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Introduction


This book is written at a watershed in our conceptualization of autism spectrum disorders (ASD). Diagnosis, until 2013, has largely depended on meeting the criteria set out in the Diagnostic and Statistical Manual (DSM) Version 4 of the American Psychiatric Association (APA) and the International Classification of Diseases (ICD) Version 10 of the World Health Organization (WHO). Both manuals are being extensively reorganized, in joint collaboration, and the DSM Version 5 was published in May 2013. The ICD-11 will follow shortly. The criteria for diagnosis have been revised and Asperger’s syndrome has been subsumed under the ASD umbrella and three levels of severity have been introduced. Changes in diagnostic criteria will lead to changes in assessments. The significance of the changes is discussed in Chapter 3 and the three levels of severity are used to describe interventions in Chapters 5, 6, 7 and 8.


While there is now one diagnostic umbrella term, namely ASD, there is growing acknowledgement that ASD is not one single condition with one single cause. It is a number of different conditions all showing similar behavioural features. There is a great deal of agreement about these core behavioural impairments and there is general agreement about its neurological basis. At the same time, genetic research is having its own paradigm shift which will impact on ASD research. There is now evidence of a complex interaction between genetic and environmental factors in triggering ASD. The evidence for environmental triggers, brain abnormalities, neurological dysfunction and genetic factors is presented in Chapter 9. We now have some robust psychological theories about underlying cognitive deficits in autism, which will be discussed in Chapter 10.


As a clinician I have been involved with assessment, diagnosis and educational interventions with children with ASD and these are likely to be the book’s preoccupations. As such this book is written for parents, teachers and general readers rather than for the academic and scientific community. References to academic sources have largely been omitted in the text. However, details of these can be found in the Further reading at the end of the book. The references are arranged in the order they appear in the chapter, so the purposeful reader should be able to link the text to the reference. Also, 20 Key Books used in the text are referenced in the list of 100 Ideas. The book is primarily concerned with ASD in childhood because the focus of most research is on causation, assessment and diagnosis which necessarily occur in the early, formative years. Nevertheless, the text is relevant to an understanding of adolescents and adults with ASD.
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Towards an understanding of autism


I don’t know what autism is, and wonder whether anybody does. Absurdly loose definition and a shocking lack of diagnostic rigour threaten to rob terms such as ‘autistic’ or ‘Asperger’s’ of any useful medical meaning. Yet in the sloppy sense in which the diagnosis is sprayed around these days, I suspect that we are all autistic but some of us have learned to hide it better than others.


Matthew Parris





The journalist Matthew Parris, writing in The Times in August 2013, reflects a widely held confusion and scepticism about autism and Asperger’s syndrome. This book will endeavour to answer the issues he raises. The history of ASD is relatively short. It is the product of comparatively young sciences, neurology, psychology and psychiatry, but to have a child who suffers from autism is to leave parents in no doubt about its special status and reality.


[image: image] The process of socialization


From earliest history human beings have lived in families and social groups to enhance their mutual survival. Of all the animals it is humans who have to nurture and protect their young for the longest period of time. The child must remain within the family structure for safety and security and could not survive without such support. The family into which a child is born normally retains control and nurture of the young until the child reaches adolescence after which it becomes possible to become independent. The behaviour of the young is effectively shaped by membership of a family unit.


Margaret Thatcher famously stated in 1987, ‘There is no such thing as society’. This statement was in the context of praising individualism, free enterprise and the ethics of capitalism. It is relevant in the context of issues relating to ASD because it points out a simple truth that in a social world that extols individualism we can overlook the fact that human beings are profoundly social animals. It is the failure of normal responses to everyday social events that is the essence of autism. ASD is characterized by persistent impairment in social communication and interaction as well as restricted and repetitive patterns of behaviour.


Lev Vygotsky, the Russian psychologist (1896–1934), was under no illusion about the role of society when he described child development in his book as a ‘mind in society’. His theories stress the fundamental role of social interaction in the development of thinking and cognition. Vygotsky says learning and development result from a dynamic interaction between the child and care-givers. Only as a member of a social community can the child come to make sense of the world. Unconsciously, the adult models behaviours and provides verbal instructions for the child. Children learn to understand these actions and words then internalize the information, using it to guide or regulate their own behaviour.


Vygotsky noted that humans, unlike animals, can act on and change their environment in remarkable ways. Culturally produced sign systems such as language and writing transform social life and are the source of reasoning and thinking. Children learn verbal labels from care-givers which relate to objects and actions. The moment that the child recognizes signs and words have meanings that relate to objects and activities in the real world is ‘the greatest discovery in the child’s life’. For Vygotsky the development of speech is ‘the very essence of complex human behaviour’. The child can now master the environment with the help of communication with other humans. He concluded that social interaction involving language is essential for intelligent action.


[image: image] The nature and importance of language


It is no coincidence that the impairments involved in ASD encompass difficulties with language and communication because language is essentially a social phenomenon. This idea of the social origins of language was explored by the philosopher Ludwig Wittgenstein (1889–1951). He discussed the relationship between thought and language and how language develops in a social context. Wittgenstein proposed that words and language developed as a negotiation between people about external reality. This includes objects that exist in the environment and the actions that are performed in it.


Sociability is fundamental to what it means to be human and to our very existence and survival. The impetus for social communication is with us from our earliest days. Infants are born with a set of abilities which allow them to interact with their care-givers to ensure their survival; smiling, gurgling, crying are the basic forms of social interaction where the child indicates a need and the carer responds. Babies are totally dependent and if they cannot relate to other human beings they are in danger. Non-verbal interactions develop into language systems in an ever more elaborate social dance between child and care-giver and child and the wider family group. Individuals pass through stages of growth and development from childhood to adolescence, until they are eventually able to exist independently. Adults choose their own social network. But whichever new group a person joins, the rules, norms and values must be understood and adhered to in order to be accepted into the group.


There are instructive cases of feral children. They are children who have been deprived of adult human contact from a very young age, and who have no experience of human care or parental love and affection. A famous example is that of a boy who was discovered in 1799 in the forests near Aveyron, in France. He was thought to be between 10 and 12 years old; he had no speech and behaved like a wild animal. He was taken to Paris for assessment by Dr Jean Itard, and named Victor. In descriptions made of him at the time, it was noted that he spent much time rocking (a characteristic of severe autism). He made little progress and despite every care and assistance, he learned only two utterances: ‘milk’ and a cry, ‘Oh God’. He mastered only a few basic menial tasks during his subsequent life, and died at the age of about 40. What is particularly significant is that these rare, feral children who have apparently had little or no socialization, never master language when rescued and behave in an autistic manner. The research around the phenomenon of feral children has assisted in developing theories about the evolution of language and socialization.


[image: image] What it means to have ASD


Social and emotional ‘intelligence’ enable individuals to partake in society and belong to a range of diverse groups. A child who cannot relate to others, who cannot make friendships, cannot read the minds and gestures of others and who lacks the ability to develop complex language will have many challenges in partaking in society effectively and independently.


While it is easy to understand what it must be like to be deaf or blind by covering our ears or eyes, it is not so easy to understand what it means to have impairments in social comprehension and communication. Nevertheless, having the normal faculties of social comprehension and social interaction is as important as being able to see and hear. Impairments suffered by those with ASD are potentially devastating. Social communication is fundamental to what it means to be human and just as there are pathways in the brain involving hearing and vision, there are others, as yet not fully designated, which are involved in social comprehension and social interaction.


The key problem in autism is a deficit in the ability to relate to other human beings. It manifests itself in difficulties in the first three years of life with socialization. Babies with ASD often fail to look at their parents, share their eye gaze, cue in and join activities (known as joint attention). They fail to respond to back-and-forth lap games or follow their parent’s pointing finger. They fail to understand or use body language such as nodding, wagging a finger or shrugging shoulders (types of non-verbal communication). They appear uninvolved and indifferent to facial expression and the emotions of others (lacking empathy). Secondary to problems of socialization are those of developing language. Put simply, if the natural impetus to interact is not present, if there are problems with joint attention and non-verbal communication, then the infant is unlikely to imitate and acquire a vocabulary of words shared by the common community around them. Children with ASD frequently show considerable delays in acquiring words, sentences and language, both receptive and expressive.


A further consequence of social isolation and impairments in language and communication is that the child will retreat into his or her own world of self-stimulation, repetitive and restricted behaviours. The child will occupy his or her time with isolated pursuits such as lining up toys, spinning wheels, collecting objects, shredding paper, rocking and hand flapping. The usual social demands often create a great deal of anxiety in the child, so that such occupations and insistence on routines serve to reduce human social interaction and anxiety. Problems with language development and with repetitive, restricted patterns of behaviour are, therefore, seen as an inevitable consequence of the fundamental difficulty with social comprehension and a deficit in the natural inclination to engage with others.


[image: image] Key features of ASD and overview


ASD is a neurodevelopmental condition possibly affecting as many as one in 100 people. It is regarded as being pervasive because it affects so many functions and is life-long. The key diagnostic features of the disorder are problems with social understanding, communication and repetitive and restricted behaviours. These difficulties usually result from a number of different genetic and environmental factors leading to similar behavioural features. Children who could be described as autistic vary widely in cognitive ability, in presenting symptoms and underlying genetic and neurological status. There is no one homogeneous underlying cause, hence the notion of a range of disorders with some common defining features. Mary Coleman and Christopher Gillberg are two experts in the field who stated in 2011 that ‘the autisms represent a group of conditions with multiple aetiologies’. The modern view is that there are a number of disorders under the ASD umbrella all linked by common behavioural features. The subgroups are only just being recognized and identified. The term spectrum is, therefore, used to acknowledge this diversity.


People with ASD vary widely depending on the severity of the condition, the age of the person and developmental level. This continuum can run from one extreme, those with severe disabilities, unable to look after themselves, to the other, where someone has unusual behaviours but can exist perfectly well in the general community. It is regularly said that, when you have met one person with autism you have met one person with autism. Every child diagnosed with ASD is at a different point along the spectrum and may be very different from another person with the same diagnosis.


There is no simple medical test for ASD although our understanding of the underlying biological processes producing ASD behaviours is proceeding rapidly. The diagnosis is usually undertaken by a multi-professional team comprising a psychiatrist (who is medically trained), a psychologist (who studies behaviour and brain function) and a speech therapist (who has training in speech and language disorders). Diagnosis usually includes observations of the child and interviews with the parents. The diagnostic features are laid out in the manuals of the APA and the WHO.


Autism is a puzzling and distressing condition but, in terms of medical science, relatively recently recognized and defined. The variation between children along the spectrum and the discovery of multiple genetic causes adds to the confusion. The process of investigating and understanding ASD is accelerating and a great deal of research is being undertaken. Currently, we are going through an upheaval in definition and diagnosis but it is very likely that the next decades will prove to be highly productive ones and breakthroughs will be made as research progresses. Although it is distressing for those involved in the lives of a person with autism when communication and understanding are difficult, there are many reasons to be optimistic about the future: new interventions are being developed and refined all the time, training for teachers and others in assisting pupils with ASD has vastly improved, knowledge of the causes of ASD and diagnosis has been deepening, more positive attitudes and public awareness of the condition has been growing and there are examples of autistic people who have become eminent having achieved success as artists, musicians or as academics.
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History and definitions of ASD


[ASD] is best conceptualised as a biologically determined set of behaviours that occur with varying presentation and severity, probably as the result of varying causes.


Goldstein, Naglieri and Ozonoff
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These days autism is seen as a neurological disorder as described by Goldstein and colleagues. Its original conception was as a psychiatric disorder. ‘Early Infantile Autism’ was first described by Leo Kanner, a psychiatrist working in the USA, in 1943. Of course autism has always existed and there are reports from previous centuries about the behaviour of patients in psychiatric institutions which resembled symptoms which are now recognized as severe autism. In the 19th century, many children who are now seen as having ASD were often diagnosed with ‘childhood schizophrenia’; this persisted into the 1950s. In his initial research, Kanner identified a group of 11 children who were characterized by abnormal behaviours, which he described as:


1  A profound lack of affective contact with other people


2  An anxiously obsessive desire for the preservation of sameness


3  A fascination with objects which are handled with skill


4  Mutism or a kind of language that does not seem to intend to serve interpersonal communication


5  Good cognitive potential manifested in those who can speak, by feats of memory


Subsequently, classical autism has come to be regarded as a severe disorder marked by significant cognitive and communication problems. These include major deficiencies with social interaction, delays in or lack of language and repetitive and restricted behaviours. People with classical autism may require supervision and support all their lives.
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[image: image]  Leo Kanner (1894–1981) Hans Asperger (1906–1980)


[image: image] Asperger’s syndrome


Someone with a diagnosis of Asperger’s syndrome may not show delays in language development. In this sense it is a more subtle disorder and affected individuals will often only appear to be eccentric or unusual in their behaviour. Hans Asperger’s pioneering paper was published in German in 1944. He was a child psychiatrist working in Vienna. He identified and described a very similar group of children to Kanner; however, his paper was largely overlooked in the post-war period. In his descriptions, Asperger’s children were generally older and scored higher on IQ tests than those described by Kanner. They had normal language development but with pedantic speech, odd behaviour, difficulties with non-verbal communication and were excessively clumsy.


Asperger’s syndrome is characterized by:


[image: image]  Severe impairment of reciprocal social interaction


[image: image]  Evidence of all-absorbing, narrow interests


[image: image]  The need for strict routines in day-to-day life


[image: image]  Speech and language problems but without delayed development


[image: image]  Non-verbal communication problems


[image: image]  Motor clumsiness


There is an overlap between the descriptions of the two syndromes but Uta Frith, renowned expert in the field, claimed, ‘On all the major features of autism Kanner and Asperger are in agreement’.


Asperger’s syndrome is less severe than classical autism. Most people can interpret the feelings and motives of others from their body language and facial expression. Those diagnosed as having Asperger’s syndrome have difficulty in making such interpretations and in reading social cues. Some individuals with the syndrome avoid making eye contact, whereas others may stare uncomfortably: both can affect normal social interactions. They lack the ability to see the subtleties involved in social discourse whereby people normally react to their interpretations of the behaviour of others as a guide to their own. Consequently, their own patterns of behaviour may be regarded by others as eccentric or odd, which in a school situation can lead to bullying and isolation. While those with Asperger’s syndrome may face obstacles in social relationships, many adjust to the challenges and live effective, independent lives.


It was not until 1981 that Lorna Wing, a paediatrician noted for her work on autism, rediscovered Asperger’s original work and brought it to the attention of the medical and academic fraternity. Some clinicians maintain that Asperger’s is a separate condition from autism. Others argue that there should be no dividing line between ‘high-functioning’ autism and Asperger’s syndrome and both groups benefit from the same intervention techniques. It would appear that the latter group has won the debate since Asperger’s syndrome has now been dropped from DSM-5.


Asperger’s syndrome, classical autism and some other pathological conditions were grouped together under the category of Pervasive Developmental Disorder in DSM-4. There was the possibility of a further diagnostic category of Pervasive Developmental Disorder: Not Otherwise Specified (PDD-NOS) which was used for conditions that resembled ASD but did not meet the full criteria necessary for a positive diagnosis. These disorders were then grouped by the National Autistic Society (NAS) among others, collectively, under the heading Autistic Spectrum Disorders. More will be said about the changed situation when DSM-5 is discussed in the next chapter.
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