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Autism is 

Introduction 

---_ ..... _---------------------------------
The syndrome of autism 
Over the last two decades our understanding of the nature and origin of autism has expanded greatly. In the sections below, 
the issues of diagnosis and definition, differential diagnosis, aetiology, and epidemiology of autism are discussed as well 
as the involvement of families and services in the world of the autistic person. A few points concerning autism should be 
made at the outset: Firstly, autism is now viewed as a syndrome rather than a disease entity, a condition involving the 
presentation of a wide range of symptoms (in the domains of cognition, behaviour, communication and social interaction); 
Secondly, autism is a developmental condition and a prolonged life· long handicap in the mode of mental handicap. 
Thirdly, autism is not 'curable' by any treatments currently available and leads to a predictable pattern of social, cognitive 
and emotional dysfunction. Fourthly, autism appears within a period spanning from birth to three years of age. Research 
does not throw light on the exact point at which autism appears. It is most probable that parents may experience or notice 
some of the ~ymptoms of autism during the first twelve months of the child's life. 
The Third Edition of Diagnostic and Statistical Manual of Mental Disorders (Revised Version) (D.S.M.·III·R: The 
American Psychiatric Association, 1987) in its most recent fonn define autism according to deficits in three domains. 
These are the following: 
A. Reciprocal social interaction. 
B. Verbal and non·verbal communication, imaginative activity. 
C. Repertoire of activities and interests. 
This is the first major study in Ireland concerning autism, previous studies having examined very specific factors 
associated with the syndrome (e.g. 0' Moore, 1978; McCarthy, Fitzgerald, et al., 1984). 

Differential diagnosis 
The literature on autism and related disorders or disorders sharing some of the symptoms or features of autism has 
succeeded to a large measure in differentiating between autism and these conditions. The fonowing are the disorders which 
are most frequently discussed in relation to autism: 
• I Asperger's syndrome (e.g. Ehlers and Gillberg, 1993); 
• 11 Childhood schizophrenia (e.g. Frith and Frith, 1991); 
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• IJI Mental retardation (e.g. Jacobson and Ackerman, ]990); 
• IV Reu's syndrome (O]sson and Ren, 1987); 
• V Language disorders (e.g. Bishop. ]989); 
• VI Neuroses (Rutter, 1978); 
• VII Disintegrative disorder (e.g. Kurita et al., 1992); 
• VIII Other disorders and handicaps (e.g. Mayes et al.. 1993). 

Origin of autism 
The question of the origin of autism has been answered in a number of manners. }(anner's early account of autism was 
not only the first to isolate the autistic condition as a separate clinical entity. It was also the first to implicate the family 
and more specifically the mother in the origin of the condition. Kanner's influence on subsequent views on the aetiology 
of autism should not be underestimated. Indeed. for several decades, the psychoanalytic model as originating in Kanner's 
work was the most widely accepted, indeed the only systematic account of the condition. Kanner is arguably the most 
significant figure in the history of thought on autism. Already mentioned in the first chapter for his deSCription of 'infantile 
autism' and his belief that the disorder was emotiona1 in nature, Kanner's approach to autism is most generally seen as 
residing firmly in the psychoanalytic tradition. Decades after Kanner's account of autism. interest in the early 
psychoanalytic views of autism continue to be of interest to authors, as is evident from the reviews of the psychoanalytic 
accounts which still appear in the literature (e.g., Haag, 1984). 

Biological approaches to aetiology have become dominant in the literature in the last number of decades. The 
predominance of the biological hypothesis has led Gillberg ( 1990) to define autism as "a behavioural syndrome of multiple 
neurological injuries associated with a wide variety of medical conditions" (p.61) The picture created by research into the 
biology of autism has not presented a very clearly defined picture of what biological factors most strongly predispose to 
the development of autism. As Schopler (1987) points out, research has pointed to anumberof different kinds of biological 
mechanisms as being involved in the aetiology of autism: (I) Genetic factors; (2) Infectious diseases; (3) Levels of uric 
acid; (4) Structural abnormalities; (5) Brain tumour; (6) Metabolic disease; (7) Viral insult; and (8) Poisoning. The 
literature, particularly in the last number of years has thrown up a great number of factors which may be involved at some 
point in the aetiology of autism. Recent neurobiological studies have shown particular kinds of abnonnalities among 
persons with autism: A widening of the fourth ventricle (Herald et al., 1988); A diminished brainstem (Gaffuey el al., 
1988); Hypoplasis of cerebellar vermallobules 6 and 7 (Courchesne el al., 1988); Loss in Purkinje cells in the cerebellum 
(Ritvoet al., 1986); Small P3 wave (Courchesne et al .• 1985); Raised HV A levels (GiHbergand Svennerholm,1987); High 
adrenaline and noradrenaline in plasma (Launay er al., 1987); Raised endorphin fraction IT (GiIlberg, 1989 a); and low 
beta·endorphins (Gillberg, 1989 b). These findings certainly suggest the importance of biological factors in the aetiology 
of autism, though they do not point to a single source of the condition. 

Associated features of autism: Social, cognitive, behavioural and communication 
Outside of the diagnostic criteria for autism. the literature has confmned anumberofidiosyncrasies of persons with autism 
in each of the following overlapping domains: 

I. Interpersonal and social activity: A number of idiosyncrasies have been found to characterise or at least to be more likely 
to appear in the interpersonal and social activity of persons with autism. As Volkmar (1987), among others. points out, 
social disabilities of persons with autism are among the most obvious and damaging aspects of this disorder. In general 
parlance, social behaviour comprises all ofthese activities that are concerned with the individua1's interaction with others. 
Normal development generally involves the development over time of social skills which allow for reciprocal 
relationships between the subject and those in the environment. The person with autism operates within a very narrow field 
of social interaction. His behaviours are often judged to be socially inappropriate, so he tends to receive "special" attention 
from his peers and family. A form of limited interactional base results from the interaction of these two factors, the pre· 
existing autistic deficit and the social response 10 the subject' s outputs due to this deficit. Boucher and Lewis (1992) 
obtained findings which suggest that persons with autism have a specific difficulty in face recognition. As the authors 
indicate, this difficult (whether it is primary or secondary in nature) contributes substantially to the social impainnents 
among persons with autism. Capps et 01. (1992) found that in terms of describing their emotions, autistic children exhibit 
difficulty in talking about emotions which are derived from involvement in society. emotions such as embarrassment and 
pride. Kasari et al. (1993) found that autistic children smiled upon finishing tasks with the same frequency as did mentally 
handicapped and normal controls, they showed a lesser tendency to share their pleasure with parents and others around 
them. 
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II . Cognitive anomalies: A large number of authors over the last number of decades have asserted a belief that some fonn 
of cognitive deficits are apparent among persons with autism - that some deficit of a discrete or generalised nature is the 
basis for the autistic condition. Bartak et al. (1977) suggested that a cognitive deficit exists in autism. Baron-Cohen and 
his colleagues suggest that a cognitive deficit exists which prevents the development of a theory of mind in persons with 
autism. It is this deficit which is primary to this group. Rumsey et al. (1985) found thatahnost 75 percent of persons with 
autism they examined were concrete in their thinking. Many individuals showed. perseverative and obsessiona1 thinking. 
They however found that none of the individuals were incoherent, and though their speech was generally limited it was 
in all cases comprehensible. Ozonoff et a/ (1991) found differences between autistic and nonnal control subjects in the 
theory of mind. LangdelI (1978) suggests that the cognitive deficit underlying autism is one that specifically effects the 
processing of verbal and non-verbal information crucia1 to the conduct of interpersonal communication of any meaningful 
kind. Riguet et al. (1981) found diminished imitative capacity and symbolic functioning among children with autism 
(mean age = 10 years). Tager-FJusberg (1981) interpreted her results as indicating that a semantic cognitive deficit exists 
in persons with autism involving problems in the utilising of "conceprual knowledge about relational aspects of the 
environment". Among the more recent and interesting findings are the following: Ohta (1987) found that children with 
autism have an inability to acquire concepts of size comparison and spatial relationship. Lincoln et al. (1988) found that 
mean Verbal I.Q. of the persons with autism they examined was two standard deviations below the mean while 
Performance I.Q. was only I standard deviation below the means. The authors found that the difference between verbal 
and perfonnance scores was very highly significant. 

Ill. Behavioural idiosyncrasies: The level of behaviour - concerning the overt activities, movements and actions of the 
autistic patient - has commanded some research in recent years. Adrien et al. (1987), for instance, found that nineparticular 
behaviours distinguished autistic from non-autistic controls. These were finger flicking, body rocking, repetitive jumping, 
surface rubbing, social smile and laugh, eye contact, absent response to stimuli, using objects ritualistically and ignoring 
objects. In the area of differential attention to stimuli, Thaut (1987) found. among a number of less significant 
idiosyncrasies of such patterns of attention, that persons with autism spent significantly more time with a musical stimulus 
compared to normal controls. 

IV. Communication difficulries: Rumsey et al (1985) paim to the wide range and number of language problems among 
autistic patients. Thi s certainly does not point to very distinctive language deficits among persons with autism, and thus 
suggests that autism is not essentially a disorder of language. Language deficits are secondary. "Language status ranged 
fonn normal to concrete mutism. Impainnents included very limited, dysphoric speech as well as highly deviant speech." 
(p. 469). Howlin (1987) comments on the limited range of babbling sounds of autistic infants as compared with those of 
nonnal infants and the parallel poverty in speech cadences which normally develop at agreaterrate. Simmons and Baltaxe 
(1975) found that the most frequent "word use errors" found in persons with autism are those involving violations of 
semantic constraints. Tager-FJushberg and Anderson (1991), investigating autistic childrens' communicative abilities, 
found that children with autism tend to be non-contingent rather than contingent in their use of utterances, when compared 
to a group of Downs syndrome a subjects matched for age and language level. 

Epidemiology of autism 
A number of major epidemiological srudies have been carried out across the continents: In Europe (Latter, 1966; Brask 
1972; Wing and Gould, 1979; Wing et al. 1976; Bohman et al., 1983; McCarthy, Fitzgerald et aI., 1984; Gillberg 1984, 
1989; Steinhausen et aI., 1986; Steffenberg and Gillberg, 1986; and CialdeUa and Mamel1e. 1989) ; In Asia (Hoshino et 
aL., 1982; Ishii and Takahashi, 1983; Sugiyamaand Abe, ] 989; and Wignyosumartoet aI., J 992); In Africa, Lotter(1980); 
and in North America (Treffert, 1970; Burd et aI., 1988; and Bryson, 1988). 1bese have revealed quite a lot concerning 
the epidemiology of the condition. The findings can best be summarised under a number of headings: 

Prevalence: The most general and perhaps most important epidemiological question is that of the absolute prevalence of 
a condition, the estimated number of individuals per 10,000 births as it is commonly defined operationally. A number of 
studies have provided estimates concerning the prevalence of autism in the general population. Broadly speaking, there 
has been very wide range of estimates of the prevalence of autism the limits of this range being the. 7 per 10.000 estimate 
ofTreffert (1970) and the 13 per 10,000 estimate ofTanoueet al. (1988). Wing et al. (1976) found an estimated prevalence 
of 4.5 per 10, 000. lshii, and Takahashi (1983), in a Japanese study, found a prevalence rate of 1.6. Steinhausen etal. 
(1986), in Germany, in a community survey of autism, found a prevalence rate of 1.9 in 10, 000 children under 15 years 
of age. 
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Sex Ratios: From the outset of theorising on autism, the notion that sex differences existed in both the prevalence of autism 
and in the symptom profiles of individuals was considered. Indeed, among the 11 case histories described by Kanner in 
his seminal work on autism, there was a clear sex difference in the subjects involved [8 of the 11 were male].The research 
findings to date have supported the idea that such a gap in prevalence across the sexes exists. All studies have shown that 
there is an elevated rate of autism among boys. Bryson er al (1988) found a sex ratio of 2.5: I in the incidence of autism 
between male and female subjects. Most studies have shown a ratio of between 1.4: I and 3.4: I (e.g. Steinhausen et al., 
1986; Gillberg, J 984). A number of studies have shown even higher ratios (e.g. those ofHoshino et al., 1982; Wing. 1981) 
where the ratios were 9: 1 and greater. A number of authors have found that this ratio increases with increasing LQ, (Latter, 
1966; Wing, 1981). the higher LQ. groups showing an even higher predominance of male over female cases. Most findings 
at present appear to be converging on an estimate of a 3: 1 ratio of male to female cases. Figure 14b provides an account 
of the most widely cited findings concerning the ratio of male to female persons with autism. In Japan, Hoshino er al. 
(1980) found that males with autism outnumbered females with autism by a factor of 9. Two of the most recent 
epidemiological studies have been carried out in France (Farnbonne and Mazaubrun. 1992; Cialdel1a and Mamelle. 1989). 
These studies agree on one important point. The male-female ratio in the prevalence of autism was found to be 
approximately 2: 1 in the two studies. This contrasts very strongly with earlier findings which suggested a much higher 
ratio. 

Socio-Economic Status: Early conceptions of the nature of autism contained wide references to the connection of autism 
to upper class well educated groups. Schoplerel al. (1979) in a study carried out in North Carolina in the U.S., found that 
this notion of increased incidence among upper middle class groups was unfounded. In this study. the researcher found 
that only 18% of persons with autism were from this category, 59% being classified as from the lower socio-economic 
level, and 23% from the middle class category . Steinhausen et al. (1986) found a slight predominance of middle class 
children diagnosed as autistic. Fambonne and Mazaubrun (1992) found that socio-economic distribution in the four French 
regions they examined did not significantly deviate from the census data available for these regions. Tanoue and Oda 
(1989) make the following observation: "Historical studies on infantile autism revealed that the disease developed more 
prevalently in the socio-economic status (SES) where the incidence of breast feeding was less frequent." (p_ 425). 

Race: Epidemiological studies examining the distribution of cases of autism across racial groups have suggested that no 
pattern of increased susceptibility exists. In the North Carolina study (Schopler et al., 1979). researchers found that black 
and white groups were equally represented among cases (the proportion of cases from both groups reflected the overall 
proportions of the groups in the population from which the subjects were drawn). 

Birth Order: In relation to birth order. Kagan (1981) found that 94% of persons with autism examined had been the product 
of a first pregnancy. Krisnamurty and Joshi (1987) found that 85 percent of cases of early infantile autism they sampled 
were either first or second born children. Jones and Szatmari (1 988): "Suggests the following the birth of a seriously 
affected child, parents may decide not to have any more children or to have one more child and then stop." (p. 31). Reinhard 
(1984) makes the following observation concerning his findings: "The youngest and oldest children in a family revealed 
a higher incidence of autism and hyperkinetic behaviour than did middle children." (p_ 16). 

Other Findings: Hoshino et al. also found that while younger and older children were well represented with reported cases, 
there was a markedly diminished number of children in the middle age category. Parents of autistic Ss had significantly 
higher levels of education than parents of the control group, and 60% of the Ss' mothers had incidences of prenatal and 
perinatal complications" (p. Ill). A number of studies have examined the differences between the symptom profiles of 
male and female persons with autism. Lord et a1. (1982), for instance, found that males exhibited more advanced 
performances on eye hand integration and perceptual skills while also showing a higher frequency of unusual visual 
responses and stereotyped play patterns than females. 

Geography: In the past it had been suggested that Ireland showed higher rates of neurosis and psychoses and related 
conditions than average across Europe. This belief, however, has not been supported by research studies carried out over 
the last number of decades. Previous Irish epidemiological studies in child psychiatry have shown rates of behaviour 
problems, psychiatric and determinants of psychiatric disorder to be similar to Western European rates (e.g., Barton and 
Fitzgerald, 1986; Lynch, Fitzgerald er al., 1987; Fitzgerald and Kinsella, 1987; Fitzgerald and Jeffers, 1990; Fitzgerald 
and Pritchard, 1988; Murphy and Fitzgerald. 1989; Lender, Fitzgerald et al.,1989; McCarthy. Fitzgerald er al.. 1984; 

· 4· 



Autism: A Brief R~pcl1 

Stone, Fitzgerald et al., 1990; Kapoor, 0' Rourke and Fitzgerald, 1985; Fitzgerald and 0' Hanlon, 1991; Leader and 
Fitzgera1d, 1991; Day-Cody and Fitzgerald, 1989; McNesny, Fitzgerald et al., 1988; O'Leary, Fitzgerald et al., 1989; 
Lucey and Fitzgetald, 1989; Mulha11, Fitzgerald et al. , 1988; Fitzgerald, 0' Rourke et aI, 1987; Davitt, Fitzgerald et al., 
1991; O' Regan, Fitzgerald and Kinsella, 1991; Gannon, Fitzgerald et al., 1992; Veluri and Fitzgerald, 1993; 0' Rourke 
and Fitzgerald, 1985; McDonneU and Fitzgerald, 1988; Dooley and Fitzgerald, 1984; Fitzgerald. Ba1bin et al., 1986; 
Fitzgerald, Butler er al., 1990; Murphy, Fitzgera1d et al., 1988; Murphy et al., 1988). 

The family and autism 
The literature to date suggests that a number of different kinds of factors impact upon levels of distress experienced by 
parents of persons with auti sm. These can be divided into a number of categories: 

I: Stigmatisation 
Though, as mentioned earlier, most theorists now believe that parents are in no sense culpable in the onset of autism. 
families of persons with autism still bear the pressures associated with a misunderstanding of the nature of autism - from 
the primitive attitude that autism is indicative of 'demonic possession' to the belief that families are responsible for the 
'development' of autism. As Cutler and Koxloff (1987) point out that ''families with an autistic member have borne a 
degree of misunderstanding, blame, conflicting demands, devaluation and loneliness imposed upon them by society that 
typically exceeds that borne by other families". 

Il: Child characteristics 
Gillberg (1991) points out that a very sma1I, though not negligible, minority of autistic patients can lead relatively 
independent lives in the community, approximately two thirds continue to be dependent on others throughout the total 
developmental span. Beckman (1 983), examining the influence of particular selected child characteristics on family stress, 
found that the following were strongly influentia1: responsiveness, temperament, repetitive behaviour patterns, and the 
presence of unusual caregiving demands. Beckman also found that single mothers experience higher levels of stress than 
married mothers. Holroyd and McArthur (1976), using the Questionnaire on Resources and Stress (QRS: Holroyd. 1974, 
1982). examined the levels of stress experienced by themothers of persons with autism as compared to mothers of children 
with Down's Syndrome and outpatient psychiatric clinic children. The researchers found that mothers of persons with 
autism experience more stress than those of the other handicap groups. In addition, they reported more disappointment 
with their child' s development, the child' s dependency ,lack of services, the child' s behavioura1 problems, and integration 
within the family. among other domains. However, findings in this area are not tota1ly univoca1. It appears that a particular 
Developmental Quotient (D.Q.) Level (approximately 65 and lower) the family experiences much more stress than when 
the DQ is above this level (Wishart et al., 1981). 

Ill: Structure of the family 
Beckman (1983) found that single mothers reported more stress than mothers who lived with their husbands. Gill and 
Hams (1991) point to the buffering effects of socia1 support and hardiness in the alleviation of stress among the families 
of persons with autism. Harris (1988) emphasises how norma1 family stressors may be intensified by the fact of having 
an autistic child in the family. Having such a member leads to a reconstructing of reality on the part of parents, and to a 
change in the pattern of reaction to what would have previously existed as minor sources of stress. 

IV: Epidemiological factors 
The findings to date relating to the influence of age on perception of symptom severity has not been univocal. They have 
indeed at times been contradictory pointing 10 opposing trends. Some findings suggest that parents experience more stress 
when the autistic child is young than they do when the individua1 reaches adulthood, this presumably being due 10 the 
adaptation of parents with time. Bebko et a!. (1987) found on the other hand that parents find older children's symptoms 
less severe than those of younger children. Bristol (1979) also found a higher level of stress was experienced by parents 
of older persons with autism than by mothers of younger children. This was true even though families in the younger and 
older groups did not differ in tenus of socio-economic status, number of children in the family, hours of maternal 
employment, the children' s mean I.Q. scores, or the adequacy of both fonnal and informal supports." (Bristol and 
Schopler, 1983. p. 257) This clearly points to the importance of age as a variable in the determination of stress levels among 
mothers of individuals so handicapped. Bristol (1979) found that the kinds of stresses experienced by families varied with 
the age of the children while other studies have revea1ed that the specific problems experienced by parents vary with the 
age of the children (e.g. DeMyer, 1979) . 

• 
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Method 

------------------------------------
Subjects 
The subjects for the present study can best be described according to three categories: 
a. Persons potentially with autism and staff of centres; 
b. Parents of persons with autism; 
c. Parents of matched controls. 

These three classes of subjects and the criteria for their inclusion in the present study are described briefly below. 

a. Persons potentially with autism: From the 309 initially identified, 272 clients scored o n the DSM-II-R. The male: 
female ratio was consistent with that originally identified, males, 184 (75%) and females, 63 (25%), all of whom were 
25 years or less. 

b. Parents oJ persons with autism: Parents of persons with autism living in the western half of Dublin and Kildare 
were interviewed employing the instruments discussed in the Chapter Ten. 

c. The control group: A control group (N = 30) were also interviewed in the summer of 1992. The children were all 
between 5 and 16 years of age ex = 11.5 (Sd = 3). These were matched based on sex, age and social class. The selection 
of this group was made from school role lxx>ks, when a child's name was encountered if the same age, sex and 
background they were contacted. All parents were contacted by letter from the school. They were the contacted by phone 
by a trained interviewer who conducted the same interview schedule. 

Instruments: 
Two different sets of questionnaires were used in the present study: 
1. Those directed to the assessment of the functioning of persons with autism (directed toward staff of centres at 

which the subjects received treatments of various kinds). 
I D.S.M. -lll-R criteria for autism; 
Il The Vineland Maladaptiveness Scale (parts A and B); 
III The Index of Social Competence (McConkey and Walshe, 1982); 
IV Services Questionnaire ( designed during the course of the present study). 

2. Those directed toward parents and assessing levels of illhealth and burden which may have resulted from having 
anautistic individual within the fanrily. 

I The Family Burden Schedule 
Il The Social Questionnaire. 
III The General HealIh Questionnaire 

Staff Questionnaires 
The Index of Social Competence is an instrument designed to tap a number of aspects of the individual's social 
adaptiveness. Three main discrete factors are examined in the scale ( 1) Community Skills (2) Self-Care Skills (3) 
Communication skills obtained with a sample of 376 adults living in the community. The D.S.M. -lll-R Disorder
Diagnostic Checklist is an instrument used to identify the expression of autistic behaviours in individuals from infancy 
to young adulthood. It defines three areas of impainnent: Section A, "Impainnent in Reciprocal Social Interactions; 
Section B, Impainnent in Communication; and Section C, Restricted Repertoire of Repetitive Behaviours. The Vine/and 
Adaptive Behaviour Scale is a lengthy questionnaire which examines all aspects of adaptive behaviour ( or 
behaviour which is designed to lead the individual to cope with distressing or disturbing circumstances). In this 
study. only one of the scales of this questionnaire is employed, namely the Maladaptiveness Scale (parts A and 
B). The Services Questionnaire is a 24-item inventory designed for the purposes to gain information concerning the 
specific services available to persons with autism, the receipt of Individual Education Plans and the conditions in which 
these are fonnulated, parent and sibling involvement in support groups and staff specific training concerning autism. 
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The Parent Questionnaires 
The 30 -item General Health Questionnaire (G.H.Q.) was used. Each item consists of a question asking whether the 
respondent has recently experienced a particular symptom of item of behaviour on a scale ranging from 'less than usual' 
to " much more than usual". The Parents Questionnaire employed here is a qualitatively based questionnaire 
designed to obtain relevant infonnation concerning parents knowledge of a diagnosis of autism, their degree of 

pleasure or displeasure with the services currently available to their family member with autism and the degree 
to which the fact of having an autistic person in the family effects the fabric of the family unit. The F amiIy Burden 
Schedule is an instrument designed for the gathering of infonnation concerning the degree of burden 
experienced by parents. The Scale is divided into a number of sections corresponding to particular target 
domains of burden. These are the following: A. Financial burden; B. Disruption of routine family activities; C. 
Disruption of family leisure; D. Disruption of family interaction; E. Effects on physical health on others; and 
F. Effect on mental health of others. As with the Parents Questionnaire, the questions asked here are open ended 
in nature. The Social Questionnaire (Corney and Clare, 1985) is a 33 item questionnaire requiring parents to 
place a tick in one of a number of boxes corresponding to particular response categories. It was originally 
developed for use with those who are involved in a caring capacity with others. The questionnaire examines a 
number of domains of social activity: i. Housing; ii. Occupation! Social role; iii. Finances; iv. Social activities 
and relationships; v. Relatives; vi. Marital! Heterosexual role; vii. Children; viii. Domestic relationships; ix. 
Legal matters; and x. Living alone. The authors report high levels of validity and reliability for this instrument. 

Procedure 
The procedure which was employed in this study can be summarised best as involving firstly, the contacting of centres 
to obtain information concerning the identities and numbers of persons who showed autistic tendencies, secondly. the 
conduct of interviews in the 28 centres, and thirdly. interviews with parents to detennine the influence which having a 
person with autism in the family had in their case. 

The initial contact 
All the centres/agencies/schools in the Eastern Health Board who provided some type of services to people with an 
intellectual disability or special needs were contacted. initially by letter. The staff in each centre were asked to identify 
anyone whom they considered to have autistic tendencies. 305 individuals were identified. 206 males (73%) and 77 
females (27%). Appointments were made to visit each centre between 1990 and early 1992. All 309 were further assessed 
by 2 trained interviewers using the DSM-III-R. The questions were answered by a key worker or front line staff member 
who knew the client best. Inter-rater reliability was computed (r = .95) from D.S.M.-I1I-R diagnosis. 

The staff interviews 
The instruments described in the last chapter were administered to the staff members directly concerned with the care 
of autistic subjects. At this stage the same staff member completed a questionnaire as to the type of service provided 
at that particular centre. In order to assess the impact a child identified as having autism makes on the family, parents 
living in West Dublin and Kildare (N=lOO) were interviewed. 

The parent interviews 
The parents of persons with autism living in the West of Dublin and Kildare were identified and 30 control parents of 
children matched for age, sex and social class. All parents, who were contacted either by letter or phone wished to take 
part in the study for some personal reason. In almost all cases it was the mother who was interviewed. Sometimes. both 
parents were present, but it was the mother who completed the G.H.Q. ]n a couple of cases it was the father who 
completed it. as they were the primary caregiver. due to the death of a spouse or separation from a spouse. Forsimpiicity. 
the term 'mothers' will be used when reporting the findings. 
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Findings 

------------------------------------
J. Epidemiology 
• The main epidemiological findings are presented in the Figures la and lb below. 

Epidemiological Findings I 

OVERALL I'REVALENCE OF AUTISM IN E.H.B AREA SEX RA no OF SUBJECTS WITH AUTISM 

Total Popualtion 
(0·25 years) 

Total number 
of persons with 
autism 

Prevalence = 
271 

549,255 (Based on census 
figures for E.H.B. 
Area) 

272 

X 100 

(Attending services 
in the E.H.B 
Are,) 

.0495% 
- or 

549,255 
4.95 per 10.000 pop. 

Both Parents ~ 
59% , 

68 CASES 

RESIDENTIAL STATUS 

"' ... 

One Parent 
15% 

First Born -....••. _.. 11 MARITAL STATUS OF MOTHERS 

Middle •••••.•• -. ..... ~ 0 20 40 60 80 

Last Born ______ .... _. Im I 
" I 

.. " , 

Only ChUd ••••••••• El 

26% 

100 

Twin .. --.------------ Ii Married ~ Separated _ Widowed 

Figure la: Providing a summary of some of the epidemiological findings made in this study. 
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Epidemiological Findings n 

MONTHS OF BIRTH Ot' Pt:RSONS WITH AUTISM 

I 

January - July 1?222:1 
February August I»:»J 
M""h I I September 

April October Ii!.'i02iO$ 

M.y November -
June ~~ December -

BIRTH ORDER OF PERSONS WITH AUTISM 

1% 
6% 

31% 

First Born --------. IJI Only Child ------- ~ 
Middle ------------_ f2J Twin _______________ . 11 
Last Born ___ ______ . e 

SOCIO-ECONOMIC mSTRIBUTION 

8% 
23% 

5% 

GroupOne- ~ 

Group Two ---------~- It) 
Group Three --________ [2] 

Group Four ----~~----- m 
Group Five ------- ~ 

Group Seven - 11 
Group '"Eh! IS! 

NUMBERS OF SIBLINGS 

1 % 

22% 
32% 

Zero --- --- ITI!! Four ------- II1II 
One ------- Ill! Five ------- I:iI 
Two ------ • Six -------- ~ 

Tnree ---- ill Ten --------l1li 

Figure Ib: Provioing a summary of some furthe r epidemiological findings made in this study concerning autism, 
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ll. Symptoms 
• Of the 272 persons with autism identified, half were classified as mixed, a smaller number as mild, moderate and severe, 

while only 2 were reported to be profoundly handicapped. The breakdown according to levels of severity in 
symptomatology is presemed in the figure below. The ability level of these clients ranged from mild (7%), moderate 
( ] 9%), severe and profound (22%) and mixed mental handicaps (52%). In each of the sections below we present the main 
results concerning the issues of diagnosis and symptom profiles of subjects identified as autistic according to the D.S.M.
II/-R criteria as discussed in earlier chapters. See Figure 12b on the following page for a graphic account of the levels 
of reported handicap. 

• From the data obtained using the Index of Social Competence, the following findings were made: 
• "Instructions": Most of the persons with autism could only follow very simple instruction~(73%) and only 11 % could 

speak well, with the remainder having a difficulty with speech or no speech/gesture at all (16%). 
• "Understanding 0/ Money and Time ": 81 % had no understanding of money and only one individual (of the ]00 

sampled) could use money responsibly. Also, 80% had no understanding of time or could only anticipate some event 
of the day. Abilities in the domains of reading and writing ability were also very poor. 

• "Personal Dependence/Independence": 92% are completely mobile. 56% need some or a lot of help with eating, 73% 
need assistance in looking after their personal needs. So most are reliant on others for help with everyday activities 
only 10% can adequately feed themselves. 

• "Vision ": Most of those with autistic tendencies had normal vision (93%) and normal hearing (91 %) and no epileptic 
fits (81 %). The control group had no problems in any of the aforementioned domains. 

• "Communication Skills": With regard to communication skills. most of those with autistic tendencies could only 
follow simple instructions which can be carried out 'there and then'. e.g. 'switch on the light', (73%). This compared 
to only 3% in the control group. In terms of communication with others, only 11 % could speak well compared to 97% 
in the control group. Over a third (36%) had no speech whatsoever, relying solely on gesture to communicate. 

• "Eating ": Just over a half (54%) could feed themselves and manage all table activities - the remainder needed help 
of some sort. only 27% could look after all their personal needs independently. A third (37%) always needed some 
reminding or checking. The control group were completely independent of both of these areas. 

• "Mobility" : Mobility was not a major problem for most of the persons with autism, 92% being able to walk. run and 
climb stairs with no difficulty. As would be expected. all the control group was mobile. 

• "Use o/hands": Scoring of use of hands indicated that 28% had a Jot of difficulty in this area. Similarly 41 % were 
unable to do any household jobs. The control group had no problems in any of these areas. 

• ., Preparation o/Meals": Most were dependent on others to prepare meals forthem, only 5% could prepare an adequate 
variety of meals with supervision compared to 40% in the control group. 

• "Community Skills": The community skills section looking at reading and writing ability and understanding of time 
and money. Only 8% could read and follow detailed instructions compared to 80% in the control group had some 
writing competency. Only 7% could read the time and use a clock or watch and only 1 % were able to use money 
responsibly, 81 % had no understanding of money. 

• The most frequently appearing features as tapped by the three relevant questionnaires are included in Table 1 on the 
following page. 

• 
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Table 1: Showing the percentages of persons with autism for whom selected items of the D.S.M.·Il/· R Criteria, The Vinelond 
Maladaptiveness Scale and of the Index Q/Social Competence. 

tl 
>: 
'" .... 
'" ~ 
" ...:;j . 

e 
C 

'" .. 
C 

'" '" ~ 
~ 

Se1f chosen activities are solitary 

Indifferent to others 

No peer friendships 

Invades others' personal space 

Lifestyle very empty and routine 

Stubborn 

Overly Dependent 

Habils And Mannerisms 

Can Only Follow Very Simple Instructions 

. Can Speak Well 

.. . Understand Money 

.... Understanding a/Time 

.' Completely Mobile 
. 
. Need Some or a Lot of Help 

., Need Assislance in Looking After PersoMi Needs 

" Can Adequately Feed Self 

• 

,~. 

87% 

75% 

80% 

76% 

68% 

75% 

75% 

12% 

84% 

83% 

94% 

58% 

75% 

12% 
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III. Se",ice Utilisation 
• Staff reported that most parents did help to carry out goals at home. Most clients (86%) did receive some one to one 

attention; However this ranged from I 0 minutes to 5.5 hours of full time one to one attention; When asked if they thought 
the placement was meeting the client's needs. only 15% of staff felt that the placement was not satisfactory, the 
remaining comments ranged from satisfactory to very good; In terms of their level of satisfaction with services, most 
subjects reported a general satisfaction with the services provided. However, very few rated the services in the most 
highly favourable categories (Only 22 percent of parents rating services as good or very good; 45 percent rating services 
as satisfactory or very satisfactory and 10 percent rating the services provided as satisfactory or very satisfactory and 
ten percent rating the services provided as unsatisfactory). Figure 15 below shows these results in greater detail. 

• Mostmembers of staff of the services had undergone some specific training in autism. Howevertheextent of this training 
varied from person to person. Of the 221 staff members who provided information on this issue of training, over half 
this number (116) had received training through an in service seminar,; 2 reported having some training (unspecified), 
50 had received postgraduate university training; 17 had received training in the autistic service in which they were 
employed; 1 had received undergraduate training; 35 reported having received no training whatsoever concerning 
autism. 

• Most persons with autism had received an Individual Education Plan (84%); Parental involvement in the formulation 
of these l.E.P.s was low with 57% of parents reporting no involvement in the development of these plans; The nature 
of parental involvement for the remainder was somewhat superficial, 87% simply attending meetings with only 12% 
helping to decide actual needs; Little over a quarter ofthe parent's (27%) meet the staff twice yearly hence having little 
input to their child's education ; For most of the clients (39%) their Individual Education Plan was reviewed twice yearly; 
The remainder were all reviewed more than twice yearly; Only 4% of those considered to have autistic tendencies 
received their educational programme alone; The number of others present during the I.E. P. ranged from one to 24 
people. Although 2 people were in a classroom group of approximately 40 others during their educational programme; 
The ability level of the other people who the person with autistic tendencies was in class with was very varied; Most 
of the autistic patients were found to be in groups of between four and nine when Individual Education Plans were being 
formulated. Of those from whom information was received (N=225). sixty seven percent fell into this group. Only four 
percent had such a plan formulated in isolation, while tv.'enty one percent were in groups of ten or more at this time; Of 
those who provided a response concerning how often Individual Education Plans were reviewed (N = 217), only sixty 
eight percent were reviewed more than one yearly. 

• Numbers of persons with autism attending the individual centres ranged from 1 (Centres 2, 9, 12, and 15) to 41 (centre 
23) 

• A significantly positive correlation was found between residential status and age, i.e., with increasing age subjects were 
found to be more likely to be in residential care as opposed to living at home (r = .41; P < .05). 

• Only 45% of staff use the teoo or label 'autism' when discussing the client's needs with parents (No =46%; Don't Know 
=9%). 

• 47% of staff reponed that they were not aware of the child' s specific needs. 
• Table 2 below shows the percentages of persons with autism availing themselves of particular services daily, weekly, 

fortnightly. twice a year, yearly, only when required and that for which the service is not applicable. 



Autism: A 8n'ej R~pon 

Table 2: Showing the number of persons with autism attending each centre. 

NUMBERS OF AUTISTIC PERSONS IN CENTRES 

Centre No. No. Centre No. No. 

Centre 1 8 Centre 15 6 

Centre 2 1 Centre 16 8 

2 
Centre 3 Centre 17 30 

Centre 4 3 Centre 18 10 

Centte 5 3 Centre 19 5 

Centre 6 7 Centre 20 12 

Centre 7 5 Centre 21 37 

Centre 8 6 Centre 22 18 

Centre 9 1 Centre 23 41 

Centre 10 1 1 Centre 24 34 

Centre 11 15 

Centre 12 2 

Centre 13 2 

Centre 14 1 
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Table 3: Showing the regularity with which persons with autism employ a number of central services. 

REGULARITY WITH WHICH SERVICF_, UTILISED 

R I egu anty D I my eey h Iy 0 nee a ortmg t T· WJcea Onl y 01 
y~ar year when applicable 

Service required 

Paediatric 0% 0% 1% 14% 1% 65% 19% 

Physiotherapy 3% 1% 0% 0% 0% 61% 35% 

Psychiatry 1% 3% 1% 0% 1% 74% 20% 

Psychologist 0% 3% 0% 0% 5% 84% 7% 

Social Worker 7% 1% 1% 0% 4% 69% 18% 

Speech Therapy 15% 4% 0% 0% 40% 36% 5% 

Other 4% 0% 0% 0% 0% 16% 80% 

IV. Family Response 
• Mothers of persons with autism were found to experience significantly higher levels of burden in the domains of family 

finance, family leisure 
• The levels of burden experienced by families varied but a very high percentage of parents reported 
• Parents reported different levels of satisfaction with the services that are available. 
• Interestingly, significant differences were found between an three groups of mothers (the good and poor health groups 

of mothers of persons with autism and the parents of matched controls) on the measures of burden and maladaptive 
behaviour. 

• Table 3 on the following page shows some of the correlations between individual items of the three symptomatic 
measures used here and overall scores on the G.H.Q. Though these correlations are not of a very high magnitude, they 
do indicate the features which appear to have the greatest influence on maternal health (and thus may be inferred to be 
those that lead to the greatest levels of stress). 

• Table 4 shows some of the findings concerning the effects of having a family member with autism on individual family 
members and on the family as a whole. 

• Overall there was a significant difference found between the two groups on the Family Burden Schedule, in that the poor 
health group were experiencing a lot more burden. (1 = -2.73; df = 65; p <.01). So the burden experienced by mothers 
is a major factor in the mothers health status. 

• Looking at characteristics of the autistic person and seeing if they in any way differentiated between the 'poor' " good' 
health mothers. no significant difference was found on the bukx of Social Competence. 

• However, looking at each item on the scale individually, the sons or daughters of mothers in the poor health group were 
more dependent on their mothers at eating, in that they needed to be fed (Chi Sq. = 7.91; df = 3; p <.05) 

• Also, on the Vineland Maladaptiveness Scale no significant differences were found between the two health groups. 
• No significant relationship was found to exist between age of persons with autism and scores obtained on the G.H.Q., 

the Social Questionnaire and the Vineland Maladaptiveness Scale. 
Parents, when asked for the most difficult aspect of having an person with autism in the family, provided a wide range 
of responses. These included the following: 
a. The fact of being constantly 'tied down' . 
b. The feeling of being socially ostracised. 
c. The concem for the future of the person with autism . 

• 
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d. Financial problems. 
e. The problem of adjusting to the child's handicap. 
f. The unknown nature of autism. 
g. Impact on siblings. 
h. Impact on marriage. 

• Poor health mothers had much less social contact than those who reported themselves to be in good health (t = ·2.49; 
df = 66; p < .05). 

• Also. the poor health group did not have as much contact with their family and relatives compared to those reported to 
be in good health (1 = -2.13; df = 66; p < .05). 

• A significant difference was found on the total score of the social questionnaire (t = ·2.33; df = 66; p < .05), where again 
the poor health mothers group were significantly worse off, especially in relation to the previously mentioned areas, 
contact with others either socially or their relatives and their satisfaction with their housing conditions and adequacy. 

• There were very marked differences between responses of parents of autistic and control persons on individual items 
of the G.H.Q. While 29% of mothers of persons with autism reported having problems with restless and disturbed nights, 
only 13% of control mothers reported this as a problem. Similarly 43% of mothers of persons with autism reported the 
feeling of being under constant strain, while only 20% of control mothers reported this. On each of the following items 
a similar pattern of increased reporting of negative health indicators: 

Autistic Control 
- "Been finding life a struggle all the time" 25% Vs. 7% 

"Been losing confidence in yourself" 19% Vs. 7% 
"Been able to face up to your problems" 19% Vs. 7% 
"Felt capable of making decisions about things" 16% Vs. 0% 

- "Felt life isn't worth living" 7% Vs. 3% 
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ESTIMATED IMPACT ON SIBLINGS FAMILY INVOLVEMENTINSERVICES 

33% 2.% 

SUGHTIMPACT* 

SE VERE IMPACT 

MODERATEIMPACT 

NO IMPACT 

o 20 40 60 80 100 

Family Access To Counselling? 

f/?/Z/7//?Z7~ 

A re Parents In Suppon Group? 

V0Z0Z'Z0?Z7~ 

A re Siblings In A Suppon Group? 
":""''77"7 

Is The Term Autism Used With Parents? 

A re Parents Aware O/Clients Specific Needs? 

V@?22??222//~ 

Have The Long Term Implications Been 
Discussed With Parents 

Received Information On Autism Form Agency? 

I ;~//B 

··IMPACTESTIMATEDBYPARENT IIIIIIII .. YES E2ZI - NO _ .. DONT KNOW 

SIGNIFICANT CORRELATIONS WITH SCORES ON GENERAL HEALTH QUESTIONNAIRE 

Vineland Items r· i DSM~lll~RCriteria " ri Index of Social j r 
.. ·'f"" ""-·~~·<'""·'-··----~~-'~-'·~~~'···"~ J ~~mf)!:'~:"~C:~_,,~Yi __ ~ ... ~ 

, ' ! ! 
1. Stubborn 

2. Poor Concentration 

3. Habits 

4. Cries or Laughs too 
Easily 

S. Destroys Things 

6. TemperTanlnIms 

36 

33 

30 

.29 
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.25 
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3. Smear 
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.23 
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I 
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36 

33 
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, ''''. 

Figure 2: Showing some of results relating to the effects of having a person with autism in the family on family members as well 
as some of the findings relating to family involvement in services. 

On the next page, a summary of the main findings of the study are presented. 
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Sa Ratio 

Social Class 

D.S.MAIl- R 

Vineland Scons: 

Sa Differences in 
SymplomaJology: 

Summary: Findings 

EPIDEMIOLOGY 

Overall prevalence rate of 4.95 persons 
per 10.000 population 

3: I ( Male: Female) Sex ratio according to 
age decreased slightly with age 

No observed relationship between social 
class of parents and.incidenceof autism. 

Month ofBirlh 

Season 0/ Rink 

Ages 0/ Subjects 

Age Diagnosis 
Received 

SYMPTOMS 

All/ism: A Brief ReporT 

No signaificant pattelil 

No significant panern 

Even Distribution· 

Variable 

Indifference to otheTs: 75%; No peer friendships: 80%; Lifestyle empty and routine: 84% 

Preoccupations: 97%; Behavioural Tics 80%; Poor Concenttation: 84% 

'Abnorm.ality in pitCh'.(fe:ri:lales·), 'No personalmcXiest)-;(males), 'Indifferent to ot1lcrs' 
(males),Passive roldn play' (males) 

.. - more prominent among females than males 

SERVICES 

Psychiatrist, Social Worter, Psychologist, Speech Therapist, Paedetrician 

SIll//Training re. Autism: No Training: 35; Some Training: 2; Underg:rad Training; I: PostgraduareUniv,: 
·.50;·10 Service Seminar: 116; In Autistic:S&Vice~ 17. . ... 

Parental Satisfaction wiJh Services: 

Skilk: 

Scores on Questionnaires; 

Impact on Siblings 

MarikJI SftlWS oJ MothlT"S 

weh of Burden 

, 

Unsatisfactory: 27; Very Satisfactory;..15;Satisfactory; 107: GoOO: 4(1; 
Very Good: 15 

Cognitive: 35%; Language; 35%: Self Help Social Skills 6%; Interactional 
Relationship Skills: 18% 

FAMILIES 

Very significant differences betweenscOJeSof m()lbers of persons with autism 
and matched COQlrols on the SocialQu~$Ii()nMjrtJ and the FamilyBurden> 
Schedule: . . ... 

Severe; 26%; Moderete: 31 %; Slight; 19%; No Jmpact: 17%. 

Manied: 83%; Wido'Ned: 7%; Separated~ 10% 

MOSl.severe burdens experienced due to missing day activity (80%) and 
abandonnning routine activities (74%) 

79% of mothers reported expenditure due to SOD or daughter as a source of 
moderate or sever burden 
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Discussion 

-------------------- ------------------
Theoverall results provide no surprises to the researchers. They co nfinn much of what has been obtained in research across 
Europe and North America. The results provide strong evidence for the utility of a diagnostic category of autism. 

Symptomatology 
The findings relating to symptomatology reflect the conceptions of autism which has developed in the literature over the 
last number of decades, i.e. that autism effects many areas of activity and particularly those that pertain to social interaction, 
cognitive tasks and communication. The findings interestingly indicate that certain features referred to as symptomatic 
of autism appear only in a moderate percentage of cases. This underlines the variability within the class referred to as 
persons with autism 

Epidemiology 
The epidemiological findings summarised above provide support for recent findings, particularly those conducted in 
France by Cialdella and Mamelle (1989) and by Fambonne and Mazaubrun (1992). More specifically, in the Irish context, 
it confirms earlier findings made by McCarthy et al. (1984). 

European findings - The place of the present findings 

Lotter (1966) 
England 7.8 

Bohman et a1. 
(1983) 

Sweden 5.6 

McCarthy, 
Fitzgerald et al. ; 

(1984) 
Ireland 4.3 

Steffenburg & 
Gillberg (1986) 

Sweden 6.6 

Cialdella and 
" Mamelle (1989) 

France 5 

Figure 2: Showing how the present findings concerning the overall prevalence of autism in the general population in Ireland relates 
to earlier find ings in Europe over the last three decades. 

Services 
That a number of persons believed by staff to be autistic were found during the course of this study not to reach the criteria 
for autism as defined by the D.S.M.-IIl-R criteria may be taken to be indicative of the difficulty in differentiating between 
autism and a number of other disorders of development, communication and social interaction. It may also point in some 
cases to a lack of knowledge of autism on the part of the individual who so misdiagnoses a condition. It may point to a 
kind of stereotyping of autism or a view of the condition as one which is characterised only by one particular kind of deficit. 

• 
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Family Factors 
Parents, it appears, still hold a sense of guilt for their child' s condition, much of which could be due to a lack ofknowJedge 
of the nature and origin of autism, Further research is required if we are to come to understand how the welfare of 
persons with autism and their families can be best improved, On the one hand, it is necessary to conduct research 
on the biological and psychological factors causing autism, of which we are presently incompletely aware. The 
findings here have hinted at the degree of trauma experienced by parents as a result of having a member with 
autism, Professiona1s concerned with the care of persons with autism need to be sensitive not only to the needs 
of the individual with autism but to the needs of parents, 
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Recommendations 

------------------------------------
1. The need for all who have a responsibility for the development and provision of services to recognise 

autism as a specific syndrome distinct from emotional disturbance or global mental handicap. so that 
appropriate services can be provided. 

2. The need for a central agency for the diagnosis and assessment of autism. The diagnosis should be based 
upon the criteria accepted throughout the greater part of the world as the most reliable and accurate. 

3. The need for a comprehensive plan for the development and provision of services for children and adults 
with autism. This would involve the departments of health. education and social welfare. 

4. The need for a set of standardised guidelines for the development of educational services specifically 
designed for children and adults with autism. 

5. The need for a personalised education development package designed to fit the neeAs of the individual. 
Parents should have a meaningful involvement in the fonnulation of such packages. In all cases staff 
should be aware of the specific needs of the individual and the family. The education and development 
package should offer a continuity from childhood to adulthood. 

6. The need for greater awareness of the autistic syndrome. The survey highlights a serious deficit in 
awareness of autism and its long term consequences by parents and staff. Infonnation should be made 
easily available to all who are involved in the provision of and use of services for children and adults with 
autism. 

7. The need for improVed staff training and education. There are particular difficulties inherent in autism 
which require understanding and specialised educational techniques. Staff need to be aware of such 
difficulties and have the skills to develop children with autism. The use of the least restrictive 
environment possible should be a primary consideration. 

8. The need to examine and evaluate all recommended educational programmes which may be of benefit 
in developing skills in children with autism. All options should be pursued. The range of options should 
not be limited by dogmatic principles. All existing programmes should be monitored and where progress 
is disappointing they should be replaced by other programmes. 

9. The need for more specialised services both day and residential for the growing population of adults with 
autism. The incidence rate of 5 in 10,000 live births indicates that approximately 14 children with autism 
are born each year in the area covered by the Eastern Health Board. 

10. The need for further research into the early detection of autism. It would appear important that parents 
have the diagnosis of autism as soon as possible as this would help them considerably to understand the 
child's behaviour and should have the effect of ultimately reducing stress on them. 

11. The need for ongoing research into the possible causes of autism. The effects of autism on family life 
and the effectiveness of other therapies and programmes. 

" 
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There is an urgent need to create a greater awareness and understanding of this complex syndrome, so that the 
confusion and shortfalls in the services for children and adults with autism can be addressed and improved in 
the shortest time possible. 
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