The degree of autism
varies considerably among pupils.  As many of the pupils are non-verbal, emphasis is placed on enhancing
divergent communication skills.  Each student’s progress is monitored through an Individual Education Plan.

3. Campus Clinical Team

Clinical support provided to both Ballyowen Meadows and Setanta Special Schools is located on the Beechpark
campus. While the full compliment of staff is reduced due to recruitment difficulties, the team should comprise
Administrative support, Behaviour Specialism, Dietry/Nuitrition, Nursing, Occupational Therapy, Psychiatry,
Psychology, Social Work, and.Speech & Language Therapy.

4.  Beechpark Outreach Services

Beechpark Outreach Services provide outreach clinical support to mainstream schools that operate special
classes for children with ASD; mainstream schools and pre-schools/play groups who have children attending
with ASD; and consults to other health agencies.  The service provides training for parents and other
professionals, support groups (parents and siblings), residential, respite and in-home support.  The three
outreach teams are located at:
Northside, 1st Floor, 102 Malahide Road, Fairview, Dublin 3
Southside, Beechpark Services, Stillorgan, Co. Dublin
Westside, Hazelhatch Cottage, Hazelhatch Road, Celbridge, Co. Kildare

While all three clinical teams have experienced recruitment difficulties, the full compliment of staff should
include: Administrative support, Behaviour Specialism, Dietry/Nutrition, Nursing, Occupational Therapy,
Psychiatry, Psychology, Social Work, and Speech & Language Therapy.

The clinical teams operating from these locations provide support to special classes in the following schools:
Lucan Educate Together, Bewley Way, Willsbrook, Lucan, Co. Dublin
Our Lady of Good Counsel National School, Mourne Road, Drimnagh, Dublin 12
Our Lady of Consolation, Collins Ave., Dublin 5
Our Lady’s Boys National School, Ballinteer, Dublin 16
Scoil Chiaran & Pre-school, Collins Ave., Dublin 3
Scoil Mhuire, Ballyboden, Whitechurch, Dublin 16
St. Brigid’s, Wellmount Avenue, Finglas, Dublin 11
St. Declans, Northumberland Road, Dublin 4 (Special Class in Special School)
St. Joseph’s, Fairview, Dublin 3
St. Helen’s Junior National School, Portmarnock, Co. Dublin
St. Peter’s, Limeklin Road, Greenhills, Walkinstown, Dublin 12

North Kildare School Project, Ballymakealy Lower, Clane Road, Celbridge, Co. Kildare
Scoil an Linbh Iosa, Prosperous, Co. Kildare
Scoil Mhichil Naofa, Athy, Co. Kildare
Scoil Mhuire, Leixlip, Co. Kildare
St. Brigid’s, Kilcullen, Co. Kildare

St. Joseph’s, Newtown Mount Kennedy, Co. Wicklow

87. St. Laurence O’Toole School, No.2, Seville Place, Dublin 1
88. Henrietta Street Special Project, St. Vincent’s Trust, Henrietta Street, Dublin 1

Residential Care Units for Children with Emotional/Behavioural Difficulties

89. Killinarden House Special School, Ballyowen, Palmerstown, Dublin 20
90. Creag Aran Special School, Athgarret, Naas, Co. Kildare
91. Newtown House Special School, Newtownmountkennedy, Co. Wicklow

Schools for Emotionally Disturbed Children

92. St. Declan’s Northumberland Road, Dublin 4
93. Benincasa, Sion Hill, Blackrock, Co. Dublin
94. Court Hall School, Mulhuddart
95. Phoenix Park, Blackhorse Avenue, Dublin 7
96. Casa Caterina, Dominican Convent, Cabra, Dublin 7
97. Warrenstown House, Corduff Road, Blanchardstown

Schools for Children with a Specific Learning Disability

98. St. Oliver Plunkett, Monkstown, Co. Dublin
99. Catherine McAuley, Baggot Street, Dublin 2
100. St. Rose, Balrothery, Tallaght, Dublin 24

Schools for Severely/Profoundly Handicapped Children

Additional Services

101.  St. Mary’s Hospital and Residential School
102. Eve Holdings
103. NTDI
104. Farmleigh
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THE PARENT-PROFESSIONAL PARTNERSHIP IN SUPPORTING THOSE WITH
AUTISTIC SPECTRUM DISORDER

Introduction
It is generally agreed that early skillful and sustained involvement of families in the education and treatment
of children with autism is necessary for the children’s psychosocial development.  Parents have extensive and
detailed knowledge of their children’s strengths, impairments, capacities, learning needs and preferences.
Because parents carry the major responsibility for supporting their child’s development, any discussion about
intervention must take into account the family’s perspective on education and family life.  According to
Hornby (1995) "professionals are viewed as experts in their field and parents are viewed as being experts on
their children."  It involves the sharing of expertise and control to provide the optimum intervention and
education for children with autism.  It is based upon mutual respect. 

Jean Gross (1996) has suggested that there are two types of parents of children with special needs: involved
articulate parents who want information often before they have to ask for it, need to feel genuinely heard and
to be assured that any extra provision is being reliably undertaken and reluctant parents who do not feel
confident about their rights or about coming into clinics or schools, who need to be talked to appropriately,
stressing positive achievements alongside difficulties and with whom care should be taken not to attribute
blame.

Professionals must realise that parents are individuals who are emotionally involved with their children in a
way that professionals, however caring, are not.  This is one great difference between parents and
professionals and one that needs to be acknowledged at the outset and kept in mind throughout the
partnership.

Parents need professionals, Professionals need parents and
the children need us all
Professional support cannot be wholly effective unless it stems from the parent’s contribution as integral to
intervention and development.  Working together is essential. The autistic child gains nothing if the
relationship with the professional is one of wrestling for dominance.  This partnership will only succeed if we
all keep the child central, it may be helpful to imagine the child with ASD although equipped with the
following warning label:

Fragile – HANDLE WITH CARE
Even though there are many things about me that are unique, in the ways that really matter I am just like
other children.  I learn best from people I trust, and I learn to trust when I sense that people like me.  Please
try to see the work through my eyes, for I can’t see it through yours.  And please know that even though it
may not seem so, I really am trying to adapt to a world that my neurological challenges prevent me from
understanding without your help.  If you kept these things clearly in mind, you will be less apt to label me a
behaviour problem, and more likely to teach me the things I need to know so that I can function with greater
understanding and competence in a world that is often inhospitable to my needs.
Diane Twachtman-Cullen

Towards Partnership
Although considerable progress has been initiated in the wider theoretical recognition of parents as partners
in disability issues, barriers remain in practice, and significant shortcomings and obstacles continue to hinder
full parental inclusion in the consultative process and the development of partnerships. 

Professionals need to remain cognisant of the following: 

• Parents have a right to make informed decisions in all matters concerning the well being of their children.  

• Parental input should drive the decision making process throughout each stage of deliberations.  

• Most parents are enthusiastic, have total commitment and are motivated to develop their child to his/her
full potential and they expect that professionals will approach service delivery with the same commitment.

• A parent’s expectation is that they should be involved in the treatment, planning and implementation of
the care plan. 
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What type of services do parents want for their children with ASD

The Parents of ASD childen and adults want a Autism Specific Service, because ASD is a life-long
developmental disorder that affects the way a person communicates and relates to people around them and
because the range and intensity of disability varies widely.  Also the fact, that all individuals affected by ASD
have difficulty with communication, learning and social skills, there is an urgent need to provide for
specialised intervention which will give individuals affected by ASD the tools they need so badly to lead full
and productive lives. 

The Goals of an Autistic Service should be as follows:

1. To increase the community’s acceptance of people with ASD as valuable members of their community;

2. To maximise the involvement and participation of individuals with ASD and their families in the
community;

3. To provide leadership to assist the community in accepting its responsibility to provide the support, special
services, and resources needed by those with ASD and their families.

At  National Level  parents want the following:

1. The establishment of an Independent Body in order to develop policies, assess, monitor and evaluate
assessment procedures and tools, early intervention programmes, therapies, training for parents and
professionals.  

This Independent Body would act to propose appropriate teaching and behavioural programmes which meet
the needs of the individual  ASD pupils both in mainstream primary and secondary schools, special schools,
special classes, colleges of further education.  It would also work to assess, monitor and evaluate these
teaching and behavioural programmes in order to ensure that each pupil is receiving an autism specific
education programme which is appropriate to his or her needs

The Independent Body would also establish appropriate training programmes for both parents and
professionals, to assess, monitor and evaluate these programmes to ensure that they are autism specific
programmes. 

The membership of the body would be made up of parents, professionals and the relevant government
departments.

At local level what parents want:

1. A centre for ASD in each of health board areas in the Eastern Region Health Authority Area.   These centres
would develop and promote a constant flow of information between families and the Centre.    This process
would enable each Centre to develop essential intervention strategies with the primary care givers while
remaining flexible, open, and sensitive to a family’s needs and wishes. Ideally these centres would offer a
range of services including information, training, skill building interventions, and family support services.

2. The primary objective of these services is to provide care givers with sufficient information, skills, and
support so that they can, in turn, build skills in the child affected by ASD.  This service should receive grant
funding from both the Department of Health & Children and the Department Of Social, Community &
Family Affairs. With this funding the Centre’s services would be available to families living in the three
health board areas who have a child under the age of 18 who is affected by ASD.   Outside of the Eastern
Region, children with ASD could avail  of these services on a fee-for-service basis through a Training
Section of the centres.

3. Additional services which would be required for children with ASD in the local areas include, respite care,
before and after - school care, summer programmes, recreational programmes, group homes, other
residential living options, and prevocational training.

4. Over 18 year olds will also require the following services: vocational training, job opportunities, group
homes, supervised apartments, other residential living options, and recreational opportunities.

5. The Irish Society for Autism, ASPIRE, PACT, Beechpark Parents Association, other groups or individuals who
are dedicated to raising the visibility of ASD and broadening services for individuals who have ASD should
be given recognition for the work they do.    Grants should be given to these groups so they can establish
a local Parent Support Service managed by both parents and professionals on a equal basis. When a parent
receives a diagnosis of ASD for their child,  they can be referred to this service where they will receive the
help and support they require.  

6. What parents desire from a service should be fully explored, as well as how the service may or may not be
able to meet these expectations.  Drawing upon parents’ extensive knowledge of their child, the service

These principles were outlined and emphasised by the recent Task Force on Autism established by the
Department of Education and Science.  In its recently produced report the Task Force endorsed the view that
the following principles and recommendations from the Report of the Commission on the Status of People
with Disabilities (1996) be implemented without further delay and be incorporated in the forthcoming
Education (Disability and Training) Bill:

• Parents have primacy in the decision making process as soon as their child has been identified as having
particular education needs. They (and the child whenever appropriate) must be entitled to make an informed
choice on the educational placement of their child. (11.8, principal 5, p.173).

• The legal rights, roles and responsibilities of parents must be clearly outlined in relation to any assessment
or decision making process and should reflect the constitutional rights of parents in the matter of the child’s
education (par 11.14, p.175).

• Parents must be acknowledged as full and equal partners throughout the educational process and be
provided with guidance and support, full information about their child’s progress, and be allowed to
contribute meaningfully to it (par 11.19, p.176).

• Consultation with people with disabilities and their representative organisations must be a key feature of
future policy formation (par 11.20, p 176);

• That the role of parents as advocates for their children/ young adults with Autistic Spectrum Disorders be
formally recognised;

• That structures be established to ensure that the provision of support services and therapies, which are the
responsibility of the Department of Health and Children through the health boards, are delivered smoothly
and seamlessly;

• That a national forum for Autistic Spectrum Disorder be established to facilitate the dissemination of
information and exchange of views between parents, professionals, and government departments;

• That the Department of Education and Science initiate a Parent – School Partnership Scheme for persons
with Autistic Spectrum Disorders and that this entails the creation of Partnership Facilitator posts;

• That consultation, collaboration and the inclusion of Parent Representatives/ Voluntary and Support
Organisations on Education, Health, Vocational Training and Supported Employment Policy/ Planning
Teams and Committees at a national and local level be recognised as a key feature of future policy
formation for ASDs. Also recommended is that professional input and training be provided to such parent
representatives/ organisations as appropriate;

• That people with Asperger’s Syndrome/ High functioning Autism have the opportunity and be actively
encouraged to participate on health/ education planning committees;

• That parents be informed of their entitlement to attend all meetings and case conferences concerning their
children, including those where the progress or intervention of their child may be under deliberation; that
advance notice of such meetings be supplied to parents to facilitate attendance;

• That emphasis is placed on the centrality of parents in decision-making relating to their child with an ASD.

Recognising the difficulties that parents experience in working with professionals for the benefit of their
child with ASD, the Task Force also carried the following advice for professionals in the field: 

“Be honest with the parents and speak to them in plain language, many parents say the professions danced
around the diagnosis.  If a child has autism, tell the parents the child has autism.  If the child has PDD.NOS
or Asperger Syndrome, explain to the parents that this is a form of autism.  Also refrain from the use of the
term autistic-like behaviour or autistic tendencies. Either the child has autism or the child does not have
autism, it really comes down to something that is as simple as that.  As a professional, it is your job to make
the determination, if you determine the child does not have autism, look for other problems.  But, whatever
the diagnosis, be straight and honest with the parents.  As much as it may hurt to hear the truth, it is the child
who will suffer (and suffer greatly) if the truth is not told.  Don’t be afraid as there is nothing to fear in the
truth.

Keep up to date on the research.  It is vital that those working in the autism community, be they doctors,
advocates, teachers or therapists, understand where research (and theories) are going.  Views, opinions,
research and therapies are constantly changing in the field.  If the child is to be treated appropriately,
professionals need to know the current lines of thinking because one thing is certain: the parents will.  We do
not need to agree on them, (though that would certainly help), but we do need to know them.

Don’t make it look hopeless, all too often professionals will tell parents when the child was first diagnosed,
that he/she would never talk or would need to be placed in an institution for life.  Parents, however, will relate
how the child is communicating well and is included in a regular classroom and even has some friends.  Some
professionals making the diagnoses are condemning the children before they give them a chance, some
professionals behave as though they are gods.  Give the child a chance – he or she may surprise you."
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provider should explore with them how it can assist supporting and training parents.  This service should
operate a policy of equality of opportunity, valuing and respecting the needs of each parent and child.

7. Clear procedures for professions and parents to follow must be established i.e guidelines, and or a code of
practice regarding referral pathways and treatment protocols should be developed.

8. Alongside the service/training sections of the centre, a volunteer programme should be developed.
Volunteers could come from all age groups and walks of life to offer clinical, resource, and administrative
support.   They would be trained and supported by the centre’s staff.  Some of the members of the volunteer
programme could support families and older teens with ASD through peer monitoring and on-site or in-
home parent respite.  

9. A Reference Library must be established in each centre with the view to providing resources for parents,
professionals, and those who are affected by ASD and related disorders.  A comprehensive autism related
reference library is needed because is very difficult to  access research and literature in Ireland and it would
be an invaluable tool.

10. This library must be committed to obtaining the most current research and literature, a reference library
of archive articles, books, newsletters, service information, journals, audio tapes, and video tapes. 
A lending library which would include the most frequently requested titles and should be available.
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Over the past decades services for persons with Autistic Spectrum Disorder in the Eastern Region have been
enhanced by a growing awareness of ASDs and by the availability of an increasing number of autism specific
services. However, long waiting lists, largely due to staff shortages, are the norm for almost all services.
Families remain frustrated and under great stress due to the lack of access to established services, and by the
absence of some services altogether. 

A number of important challenges must be addressed if the individuals we seek to serve are to be supported
to the fullest.  While these challenges are many, they can be summed up as follows: 

a) IDENTIFYING AND CLOSING GAPS IN CURRENT SERVICES

b) ENHANCING CAPACITY IN SERVICES

c) DEVELOPING INTEGRATED, SEAMLESS PLANNING AND PROVISION OF CARE  

Identifying and Closing Gaps in Current Servises
The international literature paints a picture of services which identify need at the earliest possible stage
followed by an assessment of care and a statement of health and social care requirements to support
individuals with ASD and their families over their life-span.  The forthcoming Disability Bill promises to
introduce this assessment of need service in Ireland and it is important that a full package of services is made
available in the Eastern Region if we are to fulfil our obligation in line with service users’ rights. 

The full package of services that will be made available to service users can be summarised as follows: 

Screening  >  Diagnosis and Assessment  >  Children’s Services  >  Adult Services 

Services must be tailored to meet identified need for each service user. The package of children’s services
which must be made available can be summarised as follows:

• Pre Diagnostic Services/ Early Intervention 

• Health related support services to mainstream schools, special schools and homes

• Family Support

• Respite Programmes 

• Residential Services

• Transition services for adolescents

A comprehensive range of adult services must include the following: 

• Day Activation

• Rehabilitative Training 

• Vocational Opportunities

• Counselling

• Outreach support to those in further education or employment

• Respite Programmes 

• Residential Programmes

• Family Support 

Historically, both children and adults with ASD and intellectual disability have received their services from
intellectual disability providers. However, a lack of resources and/or awareness has meant that those
presenting with dual disability were provided with generic disability services that did not take cognisance of
the specific and unique needs of the individual with ASD.

With the advent of the Education Act (1998), which outlines the entitlement of children of all levels of ability
to mainstream education services, many parents now see a long awaited opportunity for mainstream
education for their child with Autistic Spectrum Disorder.  While these children may no longer be ‘registered’
with a traditional intellectual disability service, they will require multi-disciplinary support both within and
outside of the school setting to allow them to capture the opportunities provided by  mainstream education.
They may also require many of the support services traditionally provided by the intellectual disability
agencies, including residential and non – residential respite family support services and as adults,
rehabilitative training and residential services. 
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Screening

Screening programmes for early detection of Autism Spectrum Disorder are required throughout the region.

Diagnostic & Assessment Services

These services are currently available from a range of service providers including acute hospital services,
autism specific services, intellectual disability services and psychiatric services. Autism specific enhancement
to generic services is required.

Pre Diagnostic Services/Early Intervention Services

While Pre Diagnostic and Early Intervention services exist throughout all three regions, staffing shortages
limit their effectiveness.  Full staff compliments must be filled as a matter of urgency.

Pre School Services

The Department of Education and Science are currently considering a substantial increase in the availability
of this service.  Any increase in this service will require a complementary increase in health support services.

Outreach support to mainstream schools

The full compliment of outreach staffing levels is not available at present.

Special schools

A range of special schools, provided by both autism specific and intellectual disability services, are available
across the three health board areas. Autism specific enhancement to generic services is required.

Developmental Education Centres

These centres are provided to children with higher support needs by intellectual disability agencies across all
three health board areas.  Autism specific enhancement to generic services is required.

Transition Services

Autism specific transition programmes for teenagers are required across all three health board areas.

Vocational Training

Most available vocational training is currently being provided through generic disability services.  Autism
specific enhancement to these services is required throughout the region.

Sheltered Workshops

At present, the majority of these services are currently being provided by generic disability services. Autism
specific enhancement to these services is required throughout the region

Supported Employment

Autism specific employment options are provided for adults at the lower end of the autistic spectrum in two
of the three health board areas (ECAHB and NAHB).  The services are limited and require additional resources.
Services within the SWAHB have yet to be established.  A limited autism-specific employment option for those
with Asperger Syndrome is available within the ECAHB.  This service requires additional resources and should
be established within the SWAHB and NAHB.

Day Care Activation Units

Both autism specific and generic disability agencies are providing this service in all three health board areas
to adults with higher support needs.  Autism specific enhancement to generic services is required.

The Education Act (1998) stipulates clearly that "each person, resident in the State, including a person with a
disability or who has other special educational needs" is entitled to "support services and a level and quality
of education appropriate to meeting the needs and abilities of that person."  The Act defines ‘support services’
to be provided by the Minister of Education and Science to include, along with others,  the following services:

• assessment of students; 

• psychological services; 

• guidance and counselling services; 

• technical aids and equipment; 

• provision for students learning through Irish sign language;

• speech therapy services;

• provision for early childhood, primary and post primary, adult or continuing education to students with
special needs" 

The Authority acknowledges that resources to provide some of these essential services from within the
Education service are currently not available in sufficient quantity to support the number of students who are
electing to enter mainstream services.  Until such time as capacity is developed within the Department of
Education and Science to meet these needs, providing for these entitlements will require support from the
health services and close collaboration to identify needs and meet these efficiently. 

The Authority is committed to such a collaboration, and will endeavour at all times to support the Department
of Education and Science in fulfilling the rights of clients with Autistic Spectrum Disorder to  autism specific
services.  Appropriate inter-sectoral  structures to identify need and to agree the appropriate mechanisms by
which to meet them should be established at local and regional level at the earliest possible opportunity. 

Many children with Autistic Spectrum Disorder will continue to receive services from within the Intellectual
Disability Services.  Some of these children will require a full range of services, while others will require only
certain components, particularly those who enter mainstream education but who require respite or other
support.   The Authority will work with the Intellectual Disability providers to ensure that the rights of these
children to a flexible, person centred autism specific service are fulfilled.  The Authority is aware that
developing such services may require considerable new funding.  

Enhancing Capacity in Services
A range of autism specific services is available throughout the various geographic areas of the region (see
Chapter Seven for further detail).  These services comprise: 

• Diagnostic services which are provided throughout the region through a range of agencies.

• Beechpark Outreach Support services which are established in each Area Health Board.

• Beechpark Special Schools which are established in the ECAHB.

• Gheel Training and Residential Services, Dunfirth, Co. Kildare, which provide autism specific rehabilitative
training in both the NAHB and ECAHB.

• The Irish Society for Autism (ISA) which provides day and residential services for service users from the
ERHA in Dunfirth, Co. Meath.

• Tuiscint, established through the co-operation of ASPIRE and Eve Holdings, which provides the only
dedicated rehabilitative training programme for service users with Aspergers Syndrome

• St. Paul’s Hospital and Special School, (Under the Care of the Sisters of Mercy) Beaumont which provides
specialist health, residential and education for children.

• ASPIRE provides a Helpline for parents and other interested groups and holds regular conferences and
meetings.  The organisation also provides a supported employment service for adults with Asperger
Syndrome in the ECAHB.

The review of current services available (presented in Chapter Seven) demonstrates clear gaps in services and
the urgent need to fill those gaps with appropriate care at the earliest possible opportunity.  A review of these
services highlights areas of priority.

p79p78 Review of services for persons with Autistic Spectrum Disorder in the Eastern Regionsection nine - discussions and recommendations



A further compounding issue is that there is a clear lack of capacity in the development of autism specific
adult services.  This has meant that at 18 years of age many service users who have received support in
childhood from child and adolescent psychiatry  must now seek services from generic intellectual disability
services.  This transition has been reported as difficult for families and the clients involved.  In addition,
planning of future services for this client group has been difficult as the planning crosses the Intellectual
Disability and Psychiatry services. 

It is necessary that the range of supports required for children and adults, whether in mainstream education
or in the intellectual disability service, is developed and enhanced, in line with the rights of those service users
to mainstream services.  In addition, it is necessary that children, when 18 have an effortless transition to
adult services.

The identification of future service users

To ensure that planning for this client group is made more efficient, the identification of those service users
with ASD is necessary at the earliest possible stage.  The National Intellectual Disability Database provides an
important opportunity to identify service users with the dual disabilities of Intellectual Disability and ASD.  In
addition, the forth coming database in Child and Adolescent Psychiatry (PINPOINT) provides an opportunity
to identify service users who have a diagnosis of ASD and who are not registered on the National Intellectual
Disability Database.  

Specific Recommendations for New Service Development

The ERHA is committed to developing a comprehensive service, based on available evidence, to support
service users with Autistic Spectrum Disorder to live to their maximum potential and to support their families
and carers.  There are a number of critical issues which must be addressed if the delivery of services for this
care group is to be improved in the region. 

The Steering Committee of the Review of Services for Persons with Autistic Spectrum Disorder (referred to as
the Steering Committee below) proposes the following recommendations to address these concerns and to
ensure services delivered have maximum effectiveness. 

Organisational Structure

The delivery of autism specific services in the region is complex involving many agencies across the planning
brief of two care groups – Child and Adolescent Psychiatry and Intellectual Disabilities.  In each Area Health
Board services for children with autistic spectrum disorders are currently planned and overseen by the Director
for Mental Health, who has overall responsibility for planning Mental Health and Child and Adolescent
Psychiatry Services.  Services for children with the dual disabilities of Intellectual Disability and ASD and for
adults with ASD are planned and overseen by the Directors for Disability Services in each Area Health Board.  

Recommendation 1  

To ensure coherence of planning and integration of services, co-ordination of  planning and monitoring
of services for clients with Autistic Spectrum Disorder within the Eastern Regional Health Authority
should be vested in the Disability Care Group working closely with all other relevant care groups. 

It is proposed that an Implementation Committee be established at regional level with overall
responsibility for the implementation of this report. In each Area Health Board overall responsibility for
the implementation of the report rests with the Chief Executive Officer. 

Additional management support for service users with ASD is provided through the appointment of a Manager
of Disability in each of the 10 Community Care Areas (CCA) in the Region. While these managers report to
General Managers in each CCA they have a working relationship with the three Directors of Disabilities in the
three Health Boards. Similarly the proposed new posts in Rehabilitation Training and Sheltered Work in each
Area Health Board will ensure that clients move in a seamless fashion from day or education services into
appropriate training services in the region. 

Recommendation 2

The Steering Committee proposes that the Manager of Disability Services in each Community Care Area plays
a key role in supporting service users through the comprehensive range of services available from the various
providers.  This includes supporting and acting as an advocate for a service user and his or her family from
the early stages including diagnostic and assessment services, through to the provision of appropriate
outreach, respite, residential, day and rehabilitation training services in adulthood.  

Residential Options

Currently there are no autism specific residential services for children within SWAHB.  Those facilities
available for children in the NAHB and ECAHB required expansion.  While residential facilities for adults at
the lower end of the autistic spectrum are available to individuals from all three health board areas, from both
autism specific and intellectual disability providers, an increase in quantity is required.  Regarding those at
the higher end of the spectrum, there are currently no residential placements being provided in any health
board area, although ASPIRE has purchased a house for this purpose in the ECAHB and hopes to provide the
first residential service for adults with Asperger Syndrome during 2002.   The establishment of a range of
autism specific residential placements for this population is required across the region.

Respite

A small number of respite facilities is available from autism specific providers to children in all three health
board areas.  This service requires expansion.  Respite provided by autism specific services for adults are
available in only two of the three health board areas, the NAHB and ECAHB.  Autism specific respite facilities
for adults are required in the SWAHB.  While a range of intellectual disability agencies provide respite facilities
for both children and adults across the region, these services require autism specific enhancement. 

Developing Integrated, Seamless Planning and Provision of
Care  
Services for children with a diagnosis of Autistic Spectrum Disorder who enter mainstream education are
currently planned for in the Eastern Regional Health Authority by the Service Planner for Mental Health, Child
and Adolescent Psychiatry and Old Age Psychiatry.  

Planning for those service users with Autistic Spectrum Disorder and Intellectual Disability who avail of
services within the Intellectual Disability sector is managed by the Service Planner with responsibility for
Intellectual Disabilities. 

At Area Health Board level services for individuals with ASD are currently provided by two distinct
programmes-

- Disability Services 

- Child and Adolescent Psychiatry

The planning and provision of care for service users with Autistic Spectrum Disorder must acknowledge the
complexity and range of services necessary to ensure that those clients in both mainstream and Intellectual
Disability agencies receive high quality services.  While in some sectors the development of mainstream
services and appropriate support services might mean that specialist services are no longer needed, this is not
the case in the provision of services for those with ASD as many service users with ASD have a moderate,
severe or profound learning disability.  The families of these service users will continue to seek the option of
intellectual disability services to provide the necessary range of supports for their child with multiple
disabilities.  

A structure for planning

To make the planning for these two groups more coherent it is proposed that the planning for all service users
with ASD is co-ordinated at regional and local level within the Disabilities Care Group, encompassing all
children and adults with ASD.  

Such a planning structure is in line with planning and funding of the ASD services in the Department of
Health and Children and in the Regional Health Boards throughout the country. Close working relationships
between the Authority’s Service Planners and among the Directors of Services at local level will be  vital to
ensure the necessary developments within the Child and Adolescent Psychiatry services are closely monitored
and developed in a timely fashion.

At Community Care level, the newly established posts of Disability Manager will be an important new
component of an integrated service with those appointed responsible for supporting service users in accessing
services and moving from one service into another, when appropriate.   These Managers will work closely with
the Directors of all services to ensure new needs are identified at an early opportunity and appropriately
planned for. 
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Referral and Diagnosis
Diagnosis is conducted in the Child and Adolescent Psychiatry Clinics in the three Children’s Hospitals in the
region, and in the Intellectual Disability Services. The agreed criteria for diagnosis of Autistic Spectrum
Disorder are set out in DSM IV/ ICD 10.   

Recommendation 6

Due to the nature of Autistic Spectrum Disorder the Steering Committee proposes that the diagnosis of
Autistic Spectrum Disorder be carried out by a multidisciplinary team. 

Presently within the region children are referred either to the child guidance clinics or to Beechpark Services
directly. In the case of the former, once a diagnosis of Autistic Spectrum Disorder has been confirmed the child
is referred to Beechpark for the service support.

Recommendation 7

The Steering Committee proposes that the diagnosis of individuals with ASD remain in the sites identified
above; the assessment of care needs should be conducted by the provider of Autistic Spectrum Disorder
specific early intervention services, provided in the region by Beechpark Outreach Services and agencies
as identified.  Account will also have to be taken of any statutory obligations regarding the special
educational needs of people over 18 years which may arise in the provisions of the Disability Bill which
is at present before the Oireachtas.

Recommendation 8

In line with the proposal to ensure that a range of service options are available in each Area Health Board
in their geographical location, the Beechpark Outreach Services will now be configured within the three
geographical areas and the centralised regional referral should cease.

Recommendation 9

In line with the models of best practice identified in this report, following diagnosis, a child must be
offered the following services: 

• early intervention, including family support from ages 18 months to 5 years 

• health related outreach support services to mainstream schools, special schools and homes from ages 5
years to 18 

• dedicated transition services for teenagers 

• respite services

• residential services for those who require these services

• family support

As previously stated the Steering Committee proposes that these services be available in each geographical
area of the region, managed locally.  Where the Area Health Board is not in a position to provide any of the
range of required services, it can, within its remit, commission such services through a section 26 or section
65 agreement.  Where a schedule two agency is the appropriate provider, these services will be commissioned
by the ERHA, in close consultation with the statutory provider.  

As a child reaches adulthood, the following range of services must be made available locally as appropriate:  

• day activation services  

• rehabilitation training

• vocational opportunities

• counselling 

• outreach support to those in further education or employment 

• family support

• respite services 

• residential services

There is a requirement to ensure that service users can move easily through the services, from birth to old age,
and to ensure that a comprehensive range of services throughout childhood and adulthood are delivered at
the least complex level, close to where people live. Consequently regional services should be re-organised to
take on a geographical remit and to develop a service to respond to the specific needs of that area.

Recommendation 3

The Steering Committee proposes that a comprehensive range of services be developed and provided in
each Area Health Board in the region.  This will entail the reconfiguration of some existing services to
ensure that each Area Health Board oversees the provision of the following services in their geographical
area:  Children’s Services* including Screening, Diagnosis, Assessment, Pre-diagnostic services, Early
Intervention, Family Support Programmes, Outreach Services, Transition Services, Respite and Residential
programmes; and Adult services including Day Services, Family Support, Counselling, Rehabilitation
Training, Vocational Opportunities, Outreach to those in further education or employment, Respite, and
Residential Services.  (See Diagram 1) 

*Education – The Report of the TASK Force on Autism, commissioned by the Minister of Education and
Science, has been published recently.  We acknowledge the importance of incorporating Educational services
throughout our provision.  This partnership and integration of service requires close collaboration at all levels
of planning and service provision, and recommendations to support this partnership approach are made
within. 

Screening in the Community 

The identification of children with ASD is currently varied and requires a more streamlined approach if we
are to monitor this client group and plan accordingly.  At present children may be referred to services from a
number of sources.  Professionals refer children about whom they are concerned to other professionals, parents
present directly to a range of services including the children’s hospitals, intellectual disability agencies, child
guidance clinics or directly to Beechpark Outreach Services for a diagnosis of ASD.   While this referral can
take place at a very young age, it often occurs in the third year of life, between the ages of two and three.
Some children however are not referred to service until a teacher in the early years of education identifies a
concern.  For these children, and for others identified late, the opportunity for improvement which is possible
between the ages of two and five years, will have been missed.  An appropriate screening instrument employed
by those in primary care may minimise such delays. Such instruments are currently under development. 

Recommendation 4

The Steering Committee proposes that screening for Autistic Spectrum Disorder at approximately 18-24
months be introduced through the Child Health Developmental Clinics in the Community.  Such a
screening programme, led by the community paediatrician and implemented by the Public Health Nurse
and Area Medical Officer, will improve the early identification of children with Autistic Spectrum
Disorders and bring those children and their families in contact with the appropriate services at an earlier
age.  It will also allow the population prevalence of ASD to be determined.  A training programme for
Area Based public health practitioners will be required to ensure that the relevant personnel are competent
in working with an agreed screening tool.  In the first instance, it is proposed to pilot the training and
delivery of a screening tool in the Community Care Areas based in the South West Area Health Board.
Following full review, after 24 months, of the effectiveness of the screening programme it is proposed to
consider such screening for the Northern and East Coast Area Health Boards. 

Recommendation 5

It is proposed that the services for diagnosis, assessment and early intervention in the South West Area Health
Board be enhanced concurrent with the introduction of the screening, to ensure that all those referred from
the screening programme can access services from age 18 months onwards. 
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Improving Capacity and Quality in Autism Specific Adult
Services  

As a reflection of the commitment to enhancing current services, the ERHA in collaboration with the
Department of Health and Children has established a review of services at Gheel Autism Services, an autism
specific service with residential and day services in the NAHB and day and vocational training services in the
East Coast Area Health Board.  The aim of this review is to assess current capacity and make recommendations
for enhancement of current services. 

Recommendation 16

It is proposed that from the review of Gheel Autism Services a comprehensive set of standards be developed
for adult residential and day services for individuals with Autistic Spectrum Disorders.  This standard will
assist us in identifying appropriate staffing levels, staff mix and care programmes for autism specific services
for adults.

Recommendation 17

New and additional adult residential places are required in the region.  To date, there are ASD specific adult
residential places in the NAHB and the ECAHB provided by Gheel Autism Services and the proposed ASPIRE
residential services; these services urgently need to be developed in the South West of the region and
additional places are required in the Northern and East Coast areas.  

Recommendation 18

The Steering Committee acknowledge that although the Irish Society for Autism are providing adults from all
three area boards with residential care, this service is not being provided locally within the ERHA region.
Based on these findings a range of residential options will be made available within the region.  These will
include high support/specialist services for service users with challenging behaviour or mental health
difficulties, campus based housing, community housing, and supported living.     

Recommendation 19

In year one of a three year programme it is proposed that each area health board establish one group home
for adults on the autism spectrum.  This initial service should include four new residential places and two
respite places.  

Recommendation 20

In year two and three an additional group home should be made available in each area health board, providing
additional respite or residential services as deemed appropriate by the health boards. 

Recommendation 21

In year three of this strategy, as further evidence is produced regarding numbers of individuals in need of
service, each Area Health Board will produce a detailed plan outlining further day, residential, respite and
health related support developments required in each Area to meet the specific needs of this client group. 

Recommendation 22

Day and vocational training places for young adults will be increased in the region.  To date, there is only
one ASD specific vocational training service in the region for those at the higher end of the autistic spectrum
(Tuiscint in the East Coast Area Health Board).  The newly developed Rehabilitative Training Units in each
Area Health Board will play a key role in quantifying need and resources required to meet this need. 

The following proposals (Rec. 10 – 22) flow from recommendation 9:

Enhancing Children’s Services 

Recommendation 10

Each Area Health Board will provide or oversee the following configuration of children’s services for children
who are enrolled in mainstream education, through a dedicated autism specific service: (currently known as
Beechpark Outreach Services): 

• assessment of care needs for each service user referred with a diagnosis, 

• early intervention, from 18 months to 5 years; 

• health related outreach support services to mainstream schools, special schools and homes from ages 5-18
years

• transition services for teenagers

• family support services

• respite services

• residential services

Recommendation 11

Innovative and emergency recruitment measures will be examined to enhance the capacity of the Outreach
Services to ensure that young children referred are in early receipt of service and that current waiting lists are
reduced. 

Recommendation 12

Family support services will be enhanced to ensure parents and other family members who require support
receive it.  These services will be developed and provided as part of the support services provided by autism
specific services (currently known as Beechpark Outreach services).  

Recommendation 13

New and additional resources should be allocated to develop Transition Services, specifically to ensure the
necessary health related supports, including psychological support, is available for service users as they
prepare to move from children’s to adult services. Transition services will also include specific services tailored
to support parents and other family members at this time. 

Recommendation 14

Respite programmes for children should be made available in each geographic area of the region.  Currently,
autism specific respite services for children with Autistic Spectrum Disorders are provided in the East Coast
Area through Beechpark Outreach services and in the Northern Area Health Board through St. Paul’s Special
School in Beaumont.  Respite services are provided for in the Southwest Area Health Board, but due to lack
of staff these have not become available.  It is a priority for the Steering Committee that these services be
made available at the earliest opportunity.  

Recommendation 15

Residential services for children should be made available in each geographical area of the region.  Currently
autism specific children’s residential services are available only in the Northern Area through St. Paul’s Special
School and in the East Coast Area through Beechpark Outreach services (Farmleigh). Each Area Health Board
will work with Beechpark Outreach service and through the local Mental Handicap Development Committee
to identify the volume of residential services required in its geographical area.
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Research, Training and Information  

Recommendation 25

The Steering Committee proposes that the ERHA commission research to establish the prevalence of ASD in
the region.  This research will be repeated on a five yearly basis to establish trends. 

Recommendation 26

Cognisant of the rapidly changing understanding of ASD and it’s aetiology, it is recommended that ongoing
research be supported by the Authority in this area.

Recommendation 27

For service users who are registered on the National Intellectual Disability Database with a diagnosis of ASD,
this secondary diagnosis should be noted on the database.  In addition, for those service users who choose
mainstream education, a field identifying the need for "health related support services" should be noted on
the database in addition to the current categories to enhance the planning of services for this client group.
The forthcoming database in Child and Adolescent Psychiatry (PINPOINT) should be used to identify
individuals with a diagnosis of Autistic Spectrum Disorder who are not registered on the National Intellectual
Disability Database.  

Recommendation 28

The Steering Committee acknowledges the need for the development of a “Centre for Excellence" in the
country to provide specialist support, assessment and advice for complex cases.  Such a ‘Centre’ would be
useful in reviewing and establishing best practice in service provision and therapeutic models and could act
as a support service to the service providers in the establishment of protocols, procedures, quality assurance
mechanisms and new service development. 

Recommendation 29

Arising from our extensive consultation with parents, the Steering Committee proposes to the Department of
Health and Children that a  national resource centre which provides information, advice and support to
parents, careers and the general public  be established. 

Recommendation 30

The Steering Committee recommends that training programmes be developed and provided by agencies and
parent groups to support parents/carers in the development and implementation of programmes for their
children or other family members with ASD. Such training programmes should be, where relevant, inter-
agency, and inter-sectoral, involving staff from the Department of Education and Science and other statutory
bodies as appropriate. 

Recommendation 31

Staff retention issues should be acknowledged and addressed with innovative measures to reward and
maintain staff, including the development of staff rotation schedules with other agencies in the region,
partnership programmes with other agencies, and the development of specialist services which acknowledge
and reward special skills.  Parent groups and private agencies should be supported in a planned manner within
formalised processes to recruit multi-disciplinary staff independently until such time as these services are
available from the established statutory or voluntary agencies.

Recommendation 32

The proposed Regional Implementation Committee to monitor the implementation of this report should be
established at the earliest possible opportunity, under the auspices of the ERHA.  An agreed timetable and
benchmarks should be circulated to relevant parties at an early stage. 

New Service Development in Intellectual Disability Services

At present, many children and adults with ASD receive support in the form of day, residential and respite
services through the Intellectual Disability service.   

Recommendation 23

Autism specific services will be developed in each Intellectual Disability provider to support those individuals
identified with ASD.  These services, as for children in mainstream education are as follows: 

• assessment of care needs for each service user referred with a diagnosis, 

• early intervention, from 18 months to 5 years

• health related outreach support services to mainstream schools, special schools and homes from ages 5 years
to 18 

• transition services for teenagers

• family support services

• respite services

• residential services

Each Intellectual Disability agency will ensure that autism specific services are available for adults within their
service including the following 

• day activation services  

• rehabilitation training

• vocational opportunities

• counselling 

• outreach support to those in further education or employment 

• family support

• respite services 

• residential services

In the first instance it is important to quantify the number of people in the Intellectual Disability services on
the autism spectrum.  In addition it will be necessary to cost the provision of autism specific services against
an agreed standard and to ensure that appropriate services are available and funded. 

Recommendation 24

To enhance the local planning and integration of services for this client group, the Department of Education
and Science should be "re-invited" to sit on the Mental Handicap Consultative and Development Committees
in each Area Health Board.  Also, representatives of the local autism specific services should be encouraged
to attend these meetings to enhance planning and monitoring of services. 
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Terms of Reference

Review of Services for Persons with Autistic Spectrum Disorder in the Eastern
Region

1. To advise the Executive of the Authority on the adequacy and inadequacy of the present range of services
against recognised best practice nationally and internationally, for persons with autism or autism spectrum
disorder;

2. To assist the Executive of the Authority in preparing a development plan including structures and co-
ordination of the service for the region,  which will ensure the delivery of a comprehensive quality service; 

3. To propose guidelines and protocols for best practice in the diagnosis, admission, discharge and transfer of
persons with a diagnosis of autism or autism spectrum disorder within the Eastern Region. 

November 2000
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Members of Steering Committee for the Review of Services
for Persons with Autistic Spectrum Disorder

Dr. Margo Anglim Consultant Child & Adult Psychiatrist, Temple Street Hospital

Ms. Brigid Butler Co-ordinator, Programme Development, St John of Gods

Mr. Peter Byrne Director, Gheel Autism Services

Prof. Michael Fitzgerald South Western Area Health Board

Ms. Geraldine Graydon NPC Representative, Ballyowen Meadows

Ms. Violet Harford Director of Disability Services, Northern Area Health Board

Dr. Catherine Hayes Specialist in Public Health Medicine, ERHA

Dr. Brian Houlihan Medical Director, St. Paul’s Hospital, Beaumont

Mr.Terry Kelleher Chairperson, PACT

Ms. Breda Lawless Service Planner, Mental Health, Old Age Psychiatry, 
Child & Adolescent Psychiatry, ERHA

Dr. Sheila Macken Paediatrician, Temple Street Hospital 

Mr. Don Mahon Inspector, Dept. of Education & Science

Mr. Pat Matthews Chief Executive, Irish Society for Autism

Dr. Paul McCarthy South Western Area Health Board

Mr. Des McKernan Hon. Secretary, ASPIRE

Dr. Martin McLoughlin Clinical Director, Daughters of Charity

Ms. Mary Morrissey Director, Beechpark Outreach Services

Dr. Patricia Noonan Walsh Director, CSSD

Mr. John O’ Sullivan Director of Disability Services, East Coast Area Health Board

Ms. Mary Van Lieshout, Chair Eastern Regional Health Authority
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Seminar reviewing new service developments, 

Sheldon Park Hotel
3 October, 2001

List of Participants:

Ms. Brigid Butler Co-ordinator, Programme Development, St John of Gods
Mr. Peter Byrne Director, Gheel Autism Services
Mr. Noel Dixon Divisional Manager, St. Michael’s House
Ms. Margaret Farrell Divisional Manager, St. Michael’s House
Prof. Michael Fitzgerald South Western Area Health Board
Ms. Teresa Gadd Head Speech & Language Therapist, St. Michael’s House
Mr. Martin Galvin Training & Development, Gheel Autism Services
Ms. Geraldine Graydon NPC Representative, Ballyowen Meadows
Ms. Violet Harford Director of Disability Services, Northern Area Health Board
Dr. Catherine Hayes Specialist in Public Health Medicine, ERHA
Mr. Paul Henry Manager, Irish Society for Autism
Dr. Brian Houlihan Medical Director, St. Paul’s Hospital, Beaumont
Ms. Anne Hughes Kazibwe O.T. Manager, Beechpark Outreach Services
Ms. Catherine Jackman Principal Clinical Psychologist, Cheeverstown House
Ms. Mary Jeffries Matron Administrator, St. Paul’s Hospital, Beaumont
Dr. Anne Keane Senior Area Medical Officer, ERHA
Ms. Kate Lamb Head Occupational Therapist, Lucena Clinic
Ms. Ella Lovett Snr. Clinical Psychologist, Beechpark Outreach Service
Ms. Mary Lynch ASPIRE
Ms. Deirdre MacIntyre Regional Psychology Manager, NAHB
Dr. Sheila Macken Paediatrician, Temple Street Hospital 
Mr. Don Mahon Inspector, Dept. of Education & Science
Mr. Pat Matthews Chief Executive, Irish Society for Autism
Ms. Nuala Matthews Administrator, Irish Society for Autism
Mr. Des McKernan Hon. Secretary, ASPIRE
Ms. Treasa McKernan ASPIRE
Dr. Martin McLoughlin Clinical Director, Daughters of Charity
Mr. Des McQuaid Psychologist, Mater / St. Paul’s, Beaumont
Ms. Marion Meany Manager, Disability Services, SWAHB
Ms. Mary Morrissey Director, Beechpark Outreach Services
Mr. Tom O’Brien Senior Psychologist, E.V.E. Ltd.
Dr. Louis Ramsey Clinical Director, St. John of Gods
Ms. Cherry Sleeman Social Worker, Beechpark Outreach Service
Ms. Dorothy Staunton Social Worker, Temple Street Hospital
Mr. Liam Walsh Inspector, Dept. of Education & Science
Mr. Richard Whealans Principal, St. Peter’s, Lucena Clinic
Mr. Andrew Whelan Principal, Beechpark Outreach Service
Ms. Mary Van Lieshout, Chair Eastern Regional Health Authority
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Charter of Rights for Persons with Autism*

People with autism should share the same rights and privileges enjoyed by all of the European population
where such are appropriate and in the best interests of the person with autism.

These rights should be enhanced, protected, and enforced by appropriate legislation in each state.

The United Nations declaration on the Rights of Mentally Retarded Persons (1971) and the rights of
Handicapped Persons (1975) and other relevant declarations on Human Rights should be considered and in
particular, for people with autism the following should be included:

*THE RIGHT of people with autism to live independent and full lives to the limit of their potential.

*THE RIGHT of people with autism to an accessible, unbiased and accurate clinical diagnosis and assessment.

*THE RIGHT of people with autism to accessible and appropriate education.

*THE RIGHT of people with autism (and their representatives) to be involved in all decisions affecting their
future; the wishes of the individual must be, as far as possible, ascertained and respected.

*THE RIGHT of people with autism to accessible and appropriate housing.

*THE RIGHT of people with autism to the equipment, assistance and support services necessary to live a fully
productive life with dignity and independence.

*THE RIGHT of people with autism to an income or wages sufficient to provide adequate food, clothing,
accommodation and the other necessities of life.

*THE RIGHT of people with autism to participate, as far as possible, in the development and management of
services provided for their well-being.

*THE RIGHT of people with autism to appropriate counselling and care for their physical, mental and spiritual
health; this includes the provision of appropriate treatment and medication administered in the best interest
of the individual with all protective measures taken.

*THE RIGHT of people with autism to meaningful employment and vocational training without discrimination
or stereotype; training and employment should have regard to the ability and choice of the individual.

*THE RIGHT of people with autism to accessible transport and freedom of movement.

*THE RIGHT of people with autism to participate in and benefit from culture, entertainment, recreation and
sport.

*THE RIGHT of people with autism of equal access to and use of all facilities, services and activities in the
community.

*THE RIGHT of people with autism to sexual and other relationships, including marriage, without exploitation
or coercion.

*THE RIGHT of people with autism (and their representatives) to legal representation and assistance and to the
full protection of all legal rights.

*THE RIGHT of people with autism to freedom from fear and threat of unwarranted incarceration in psychiatric
hospitals or any other restrictive institution.

*THE RIGHT of people with autism to freedom from abusive physical treatment or neglect.

*THE RIGHT of people with autism to freedom from pharmacological abuse or misuse.

*THE RIGHT of access of people with autism (and their representatives) to all information contained in their
personal, medical, psychological, psychiatric and educational records.

*Source: The National Autistic Society, 276 Willesden Lane, London, NW25RB
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Service Planning for Persons with Autistic Spectrum Disorder

Extracted from: Best Practices for Designing and Delivering Effective Programs for Individuals with Autistic
Spectrum Disorders (1997). Appendix C. California Departments of Education and Developmental Services:
Sacramento.

Programme planning procedures for children are designed by law to be collaborative between parents and
professionals whether undertaken under the guidelines of the regional centre or local educational agency. To
plan appropriately for children with autistic spectrum disorders, staff/team should take particular care to
address all of the areas of the process, openly discussing each area and to create a complete documentation.

The following checklist is presented as a series of questions to guide parents and professionals in preparing
and planning for quality services for children. The steps recommended include both those required by law and
some that are best practices. By using these questions, staff can develop a co-operative and collaborative
process of service planning.

a) Checklist for the Service Planning Process

1. Have timelines been met and was staff responsive to a referral or request for service?

2. Has multidisciplinary and transdisiplinary planning been thorough and co-ordinated?

3. Was the multidisciplinary and transdisiplinary assessment conducted by personnel with background
experience and skills in the areas listed below?
a) Child development 

b) Autistic spectrum disorders

c) Behaviour

d) Communication

e) Knowledge of similar children and a variety of programmes

f) Specific experience with the child in a variety of settings and situations

4. Are the following documented in the assessment report?
a) Determination and statement of eligibility 

b) Behaviour implications

c) Assessment in all areas related to the suspected disability

d) Child’s developmental levels

5. Are all the required components of the IEP, IFSP and IPP documented?
a) Current level of performance

b) Measurement of existing objectives and progress

c) Goals and objectives in all areas related to assessment

d) Description of how new objectives will be measured and used to determine progress

e) Description of the continuum of program options considered appropriate (at least three):

> General education program 
> Resource specialist program
> Designated instruction and services (DIS) and related services
> Special classes and centres
> Non public schools and agencies
> State special school
> Infant and pre-school services
> Transportation
> Availability of a variety of general education programs, such as art, music, industrial arts, consumer

and homemaking education, and vocational education
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c) Program specific
> History of success (how defined)
> History of student progress

10. Does the documentation establish timelines and identify criteria for making decisions? 

a) Establish timelines
> Initiation of service
> Periodic assessment and data collection
> Dates of re-evaluation

b) Decision making criteria:
> Program effectiveness
> Transition criteria
> Decision points and indicators
> Rationale for LRE
> Employee evaluation
> Entrance criteria
> Entrance and exit criteria

11. Were responsibilities assigned?

a) Staff

b) Contractors

c) Parents

d) Leadership of case management

12. Were dates set for further program evaluation and planning?

f) Placements settings in the LRE, including, but not limited:
> District general education
> District special education
> County office of education-operated classes
> Community schools
> The home
> Non public special education schools
> A combination of settings

g) Discussion of new or existing services and programs, including opportunities for visitation

h) Description of services and settings
> Frequency and duration of service
> Date of initiation of service

i) Long term goals of the parents

j) For IFSP’s include:
> Family concerns, priorities and resources
> Outcomes and criteria for evaluation

k) Settlement of all other issues

l) Signatures (parents and professionals)

6. Did services address all areas of identified need?

a) Communication 

b) Gross and fine motor skills

c) Behaviour 

d) Child development

e) Implications of autistic spectrum

f) Social developments

g) Cognitive development

h) Transitions between placements

i) Transition from school to work

j) For IFSP’s, include family participation

7. Were the service options discussed to be provided by qualified, specially trained personnel?

a) Teacher

b) Other professionals

c) Supervised paraprofessionals

8. Does the program description provide for coordination, collaboration, ongoing training and supervision of
all service providers and parents?

9. Does the documentation and the data collection described in the child’s or student’s plan provide for the
documentation of necessary information?

a) Data collection:
> Objectives met
> Services provided 
> Curriculum measures
> Other outcome measures

b) Child or student specific
> Baseline data
> Previous data
> Current data
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Listing of site visits by Autism Review Sub-Group on models
of best practice

1. Scoil Ciarán, Donnycarney

2. St. Helen’s School, Portmarnock

3. St. Paul’s Residential and Day School, Beaumont

4. Knockevin Special School, Downpatrick, Co. Down

5. Parents and Professionals for Autism (PAPA), Belfast
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ASD
See Autism Spectrum Disorder.

Asperger’s Syndrome
One of the five pervasive developmental disorders as defined by DSM IV TR (Diagnostic and Statistical Manual
of Mental Disorders, American Psychiatric Association, Fourth Edition, Text Revision, 2000 – see Chapter 3
for full definition).  The syndrome is differentiated from other autism spectrum disorders by a ‘lack of delay’
in language acquisition and cognitive development.

Atypical Autism
See Pervasive Developmental Disorder-Not Otherwise Specified.

Autistic Disorder
One of the five pervasive developmental disorders as defined by DSM IV TR (Diagnostic and Statistical Manual
of Mental Disorders, American Psychiatric Association, Fourth Edition, Text Revision, 2000 – see Chapter 3
for full definition).  Also termed ‘classic’ autism or Kanner’s autism.  The disorder is characterised by
qualitative impairments in social interaction and communication, restrictive and stereotyped behaviour with
onset prior to three years of age.  

Autism Spectrum Disorder
The term ‘Autism Spectrum Disorder’ as employed in this report refers to Autistic Disorder, Pervasive
Developmental Disorders-Not Otherwise Specified (PDD-NOS) and Asperger Syndrome as defined by DSM IV
TR (Diagnostic and Statistical Manual of Mental Disorders, American Psychiatric Association, Fourth Edition,
Text Revision, 2000 – see Chapter 3 for full definition).  Also termed ASD.

Classic Autism
See Autistic Disorder.

DSM IV TR
Diagnostic and Statistical Manual of Mental Disorders, American Psychiatric Association, Fourth Edition, Text
Revision, 2000 (DSM IV TR). One of two main classification systems used by mental health professionals for
diagnostic purposes, the other being ICD 10.

Higher Functioning Autism
The term ‘higher functioning autism’ is employed in this report to cover Asperger Syndrome and PDD-NOS
while it is acknowledged that subtle differences between the conditions exist (see Chapter 6 for full definition).
The term Higher Functioning Autism is not used in either DSM IV TR or ICD 10 classification.

ICD 10
International Statistical Classification of Diseases and Related Health Problems, Tenth Revision 1994 (ICD 10).
One of two main classification systems used by mental health professionals for diagnostic purposes, the other
being DSM IV TR.

Kanner’s Autism
See Autistic Disorder.

PDD-NOS
See Pervasive Development Disorder-Not Otherwise Specified.
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Pervasive Developmental Disorder
The term ‘Pervasive Developmental Disorder’ refers to a classification of disorders as specified in DSM IV TR
(Diagnostic and Statistical Manual of Mental Disorders, American Psychiatric Association, Fourth Edition, Text
Revision, 2000).  The classification comprises five disorders: (1) Autistic Disorder, (2) Asperger’s Syndrome, (3)
Pervasive Developmental Disorder-Not Otherwise Specified, (4) Rett’s Syndrome and (5) Childhood
Disintegrative Disorder.  The disorders are characterised by qualitative impairments in social interaction and
patterns of communication, and by restricted and stereotyped interests.

Pervasive Developmental Disorder-Not Otherwise Specified
One of the five pervasive developmental disorders as defined by DSM IV TR (Diagnostic and Statistical Manual
of Mental Disorders, American Psychiatric Association, Fourth Edition, Text Revision, 2000 – see Chapter 3
for full definition).  Also termed ‘atypical autism’ and PDD-NOS.  This category of disorder is employed when
a severe and pervasive impairment in development of social and communication skills is present, along with
stereotyped behaviour, but the criteria are not met for pervasive developmental disorder, schizophrenia,
schizotypal personality disorder or avoidant developmental disorder.
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Children's Services
0-18 years old
Key responsible Agent at local level.
Childcare manager working closely 
with Disability Manager

Adult Services
18 years -old age
Key responsible Agent 
Disability Manager 
Rehab training manager

primary
AMO • Parental
Concern • P Referral
PHN Referral
Speech & Language

Community 
Screening (1)

secondary 
diagnosis

Child & Adolescent Clinics (2)
Children's Hospitals (3)

ID Agencies (4)

tertiary / 
special 
outreach / 
mainstream 
specialsit 
model

Assessment 
of need 
Intervention 
Plan for 
Child & 
Support Plan 
for Family

School 
Age

Respite Resi-
dential

Secondary 
School 
Age

EI

tertiary / 
special 
outreach / 
mainstream 
specialsit 
model

Assessment 
of need 
Aduilt 
Intervention 
Plan & 
Family 
Support Plan

DayRespite Flexible 
Residential

Vocational / 
Academic / 
Employment / 
Training & 
Support & 
Lifeskills

<

<

<

<<

Client pathways for Accessing Services for ASD

Chart One
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