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  Preface


  I wrote the first version of this book in 1970. It was then called Autistic Children: a Guide for Parents. The present book follows a similar plan to the original but
  has been almost entirely rewritten. Thirty years ago, interest was focused mainly on the typical autistic syndrome as described by Leo Kanner. The theory that autism was due to a cold, mechanical
  style of parenting was still strongly held by many professionals. Little was known about outcome in adult life. Since then, it has been recognized that there is a spectrum of disorders that is much
  wider than Kanners syndrome. The fact that the autistic spectrum comprises disorders of development due to physical dysfunctions of the brain is now generally accepted and a great deal is
  known about outcome in adult life.


  There is just as much heated debate as there was in 1970 but the scientific searchlight is currently centred on the specification of diagnostic criteria, the differentiation of sub-groups that
  might have different causes or methods of treatment, defining the boundaries of the spectrum and investigations into the neuropathology and how this is expressed in psychological mechanisms and
  overt behaviour. Beyond the range of rational argument controversies rage about a variety of so-called treatments or cures, each of which bursts upon the scene like a rocket and then quietly
  fizzles out.


  The increase in secure knowledge about autistic disorders has not led to any curative methods of treatment. The real advances have been in understanding how to create an
  environment and a daily programme that minimize the disabilities and maximize the potential skills. This is a solid gain but does not change the underlying neurological and psychological
  impairments. Research and clinical experience have demonstrated the wide range of outcomes in adult life, from total dependence to independence in spite of residual disabilities. For parents of the
  most severely affected children it is hard to be presented with the facts about the future. The writer of a book for parents of children and adults of all ages and all levels of ability is faced
  with a dilemma: how much of the whole picture should be given? But, even if it were desirable, it is becoming increasingly difficult, because of articles, books, videos, TV programmes and feature
  films, to hide the truth. Most parents do want all the facts, negative as well as positive, so that they can form a realistic plan of action.


  As in 1970, I have referred throughout to parents in the plural. Unlike 1970, I am now conscious of the growing number of single parents who have children with autistic disorders.
  References to parents in the plural should be read to mean one parent alone or together with a partner with whom they share the tasks. In addition to all the other changes, the dreaded Political
  Correctness has cast a long shadow and I have conformed. In the first edition, the term autistic children was used, doctors, psychologists and autistic children were referred to as
  he, and teachers were always she. Now, these automatic assumptions seem wrong, even to one not in the forefront of the PC movement. The current terms are
  children/adults with autism/autistic spectrum disorders. The pronouns they, them and their are used regardless of singular or plural in order to avoid ascribing gender
  whenever possible. In the terminology used by the Department for Education and Skills and local education authorities, mental handicap has been replaced by learning
  difficulties, although, to make confusion worse confounded, the Department of Health refers to learning disabilities. In this book, I have chosen to use the DFES term except
  when referring to disabilities in general. This new terminology is meant to do away with discrimination. It makes for clumsiness of style and I am not sure what difference it
  has made in real life to women or to people with disabilities.


  Another difference from 1970 is that many books on autistic disorders are now available, some of which are in the reading list at the end. Most deal with particular aspects of the subject. The
  present book is a general introduction, intended to lead on to more specialized texts. It fills a particular niche because my dual role as parent of a grown-up daughter with autism and a
  professional with research and clinical experience provides an insight that cannot be obtained from any one of these viewpoints alone. Perhaps this book will enable parents and professionals to
  understand each other a little better and thereby increase the help that each can give to children and adults with autistic spectrum disorders.


  Children and adults with autistic disorders have the same basic patterns of behaviour wherever they live. When parents from different countries meet, cultural barriers melt away and common
  experiences are shared. The original version of this book is translated into different languages (the latest being Chinese) and has been read by parents and professionals all over the world. I hope
  that this new book will transcend barriers in the same way as the first.
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  History


  It seems likely that there were children and adults with autistic disorders in all their manifestations long before these conditions were recognized and named. Perhaps they
  were the reason for the ancient legends of fairy changeling children, in which the fairies were believed to steal away a human baby and leave a fairy child in its place. In some
  versions of the story the changeling was remarkably beautiful but strange and remote from human kind.


  Uta Frith, in her book Autism: Explaining the Enigma, gives some fascinating examples from legend and history of individuals who were likely to have had various forms of autistic
  disorders. My favourite is Brother Juniper, from a collection of legends concerning the early followers of St Francis. One example of many stories of this endearing character recounts an incident
  while he was on a pilgrimage. The citizens of Rome came to welcome him but he ignored them. His attention was taken by a see-saw and he continued to use this long after the amazed crowd had
  returned home. The stories about him illustrate his complete inability to understand social situations and the feelings of affection mixed with exasperation that he produced in the other
  brothers.


  In January 1801, a French doctor, Jean-Marc-Gaspard Itard, was given charge of a boy about 12 years old, known as Victor the Wild Boy of Aveyron, who had been found living wild in
  the woods and had been finally captured a year before. The childs behaviour was very strange and he was mute. Itard thought that this was because he had been isolated
  from humans from an early age. Philippe Pinel, another eminent physician of the time, disagreed with Itard. He believed that the boy had had severe generalized learning difficulties from birth.
  Harlan Lane, a psychologist specializing in the study of speech, hearing and language, collected together Itards papers on Victor and published them in his book, The Wild Boy of
  Aveyron. Reading the account now, it is possible to see that Victor behaved like a child with autism. All the stories of his behaviour would be familiar to any parent of a child with typical
  autism living today, despite the time difference of over two centuries. Dipping into Itards account one can find example upon example of which the following are just a few. Victor never
  learnt to speak. Itard described how, when he wanted a ride in a wheelbarrow, he would pull someone by the arm, put the wheelbarrow handles in their hands, then climb in and wait to be pushed.
  Itard spent hours trying to teach Victor to play with all kinds of toys and succeeded only in making the boy so impatient with these activities that he destroyed the toys if left alone with them.
  It was noted that Victor had a decided taste for order and was unhappy until he could return an object that had been moved to its proper place.


  Some accept Itards theory that his behaviour was due to his being isolated from human beings from infancy but, from the available documents, it appears that Victor was first seen in 1797,
  when he would have been nine or 10 years old. He was naked and lived on nuts, fruit and any root vegetables he could find plus occasional food given to him by local farmers. He had a thick scar
  across his throat suggesting that someone had tried to kill him. It seems much more likely that he was separated from, or abandoned by, his parents in the troubled times following the French
  Revolution because he was autistic and difficult to manage.


  Itards story is most interesting and moving and contains details of the way in which he set about teaching the boy. His ideas were passed on to his pupil, Edouard Seguin, and thence
  to Maria Montessori and still influence methods of special education.


  Some years later, in 1809, John Haslam, in England, gave an account of a boy who had had measles severely at the age of one. His subsequent behaviour closely resembled that of the type of child
  with an autistic disorder who has much repetitive speech and impulsive, aggressive behaviour. He was admitted to Bethlem Royal Hospital at five years of age.


  Over a century later, in 1919, an American psychologist, Lightner Witmer, wrote an article about Don, a boy of two years and seven months, who behaved like a child with autism in its typical
  form and who was accepted at Witmers special school. Individual teaching over a long period helped this child to make progress in school work and in acquiring practical skills.


  These authors described individuals but did not consider whether there were others with similar problems. A step forward in thinking occurred during the first half of the 20th century, when
  various people wrote about groups of children with strange patterns of behaviour. Each thought he or she had identified a specific condition but there was a great deal of overlap in the features of
  behaviour they described. In particular, all the children concerned were very abnormal in the way they interacted with other people. The writings of most of these authors are rarely quoted now,
  apart from those of Leo Kanner and Hans Asperger.


  Leo Kanner, in the USA, recognized that a number of children referred to his clinic had in common an unusual pattern of behaviour, which he named early infantile autism. He
  published his original paper on this condition in 1943. He gave detailed descriptions of the childrens behaviour but selected certain features as crucial for diagnosis. These were, profound
  lack of affective (emotional) contact with other people; intense insistence on sameness in their self-chosen, often bizarre and elaborate repetitive routines; muteness or marked abnormality of
  speech; fascination with and dexterity in manipulating objects; high levels of visuo-spatial skills or rote memory in contrast to learning difficulties in other areas; an attractive, alert,
  intelligent appearance. Later, he suggested that the first two of these features were sufficient for diagnosis. He also emphasized that the condition was present from birth or
  within the first 30 months of life. Kanner believed his syndrome was unique and separate from other childhood conditions. Interest in Kanners work grew slowly at first and then more rapidly
  and is now the focus of much research in many different countries.


  In 1944, Hans Asperger, in Austria, published his first paper on a group of children and adolescents with another pattern of behaviour now referred to as Aspergers syndrome. The features
  he selected as important were naive, inappropriate, social approaches to others; intense circumscribed interest in particular subjects such as railway timetables; good grammar and vocabulary but
  monotonous speech used for monologues, not two-way conversation; poor motor co-ordination; level of ability in the borderline, average or superior range but often with specific learning
  difficulties in one or two subjects; a marked lack of common sense. Problems are present very early though parents are often unaware of them until their child is over three years old. Asperger
  believed that his syndrome was different from Kanners autism, though he admitted there were many similarities. Asperger published in the German language towards the end of the Second World
  War and there was a long delay before papers on the subject appeared in the English literature. It is only in the last 20 years that his work has become well known outside continental Europe.


  In 1962, the first voluntary associations to be formed anywhere in the world for parents and professional workers concerned with autism were set up in the UK and the USA. Although originally the
  focus was on Kanners autism, it soon became clear that there were many children who did not precisely fit Kanners descriptions but who had similar problems and needed similar kinds of
  help. As a result of the efforts of such societies, with the help of publicity through the media, the existence of autistic conditions has become much better known to the general public, and people
  with autistic disorders have appeared in fictional stories such as the film Rain Man.


  There have always been disagreements concerning the definition of autism and how it relates to other disabling conditions of childhood, including all kinds of learning
  difficulties and language impairments. In the 1970s, my colleague Judith Gould and I decided to investigate these questions. We examined all children aged under 15 in one area of London (the former
  borough of Camberwell) who had any kind of physical or learning disability or abnormality of behaviour, however mild or severe. We could identify a group with typical Kanners autism but
  found more who had many features of autistic behaviour but who did not precisely fit Kanners criteria. There were a few who had the pattern described by Asperger, which, at the time we did
  the study, was not familiar to us. We now know that, if we had included children in mainstream schools, we would certainly have found more with Aspergers syndrome. The main findings from
  this study were, first, that Kanners and Aspergers syndromes are sub-groups among a wide range of disorders affecting social interaction and communication; second, that these could be
  associated with any level of intelligence; third, that they were sometimes associated with various physical developmental or psychiatric conditions. It was also clear that learning difficulties
  could occur without associated autistic disorder even though they often occurred together.


  Evolution of ideas on autistic spectrum disorders


  Over the course of time, there have been major changes in ideas on the nature of autistic conditions. Before there was any understanding of the relationship of brain and
  behaviour, supernatural causes were suggested  a changeling child or demonic possession. In the case of Victor, the Wild Boy of Aveyron, some
  believed he had been abandoned as a baby and, as in the legend of Romulus and Remus, had been reared by wolves. This explanation has been used for some other recorded cases of children found living
  in a wild state, although consideration of the practical details of feeding and rearing a human baby makes it seem highly unlikely.


  Towards the end of the 19th century, the possibility of insanity occurring in children was suggested by the psychiatrist Henry Maudsley. This word has no
  precise meaning but tends to be used as a general label for behaviour that is bizarre and strange. Disorders that are now considered to be in the autistic spectrum fitted this description and were
  classified as childhood psychoses.


  In the first decades of the 20th century the theories of the psychoanalysts affected the attitudes of professionals and the public at large. After Kanner published his first paper on
  early infantile autism many believed that autism was an emotional, not a physical disorder and that the way the parents had brought up their child had caused all the problems. The
  effect was disastrous  it exacerbated the parents distress at having a child with behaviour they could not understand, made them feel guilty and damaged any confidence they may have
  had in their ability to help their child.


  It was not until the 1960s that fresh ideas on the nature of autistic disorders began to emerge. Research into normal child development and language disorders, as well as work on Kanners
  autism, especially that by Michael Rutter and his colleagues, produced major changes. This work showed that the behaviour of children with autism made sense if viewed as due to disorders of aspects
  of development starting from birth or the early years of childhood. Growing knowledge of the way the brain functions and the things that can go wrong has made it clear that the causes are physical
  and nothing to do with the parents child-rearing methods. Few people now blame parents, but traces of the old ideas still linger among some professionals and some lay people, still causing
  much unhappiness for the parents who meet these attitudes.


  Some child psychiatrists considered that autistic disorders were forms of childhood schizophrenia. However, a series of studies by Israel Kolvin and his colleagues in the 1970s demonstrated the
  differences between autism and the very rare condition of schizophrenia occurring in childhood.


  In the 1970s and 80s, the idea that Kanners autism was part of a wider spectrum of autistic disorders began to be seriously considered, encouraged, among other studies, by the work in
  Camberwell mentioned above and that of Christopher Gillberg and his colleagues in Sweden. The implications for research and clinical practice of this view are still being
  investigated.


  The changes in ideas about autistic disorders can be seen in the history of the two international systems of classification of psychiatric and behavioural disorders. These are the
  International Statistical Classification of Diseases and Related Health Problems (ICD) published by the World Health Organization and the Diagnostic and Statistical Manual (DSM) of
  the American Psychiatric Association. The first editions of the ICD did not include autism at all. The eighth (1967) edition mentioned only infantile autism as a form of schizophrenia and the ninth
  (1977) edition included it under the heading of childhood psychosis.


  The 10th edition of the ICD (1992) and the third (1980), third revised (1987) and fourth (1994) editions of the DSM take the modern view that there is a spectrum of autistic conditions and that
  they are disorders of development, not psychoses. The name used in both classification systems is pervasive developmental disorders. Most parents in the UK do not like
  this term and find it confusing. They prefer autistic spectrum disorders and this term will be used in this book.
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  The nature of autistic spectrum disorders


  Once it was recognized that autistic behaviour was a result of problems of development, interest focused on which skills were not developing properly. In order for a baby to
  become a fully functioning and independent adult, many different abilities have to appear at the appropriate stages and then grow in complexity. At first, many of us working in this field believed
  that autistic behaviour was due to disorders of language development. This appeared plausible because so many of the children had delayed and deviant language or none at all. It seemed that, if
  understanding and use of spoken speech and communication by gestures were all affected, this would account for autistic behaviour. At that time, it was hoped that overcoming these specific language
  problems by some alternative method of communication would produce major improvement. This theory had to be rejected when it was found that some children and adults with autistic spectrum disorders
  developed good grammar and vocabularies and even used some gestures but still had autistic behaviour.


  A clue to the nature of autism came from accounts of the behaviour of babies as remembered by their parents. In infants who are later diagnosed as having autistic disorders, lack of interest in
  social interaction is often present from very early on, well before the time when speech develops. Studies of normal early development show that there is an inbuilt interest in the sight and sound
  of other human beings especially, at first, the mother or other carer. There is also a drive to communicate in every possible way, through bodily movements and baby noises,
  before speech begins, and to respond to communications from others. These inbuilt instincts can be seen from very early in the first year.


  In the second year, another aspect of the social skills should begin to emerge  that is, imagination. The child starts to play with toys first for simple sensations, then to use them for
  their obvious purposes and then for pretend games. The child becomes able to pretend that one object represents another  a box is a bed for a baby doll, or a row of chairs is a bus. Later,
  children play together and develop complex imaginative games. Imagination enables all kinds of skills to be practised. In particular, it enables a child to pretend to be other people and take on
  their roles in social play. Playing games of this kind depends upon the child having developed the knowledge, inbuilt but taking time to emerge, that other people have thoughts and feelings 
  the so-called Theory of Mind. When this has emerged, pretend games help to improve skill in understanding other people that is so necessary for integration into social life.


  These abilities are just as dependent upon brain function as all other developmental skills. They are absent or severely impaired in children with autism. In the study in Camberwell, described
  in Chapter 1, we found that all the children with autistic features, whether they fitted Kanners or Aspergers descriptions or had bits and pieces of both, had in common
  absence or impairments of social interaction, communication and development of imagination. They also all had a narrow, rigid, repetitive pattern of activities and interests. The three impairments
  (referred to as the triad) and the repetitive activities were shown in a wide variety of ways, but the underlying similarities were recognizable.


  There can be no doubt that a yet more fundamental impairment of psychological function underlies the triad. It is likely that there is an inability to put together all kinds of information
  derived from past memories and present events, to make sense of experiences, to predict what is likely to happen in the future and to make plans. People with autistic disorders do not make sense of the world and find it hard to learn from experience. They find it difficult to organize themselves in time and in space. Uta Frith wrote that they lacked what she called a
  drive for central coherence. The more complex the incoming information, the harder it is for an individual with an autistic disorder to understand. Human beings are extremely
  complicated and variable in their speech, movements and reactions, so it is not surprising that impairment of social interaction is a major feature of autistic disorders.


  It is possible that, at an even deeper level, there is a disturbance of the normal inbuilt system for assigning different degrees of emotional significance to different experiences. There are
  various theories concerning how the brain originally assigns emotional value to the biological necessities for survival and reproduction and then, building on these, develops over the years a
  complex system of values related to the culture in which the individual lives. Whatever the neural mechanisms, it appears that people with autistic disorders are impaired in their ability to
  distinguish between the important and the trivial. In some of the young children there is indifference even to food. In all those affected, the lack of interest in others is a defining feature.
  Coupled with this is the idiosyncratic fascination for specific objects or experiences that appear trivial and meaningless to others.


  One day we may have tests that demonstrate the nature of the basic problems. For the present, recognizing autistic spectrum disorders has to depend on detecting the triad of impairments using
  information that can be identified from knowledge of an individuals development and behaviour.
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  Making a diagnosis


  Despite the fact that the existence of autistic disorders has become much more widely known, there are still difficulties surrounding diagnosis. Most of the children look
  physically normal. Minor congenital abnormalities, which are reported to be common in the children, do not adversely affect their appearance, which is often very attractive, not least because of
  the quality of mysterious remoteness. There are no tests yet developed that can be used to make the diagnosis of autism nor any that can tell the difference between sub-groups within autistic
  disorders. Blood tests, X-rays, brain scans, electroencephalograms (that is, records of the electrical waves from the brain) and other physical examinations cannot give a positive answer to the
  question, Does this child have an autistic disorder?. Psychological examinations, including the recently developed Theory of Mind tests (see Chapter 7), though helpful
  in other ways, cannot be used to confirm or refute the presence of an autistic spectrum disorder. There is reason to hope that useful tests will be found but we do not have them at the present
  time.


  In this situation, diagnosis is made by recognizing patterns of behaviour present from early in life. All systems for diagnosis that have been suggested, including the ICD and DSM, agree that
  the impairments of social interaction, communication and imagination and the rigid, repetitive pattern of activities are crucial diagnostic features. Despite this fundamental accord, disagreements over diagnosis of individual children and adults arise for many reasons, including the following.


  
    
      1 The impairments can be shown in many different ways, some of which are subtle and not easy to recognize.


      2 Autistic spectrum disorders can occur together with any level of general intelligence, from profound disability to well above average.


      3 They can occur together with any other physical or psychiatric disability or developmental disorder. Epileptic fits are particularly common.


      4 Changes in the behaviour pattern can occur with increasing age.


      5 Behaviour can vary according to the environment. It is often worse at home, where parents have many competing demands for their attention, than it is in a well-organized
      school or clinic.


      6 Behaviour can vary depending on the person the child or adult is with. It is always better with an adult who is experienced in working with autistic disorders than it is with
      inexperienced people or in unstructured groups. Some adults who are high-functioning, including those with the pattern described by Asperger, may show no signs of their impairments in
      one-to-one situations, including interviews with a psychiatrist. The problems are revealed in their life history, especially in the way they cope with events they find stressful.


      7 Education affects the behaviour pattern.


      8 Each individuals own personality shines through and influences their behaviour.

    

  


  Diagnosis depends on compiling a personal history that links together all the available information. Ideally, the history from infancy and a description of the present behaviour
  should be collected systematically by interview with the parents. A schedule of questions designed to diagnose autistic spectrum disorders should be used so that all important
  details are covered. In addition, the behaviour of the individual should be observed and a range of psychological tests given. All this takes time to complete  at least two to three hours
  for the interview alone. If the procedure is rushed and the right questions are not asked, the diagnosis can be missed.


  Sub-groups of autistic spectrum disorders


  When an autistic disorder is diagnosed, there is the further problem of deciding which sub-group in the spectrum the individual belongs to. Now that the term Aspergers
  syndrome is being used more widely, parents, and professional workers as well, want to know how it differs from other forms of autism. Since Aspergers group, unlike Kanners, includes
  mostly those with average or high levels of ability, the main question is how to tell Aspergers syndrome from high-functioning Kanners autism. There is no simple answer. It is
  possible to find some individuals who have all the features described by Kanner and others who fit Aspergers syndrome perfectly (see Chapter 1). However, there are many who fit neither of
  these syndromes precisely, having mixtures of features of both. Furthermore, it is quite common to find people who had the behaviour typical of Kanners syndrome in early childhood who change
  with age until, by adolescence, they behave just like someone with Aspergers syndrome (see Chapter 14).


  In the latest editions of the ICD and DSM classification systems, Aspergers syndrome is distinguished from other autistic disorders by having no delay in onset of speech and other aspects
  of the development of adaptive skills. The difficulty with this is that many people who, by adolescence, have the behaviour Asperger described, did have developmental delays, including late
  speaking.


  ICD 10 also includes atypical autism diagnosed on either insufficient features for typical autism, or onset after three years, or both. In DSM IV this would be classified as
  other pervasive developmental disorder. Parents find these diagnoses unhelpful. Such children present the same disturbances of behaviour and have the same needs as
  those with typical autism. It is particularly distressing if the label atypical is used as an excuse to exclude a child from appropriate educational services.


  ICD 10 and DSM IV also include a diagnosis of childhood disintegrative disorder. Development seems normal for two or more years but then there is a catastrophic loss of skills in
  at least two of the following areas: language; play; social skills or adaptive behaviour; bowel or bladder control; motor skills. This diagnosis is also a source of confusion. A substantial
  minority of children with autistic disorders begin to say words around one year and then stop speaking. Some start again later and some do not. Around the time they cease to speak they often become
  more socially withdrawn and perhaps lose the interest they had in manipulating toys. The vast majority of these children, whether or not they begin to speak again, have clinical pictures that
  cannot be distinguished from others with autistic disorders who did not show a temporary or permanent loss of skills in their second or third year. The course and prognosis are the same as with
  other autistic disorders of comparable severity. The word disintegrative suggests a downhill course and some parents of children given this diagnosis expect the child to become
  progressively more disabled. Very rarely, this does happen because the child concerned has a physical condition affecting the brain that is progressive. The autistic pattern of behaviour is seen
  during one stage of this progression. These conditions need to be identified and separated from the usual autistic spectrum disorders.


  Elizabeth Newson described a behaviour pattern she called pathological demand avoidance syndrome (PDA). Among other features, the children concerned use many strategies to avoid
  responding to demands. They also seem to find reward in upsetting other people. Children with any type of autistic disorder can show these behaviours so the idea that PDA is a separate syndrome
  remains unproven.


  Some workers are studying whether autistic disorders associated with average or high levels of ability have other specific differences from those associated with varying degrees of generalized
  learning difficulties. There certainly are differences but it is not clear if they are due only to differing severity of the disabilities or if there are differences in the
  nature of the impairments underlying the clinical pictures.


  Attempts to delineate specific sub-groups of autistic spectrum disorders are confounded by the considerable overlap among the suggested syndromes. The clinical picture of every type of autistic
  disorder is made up of a large number of features. In clinical practice the more
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