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  Dedication


  To Katie Thomas (nee Berry) who was my inspiration and model in working with this group and who, sadly, did not live to see this tribute. She will be remembered in the lives of the individuals for whom she worked so tirelessly.


  Preface


  Autism is undoubtedly a 'trendy' topic in education and, to a lesser extent, social care, both in the UK and internationally. The Internet has over 200,000 web pages on autism, and education systems around the world are being challenged to meet the needs of this apparently growing - and until now often unrecognised - group. There are no doubt many reasons for this, including (one hopes) the desire to understand and make life better for all those with autistic spectrum disorders and their families. Another reason, however, is the fact that understanding others who are different from us helps us understand ourselves and the processes of normal development. In that context, it is not surprising that interest focuses on those who have what is termed 'high functioning autism' or Asperger's syndrome.


  In the past, the needs of this high functioning group with autistic spectrum disorders were attributed to emotional and behavioural difficulties (if any kind of meaningful attribution was made), and such children and adults were often either not diagnosed or misdiagnosed. It is also true that, in relation to autism that is accompanied by additional learning difficulties, this group is now recognised as being far larger than was ever conceived. Thus, it is entirely appropriate that the last ten years has seen a greater focus on this group reflected in the literature. However, there is a problem in that this change of focus is now in danger of creating an equally unjust neglect of those who have the dual disability of autism and severe learning difficulties. Just as parents of children with higher functioning autism once looked in vain at books on autism for a reflection of their own child's difficulties, so parents of children with autism accompanied by severe learning difficulties now feel themselves (and their children) marginalised by the media attention now given to the higher functioning group.


  In 1978 I was co-author of a book for children with profound and complex learning difficulties, who were then just becoming the responsibility of Education departments rather than Health (Kiernan, Jordan & Saunders: Starting Off, Souvenir Press - now out of print). That was a pioneering book in the UK in its recognition of the needs of this group and the positive way they could be met in education, no matter how profound or complex the difficulties. It was, however, a book of its time. Many of the children depicted in that book were children with autistic spectrum disorders, whether or not they had a specific diagnosis, yet none was identified as such. The book also described and advocated an approach to the education of these children, based on applied behaviour analysis, which was then the dominant approach to the education of children with severe learning difficulties. Although some elements of behavioural approaches remain in many special schools in England and Wales, they have largely given way to both cognitive and interactive approaches, and, furthermore including all children within the National Curriculum has had a profound effect. In the USA, behavioural approaches have remained dominant to a far greater extent and, ironically (given the behavioural assumption that diagnostic status has no bearing on the education to be provided), many are now re-marketed as specific approaches for autism.


  All these factors have played an important part in the decision to write this current book. The most important influence, however, has been the worrying tendency for battles, that I assumed to have been won, to reappear. Sixteen years ago, before the advent of the National Curriculum in England and Wales, I was part of a professional body, representing those working with children and adults with autism, that was concerned about the assumptions (then current in the educational establishment) that children with autism did not have needs separate and distinct from those of other children. The emphasis then was on children with autism accompanied by learning difficulties because it was assumed that this represented the majority of children with autism. We produced a booklet aimed at influencing that perception in the educational establishment as well as providing some practical guidance for professionals (AHTACA, 1985).


  Our understanding, knowledge and skill have improved dramatically since those days, as has the educational climate in which we all operate, and ARTACA has produced an updated version of that booklet (2000). Yet the issue it sought to address has, apparently, not gone away. A recent review of special education by a renowned special educator (Farrell, 2001) contains the following statement, in a confused argument about the role of categories within education:


  '... teaching approaches commonly employed with pupils who have severe learning difficulties can also be used effectively with pupils who are autistic'(sic) p. 4.


  Apart from the lack of respect shown by the attribution 'autistic', in contrast to pupils with severe learning difficulties, this statement would not be unexceptional. It is true that there can be a useful sharing of approaches between those geared for children with autism who also have severe learning difficulties and those for children with severe learning difficulties alone (Jordan, Macleod & Brunton, 1999), but there is an important caveat. The sharing of approaches can only be effective if there is an understanding of the specific needs of the children with autism. The most effective schools, in fact, seem to be the ones that put those needs to the fore and then find (unsurprisingly) that these special approaches are of benefit to others. In other words, the best approach is the opposite to that suggested: rather than ignoring the needs of these special children because (once they have severe learning difficulties) their 'specialness' is not recognised, basing their approach on those special needs will help teachers understand and meet the needs of many other (if not all) children. The context of the statement made by Farrell shows little understanding of this, or how and why autism affects learning and development in children with additional severe learning difficulties, at least as much as in other children.


  Perhaps it is presumptuous of an author to suggest that her book is timely, but, for all the reasons given above, I believe that to be so. As detailed in the text, there is a group of individuals who are most dependent on others for their current and future quality of life, and yet may have the poorest prospects of influencing and managing their contact with others. It is a much quoted truism that the measure of civilisation is how the most vulnerable and powerless are treated, and there is a good case for classifying individuals with autism and severe learning difficulties as among the most vulnerable in our society. A parent wrote to me recently in some despair: in spite of decades of special education, he saw no brighter future for these individuals than what he described as 'benign prisons'. That is a bleak view of what has been achieved so far but, sadly, it is not so far from the truth. However, I believe that with our growing understanding and resources we could do better.


  That represents the rationale for writing the book: the hope that it will once more assert the needs and rights of this neglected group and suggest some ways in which we can move beyond this bleak view of their future. I have seen many examples of encouraging and even inspiring practice: we just need to learn to share that more widely, not to be side-tracked by divisive claims for particular approaches, and to be ready to defend the needs of these vulnerable children against those who would ignore them (through ignorance or ideological conviction).
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  1 Implications of the Dual

  Diagnosis


  A seven-year-old girl kneels on the floor of a busy open-plan nursery; let's call her Amy. It is an opportunity class, established for children with very special needs (who were, before 1971, excluded from education as being 'ineducable'). There are twenty such children in the class, together with their normally developing pre-school brothers and sisters. There are also a large number of adult 'helpers': a ratio of approximately one adult per child with special needs. Many of the children are multiply disabled with a range of physical and sensory difficulties in addition to their severe or profound learning difficulties. In spite of that, most are happily and purposefully engaged in some enjoyable 'task' with their adult helper and in the company of the other children. But not Amy; she represents my first encounter with the children who are the subject of this book, those with autism and additional severe learning difficulties.


  Amy rocks back and forth on her knees, wailing in the most pitiful and haunting way and (when not physically prevented by the watchful helper) hitting her head violently with her hand, plucking frantically at her hair, picking her skin until it bleeds, and poking her eyes. Occasionally she reacts ferociously to the attempts of the adult to restrict her self-injury or direct her to a task and then she bites and scratches the adult or any unwary child who has strayed within her reach. In her two years at the nursery there is no discernible improvement. Some days she is more distressed than others; rarely, is she calm, and never at peace. Staff feel she has gained nothing from her time at the nursery, the only possible benefit being the regular two-hour break for her mother.


  Meanwhile, her sister also attends the nursery. Sarah is two years younger and she is mobile, very mobile. She trips round the nursery on her toes twirling furiously and suddenly swooping to tear something from the wall or a painting easel, or to toss toys and equipment into the air in abandoned glee. As adults hurry in her wake trying to repair the havoc and prevent further damage, she becomes more hyperactive, appearing to enjoy the chasing involved and the way she is able to cause so much disturbance. Eventually, a determined adult may succeed in anchoring her to a chair and engaging her in a task. Surprisingly, she then shows considerable skill and dexterity. When these attempts to engage her in work started she would resist violently, but as time went by she accepted being led to her task each time and (if the adult was delayed or distracted by something else) she would take the adult's hand and drag her or him to the table at the appointed time.


  There's another child, let's call him Roy, among the twenty with special needs who is not settled into the group. He has Asperger's syndrome (although in the early 1970s, of course, it was not recognised). He can walk and talk (insistently and incessantly) but has almost as much difficulty as Amy and Sarah in directing his attention to the activities planned by the adults. He has an autistic spectrum disorder and, in spite of his very obvious differences from Amy and Sarah, there are some special needs he has in common with them. His autism is interfering with his learning but he does not have general learning difficulties, so his needs are not the focus of this book. He is mentioned here to illustrate that it is not the degree of learning difficulty that is crucial in determining special needs, but the degree of autism. Most of the children in the nursery (apart from the normally developing children) have significantly more severe learning difficulties than he has, yet they are more able to relate to their helpers and to the other children and so they are more able to participate in the educational process. Unless the adults learn to adapt their style to allow him to begin to learn, he too may show increasing developmental delay, but that will be secondary to his autism.


  While our knowledge about autism and our approaches to it have changed, these three examples still represent key features about the population of children on which this book focuses.


  Autism and general learning difficulties may occur together


  There have been, and continue to be, many misconceptions about the relationship between autism and severe learning difficulties. When Kanner first identified a new syndrome of autism in 1943, he thought that all the children were fundamentally intelligent, but that their intelligence might be masked by the autism. Although the example of Roy, above, illustrates that autism can indeed make it hard for the child to learn and thus may lead to learning difficulties, autism itself is not responsible for producing general intellectual impairment, which is what is meant by the term 'severe learning difficulties' (sld) or 'profound and multiple learning difficulties' (pmld). We know this because it is possible to have severe autism and yet to have normal or even advanced levels of intellectual functioning.


  Once someone is skilled in working with children with autism, we also find that intelligence tests are just as reliable for them as they are for others, so it is usually possible to measure general ability and degree of autism separately. When this is done in young children there is no clear direct relationship between the two; the most severe learning difficulties are not always accompanied by the most severe degrees of autism. As children get older, however, it is easier for those without significant learning difficulties to use their general intelligence to learn the skills necessary to overcome some of the problems caused by the autism. Thus, the more able are more likely (although not invariably) to become less autistic as they get older. In this way, it is the learning difficulty which is causing the child to remain more autistic rather than the autism which is causing the learning difficulty.


  Kanner's original assumption, then, was wrong. However, that idea persists because of the anomalous behaviour often seen in autism. It is common for development to be uneven and even for there to be splinter skills that are highly developed in relation to the child's general level of functioning. There is something about the purposeful way in which the child often pursues his or her own interests that makes one think that if only one could 'scrape away' the autism, the child's true ability would be revealed. But autism is not like that. It is a way of developing, and so it is integral to the way the child experiences and understands the world. Good teaching and an appropriate environment can enable the child to function adaptively within their autism, but we cannot remove the autism without removing the person. We do not do the child any favours by failing to recognise the full extent of all the difficulties that need to be overcome and we should be very wary of assuming that the child's best level of functioning represents that child's true level of functioning across all areas.


  The notion that it was the autism that made it seem as if those children also had learning difficulties was (and still is) one expressed by some parents and professionals who are working with the children, for the reasons outlined above. Yet, alongside that myth, was a parallel and opposing myth that was more likely to be shown by professionals without direct experience of this group. That was the idea that 'autism' was just a fashionable label for 'severe learning difficulties' and that it was sought by parents who did not want to face their child's 'true' difficulties and/or who wanted to procure better facilities and resources for their child. This is of course equally fallacious. One can have autism without any additional general learning difficulties and indeed while having superior general levels of intelligence. It is also very clear from the examples given at the start of this chapter that children with autism, even where they do have additional severe learning difficulties, are different from those with sld without autism, they have different needs and thus need different approaches.


  The triad of impairments in autism


  Wing and Gould (1979) in their Camberwell study were the first to recognise and demonstrate that autism and sld could occur together. They found that children and young people who shared a number of key features formed a distinct group that was clearly distinct from others with sld. The shared characteristics fell into three areas of social development, which came to be known as the 'triad of impairments' that characterise autism. Current diagnostic systems are based on this triad. Jordan (1999) argues for a slight modification to produce the following description of the three areas of developmental difference in autism. The examples that are given are of the kinds of behaviour of children with autism and additional sld that can be found in each area of development.


  There are, of course, no particular behaviours or even lack of single behaviours by which autism can be recognised. The kind of behaviour shown in each area of difficulty will depend on the child's personality, level of intellectual and linguistic functioning, experience and teaching, and can change over time. It is qualitative differences in these areas of development that distinguish autism, but this must be judged against what would be expected for their level of intellectual functioning. The more severe the learning difficulties, the less functional behaviour will be expected and there will be a consequent increased difficulty in recognising the autism.


  Social development


  The level of social skills and social understanding is out of keeping with the child's general level of functioning. This does not mean any single way of behaving, and Wing (1996) has identified different types of social impairment in autism. Once again, these are not fixed characteristics and the child may change over time as a result of development or education, usually moving towards being less withdrawn and more socially active. Amy can be taken as a typically withdrawn child, who was placed in the worst possible environment, given her need to withdraw, and hence her high levels of distress and inability to learn. Such children can make little or no sense of others and find the kind of stimulation they present (speech, touching, attempts at eye contact) both confusing and stressful, even painful. They react by trying to withdraw and can be calm when left to themselves in a quiet environment but become very upset at any attempt at forced interaction. That is not to say that they should be merely left alone, but that the way we intervene must take account of the very real difficulties being experienced and not assume it is just a matter of modifying behaviour.


  Sarah, on the other hand, represents a child who started as withdrawn but is moving into a 'passive' stage. Thus, she does not seek social interaction, but she has begun to accept it and, once it is predictable and the demands made are clear, even seek it. She can enjoy doing something with someone, although she would still be likely to withdraw from any attempt at 'pure' social engagement, which she does not understand. At this stage she is typical in being able to respond to adults but not to other children, who are far more unpredictable. In time, she may learn to interact passively with her peers as well, and this process can be aided by supporting the other children in their attempts at intervention.


  Roy, the little boy with higher functioning autism (or Asperger's syndrome), could be seen as illustrating Wing's third category of 'active but odd'. He is keen to make contact with others (especially adults) but he does not know how to interact with others and repeatedly gets it wrong. It is possible for a child with autism and sld to fall into this social category but it is more unusual, at least when young. Attempts at social engagement are liable to be misunderstood and, unless there is specific knowledgeable help, early attempts at social interaction may be stifled. For example, one social game that is appreciated by most mobile children with autism is 'chase'. The child with autism may learn a strategy of thumping others and running off in order to be chased but this may well be mistaken for aggression and squashed rather than developed. Sometimes, around puberty, a young person with autism and sld will start to become interested in interacting with others in a way s/he has not done before, but the additional learning difficulties make it even harder for them to succeed, in learning these social interaction rules, than the abler person with autism.


  Communication


  All levels of communication are affected in autism, regardless of level of language ability. It is this mismatch between language and communication which is both unique to, and characteristic of, autism and which it is hardest for parents and professionals to understand. For all other groups, if they have or are given some means of communication, they are able to use it to communicate a wide range of functions-to make requests, to protest, to comment, to deny, to seek information, to express emotion, to seek mutuality and so on. Spoken language, when it comes, rests on this foundation of communicative understanding and skill and can enrich and extend it, but language is normally so embedded in communication (at least in its roots and in its spoken forms) that dictionary definitions often refer to language as a form of communication. Yet this is not so in autism. Parents with non-speaking children will commonly feel that, if only they could talk, they could say how they were feeling or what they wanted. Those who have speaking children with autism know that sadly it is not so simple as that. Of course, it is easier to work with children with language, and the child has a potentially valuable tool for learning. Yet mere possession of language (or some taught alternative such as sign) does not ensure that the child with autism will be able to use it either for communication or for thinking, and therefore learning.


  As with the social area of development, there is considerable variation in the communicative behaviour of children with autism. One significant variable is the possession of language. Genetically, there is a relationship between language disorders and autism, so children with autism may well have a specific difficulty with language acquisition; they will not be diagnosed with such a difficulty, especially if they have sld alongside their autism, because it will be considered that the other diagnoses are sufficient explanation for the lack of language ability. It is true that sld make it more difficult for children to acquire language (which depends on a cognitive base as well as specific language learning), but autism will not of itself lead to language failure. It is likely that the combination of a lack of communicative underpinning due to the autism and a lack of cognitive underpinning due to the sld may contribute to the fact that children with autism and sld experience difficulty and delay in acquiring and understanding speech and some (up to 50%) remain without language through life. However, among children with the same degree of sld and autism, there are still differences in that some acquire some useful language and others do not. It is likely that that difference is due to the presence or absence of specific language difficulties, so that at least some of these children will need to be taught alternative forms of communication.


  The communication difficulties in autism are not confined to language acquisition, however, but are seen in difficulties in understanding gestures, facial expressions, social signalling through eye pointing, body postures and communicative distances. They are also seen in problems in establishing joint attention with others and understanding about shared and separate perspectives on the world. Thus there is an interaction with the social problems outlined above and the child's willingness to engage in social interaction will be an important variable in their motivation to acquire and understand modes of communication. As with everything in autism, the picture is a complex one. For children with sld but no autism, the priority will be to teach the child some means to communicate and to build up their understanding of the world to have something to communicate about. Children with autism and sld will need this as well but the priority for them will be to build up their understanding of what communication is; without that understanding, they are unlikely to be able to use the methods of communication, even if we are able to teach them. It is a sad fact that many children with autism and sld may be taught a large number of signs, for example, but they only use them when prompted to do so, as a sort of learned routine, rather than as a tool for influencing their world and improving their quality of life.


  Flexibility in thinking and behaviour


  Difficulties in being flexible in thinking and behaviour are a feature of both autism and sld, so here the effects are additive. However, the thinking of those with autism is different in that it is harder for them to develop a sense of themselves as learners or to understand what they do or do not know. Thus people with autism and sld are dependent on prompts from others or from the environment in order to learn and remember, and it is hard for them to learn spontaneously or to apply what they have learnt to new situations. This means that most of what they do is habitual and they rely on one action to cue the next. If they are interrupted in an activity or a routine or if their normal routine fails in some way, they either have to start again at the beginning, or become very disturbed and distraught and at a loss as to how to get round the problem. People with autism and sld, then, easily acquire 'learned helplessness' - relying on others to prompt them through tasks, and being at a loss when conditions change or the prompter is absent.


  This means there is always a kind of tension in teaching skills to people with autism and sld. On the one hand, learning is most effective when it is one-to-one with the teacher who can structure the task to obtain the maximum learning. Yet, almost as soon as this has been achieved, the teacher (and this might be a parent or carer) needs to begin the task of teaching the child to go beyond the very cues that have been so successful in the teaching. This will have variable success, depending on the level of the learning difficulties, and there will be some with very profound learning difficulties who will not be able to manage independent learning but will always depend on a facilitatory structure to promote their learning and quality of life. However, for all this group, it is important to be aware of the fundamental nature of this difficulty in flexibility, so as not to misinterpret these difficulties as deliberately provocative or challenging. People with autism need support in order to change or adapt their behaviour, and this applies to the inhibition of problem behaviour as much as to the generalisation of skills.


  The importance of the autism diagnosis in determining special educational needs


  When confronted with a child with very severe or profound learning difficulties, it is not uncommon for professionals to feel that it is these general learning difficulties that constitute the child's main area of need, and that the importance of the autism in determining special educational needs is thus made peripheral. This attitude not only exists in professionals whose main experience is with sld, where the view might be thought to arise from ignorance of the effects of autism, but can also be seen in autism-specific services. Sometimes, there is the view that the learning difficulties are so great that it is a 'waste' of autis111-specific teaching and resources to direct them to this group. This raises issues of equity and equal access, which should have been resolved by the 1970 Education Act (Department of Education and Science, 1970) and all subsequent legislation, but unfortunately is still an issue, when resources are limited.


  However, it is not just a matter of recognising that all children are entitled to relevant educational access, but of recognising what is 'relevant' in each case. It is certainly true that (as with children without autism) the more severe the accompanying learning difficulties, the harder it will be for the child to make progress and to benefit from the teaching. Yet that does not mean that autism-specific teaching is in any sense 'wasted' on this group or is not needed. The abler people with autism are far more likely to have the opportunity to live relatively independently of others, whereas this is a group of individuals who are almost certain to remain dependent on other people for both their current and future quality of life.


  Thus, teaching them basic life skills, as would be appropriate for children with sld without autism, will have limited success, and will be even more limited because the autism may well mean that the child is not able to benefit from the teaching. If the child is fearful of others or over-sensitive to the stimulation they provide, they may well react with behaviour which others find difficult to tolerate and which has the effect of driving away the very people the children need to support their learning. This in turn will also have severe effects on their future quality of life. In fact, it might well be argued that autism-specific teaching is more rather than less important for this group.


  While sharing certain characteristic difficulties in development, people with autism, are all also very different from one another. Even among the population of children with sld as well as autism, there will be significant differences in how individuals learn and make sense of the world. Thus, taking account of the autism does not mean treating the children with autism and sld in exactly the same way. There will be some generalisations that can be made about the most effective ways of teaching such children, but there will also be significant individual effects. There is no single curriculum or teaching approach that will suit all the individuals in this group. The autism diagnosis is just a signpost to direct the teacher or carer to the fact that the causes and functions of the behaviour that is seen may be different to those for the same behaviour seen in those without autism. This will help the process of finding the correct and most effective approach for that child, but it will not tell the teacher or carer exactly what to do in each case. It will still be very important to get to know the individual and to recognise the effects of that individuality in determining special educational needs. That is one of the reasons why it is important for there to be a key worker for each child, who understands about autism but also knows how that autism is expressed in that individual and what his or her strengths and support needs are.


  Autism is a difference, not a delay


  'Severe learning difficulties' is an umbrella term which does not carry a lot of information about how that individual thinks and learns; all that can be said is that there will be significant delay in acquiring developmental milestones and in reaching learning objectives. The effects of the general sld, then, will be a quantitative one whereas the different medical conditions underlying the sld will affect the quality and process of that learning and development. Children with autism and sld are likely to show a developmental pattern that is both deviant and delayed; it is the deviance due to the autism that will have the greatest impact on teaching and learning but neither aspect can be ignored.


  An example will illustrate the importance of paying attention to both the autism and the sld in understanding these children and meeting their needs.


  How a child with autism and sld develops


  When Peter was born, he appeared to be a normally functioning child, in spite of a difficult birth with a long time in the birth canal and the consequent fear of possible effects from the lack of oxygen. There were no obvious abnormalities and he cried lustily at birth, but very little after that. He was the second child of the family and to begin with his parents were grateful that he appeared to be so undemanding. It was true that he did not seem to sleep much but he only seemed to cry in response to discomfort (hunger, pain or a dirty nappy) and never simply to demand attention. It was a little worrying to his parents that it was not possible to comfort him through contact, as had been possible with his older brother, but, since there was always an obvious 'cause' for his crying, it was a relatively simple matter to meet his needs.


  As he developed, however, there were further sources of worry. His lack of interest in others began to be very obvious and seemed to be increasing rather than diminishing. When held he seemed to resist the hold, often arching his body away from the contact and always looking through or past the person trying to make contact with him, whether this was an adult or a child - including his three-year-old brother.


  His mother was breast-feeding him as she had done his brother but, although she found it difficult to specify in what way, she found the experience with Peter far less satisfying. He took as long to suckle but that seemed to be because of general slowness rather than the bursts of sucking followed by pauses that had characterised the feeding process with his brother. His mother did not understand the significance of this, but she was aware that it was far harder to feel 'connected' to Peter as she fed him and she found herself with time to read books and newspapers at the same time, in place of the absorption she had felt with her first child. She talked about this with her husband and with friends but was reassured that it was different with a second child and that she was probably just more confident now and able to take things for granted. Later, after diagnosis, she would look back and examine her own behaviour over this period with anxiety and some guilt in case it was her behaviour that had created her child's difficulties in becoming attached.


  In fact, of course, the reverse is true. It was her child's failure to cue her normal and natural responsiveness that was at the root of the problem; she was ready to interact with her child, but this instinctive behaviour needed to be triggered and sadly in this case it was not. If it had been possible to detect the autism then, the mother might have been supported to interact with her child more deliberately, but this would have needed specific training and support, even then, because it would not be the normal process and would feel unnatural for that reason.


  Eventually, Peter's difficulties became more tangible and his mother sought help from the health visitor and then her GP. At the first developmental test, there were sufficient signs of both delay and oddness for Peter to be referred for further testing. Deafness was suspected but eventually ruled out when Peter showed extreme sensitivity to the turning pages of a book (which he liked to flap rapidly between his hands, rocking his whole body and squealing with delight at the same time), while ignoring attempts to attract his attention with rattles and toys. He sat up at the correct time and showed good hand-eye co-ordination but he took a long time to crawl and when he did so he did not use his knees but scuttled around the floor with minimal contact-using fingertips and toes only. He began to show extreme rages at any frustration and would cry for hours in a state from which there seemed to be no way of rescuing him and where there was no way of comforting him.


  His turning away from others now seemed more deliberate and he would often close his eyes and block his ears when others were trying to interact with him. He would react with what seemed like a mixture of pain and fear when taken shopping or to any busy place with bright lighting and lots of noise. He continued to sleep very little but no longer was happy just to lie there. Sometimes he would wail, sometimes he would bang his head against the headboard of the cot until his mother could bear it no longer.


  He had developed no speech sounds or babbling and did not point either to indicate his needs or to draw attention to something. In spite of no other sign of using or understanding language, he would sometimes (often when alone, but able to be overheard) come out with a short phrase perfectly articulated with the exact intonation used in the original, usually from a TV commercial or an overheard phrase said with emphasis. Altogether it became clear that the child had significant difficulties despite the best parenting from loving parents.


  When the dual diagnosis of sld and autism was made it was suggested to the parents that Peter's main problem was his difficulty in learning and his autism was described as being 'autistic features', thus implying to his parents and others that these were in some way secondary and peripheral. This, allied to the fact that the only facility offered was a nursery attached to a school for children with sld, determined where Peter was placed, rather than any detailed or informed assessment of his special educational needs. A statement of his special needs was made, but the parents had no reason to query the placement, since they had accepted that the sld were paramount and the school had good resources and seemed approachable and helpful. The parents were also exhausted by this point (Peter was now three and a half) and were pleased to hand over some responsibility to people whom they saw as 'experts'.


  Schools for children with sld can be very good environments for children with autism and sld (Jordan et al., 1999), but this is only so if the needs of such children are recognised and there is some expertise in the school for meeting those needs. That was not the case in the school which Peter attended. He might have been able to benefit from the lively atmosphere of the school, if he had been given initial support and training in tolerating this busy atmosphere and in learning the survival skills he would need in that environment. The school, however, understood 'equality of treatment' to mean treating all the children in the same way rather than finding individual ways of ensuring 'equality of access' for all. Thus, their view was that Peter would need to learn to adjust and that this would best be achieved by insisting on him participating fully in the life of the school in the same way as the other children, including attendance at assemblies, toleration of group teaching, interesting and varied visual displays (usually related to past learning experiences rather than what was required at present) and spoken instructions, repeated with increasing insistence (and often rephrasing) when met with failure to respond.


  All the school practices were perfectly sound for most children with sld, although there may have been children, other than those with additional autism, who would also have benefited from a more individually based approach. As will become apparent from future chapters in this book, however, they are not likely to be helpful for children with autism, especially for those like Peter with additional sld. In such an environment he became increasingly stressed and disturbed and this began to show in challenging behaviour, first at home (as is often the case) and then at school.


  Not only was his behaviour becoming more disturbed, but he was also failing to learn, and the parents became increasingly dissatisfied with what was provided and the level of support they received. They joined a group of parents of children with autism and began to see autism-specific services as the only way forward. The school by this time was also finding Peter's challenging behaviour difficult to accommodate, since it proved unresponsive to their normal behavioural techniques for managing difficult behaviour. The relationship with the parents had broken down with a lack of trust on both sides, the school characterising the parents as being unable to accept their child's learning difficulties whereas the parents characterised the school as failing to recognise their son's autism. At a review meeting, when Peter was seven, it was mutually agreed that the school was no longer able to meet Peter's needs and a specialist placement was sought.


  It took some time for this to be arranged, since most specialist places have waiting lists. When Peter was eight he was excluded from the school following an incident when he badly head-butted a member of staff, resulting in her hospitalisation. This made it more difficult to find a suitable placement and Peter ended up at home for eighteen months, with a few hours of home-tutoring a week. His behaviour during this period became beyond the management of his parents and he was given tranquillisers that further reduced his capacity to learn and to cope, while doing very little to make his behaviour more manageable. By the time a place became available, Peter was coming up for secondary transfer and, in view of his now extremely difficult behaviour, a 52-week residential school was sought and obtained.


  Peter's parents were by now not only exhausted but thoroughly demoralised and deskilled. They tried to maintain their involvement with their son but his school was a long way away and they did not by this time feel confident of their own capacity to look after their son. Peter settled into this school and did reasonably well, although perhaps not as well as he might have done had his true needs been addressed from the start. His learning was now completely dependent on the structured environment provided by the school and as he moved into adulthood it was clear that he would need a similarly structured environment for the rest of his life. The final outcome, then, is not tragic, but nor is it ideal either for Peter or for his family. It is hard to say how different the outcome could have been. After all, Peter has significant special educational needs arising from both his autism and his sld. What it does illustrate is that it is not sufficient just to pay attention to the sld and that good well-resourced facilities for children with sld are not necessarily sufficient for children with autism.


  Summary


  Autism is being used in this book as a shorthand for 'autistic spectrum disorders', but the population addressed by the book are those with autism and additional sld. In spite of many misconceptions over the years, it is now clear that autism can co-exist with general learning difficulties and sometimes these will be severe and even profound. Common to all individuals with autistic spectrum disorders are a triad of developmental impairments, but the way these are expressed will vary significantly with individual differences. It is important to recognise the implications of both the autism diagnosis and the sld when determining special educational needs; it is also important to know the individual and how they learn and make sense of the world. Above all, it is important to recognise that autism leads to a difference in development, not a just a delay, and approaches for children with sld (no matter how effective for children without autism) need to be adapted to take account of that difference.


  Further reading


  JORDAN, R. (1997). The Education of Children with Autism. Paris: UNESCO Guides for Special Education.


  PEETERS, T. (1997). Autism: From theoretical understanding to educational intervention. London: Whurr.


  WING, L. (1996). The Autistic Spectrum: A guide for parents and professionals. London: Constable.


  2 Characteristic Behaviour and

  Development


  In Chapter I, two sisters with autism and sld, Amy and Sarah, were briefly described. Although it was clear that they had aspects of development in common, it was also clear that the triad of impairments that characterise autism had very different expression in each girl. The main effect of autism is that it interferes with the process of socialisation by which cultural meanings are transferred across generations. Apart from the different personalities, levels of general and linguistic ability and different experiences' children with autism will also differ from one another because each one will have had to make sense of their own experiences for themselves, without the benefit of this cultural transmission. We recognise autism as a developmental disorder, but we need to think about what this means when understanding individuals with autism.


  The fact that autism is a developmental disorder has three main consequences for how autism is seen in any individual. These are discussed below.


  Compensation


  When one meets a child (or even more so an adult) with a developmental disorder, whatever the age, one does not see a list of the 'symptoms' of that particular disorder. Rather, one sees how that person has lived with the disorder, adjusted to it and compensated for it. When considering autism, then, one does not see a textbook account of autism but the effects for that individual of having lived with autism throughout his or her life. As is often the case in autism, it is perhaps helpful to take the analogy of a sensory disability, such as congenital blindness. If one is blindfolded, one can get some idea of how the world appears to the blind person, but it is a very imperfect notion. Blindness is not sightedness minus sight; congenitally blind people will have developed alternative ways of understanding the world around them and will do better at, for example, finding their way around than those who are sighted but who are wearing blindfolds.


  In the same way, people with autism are not the same as people with social understanding who have failed to acquire social skills for some reason, or who have withdrawn after some trauma. When we see something, for example, we cannot avoid seeing the meanings our culture has transmitted. We have to work very hard to step outside our cultural and habitual mode of seeing, and it is normal for us to 'see' the world according to the meaning we expect to see; it is very hard to see it in any other way. Just as it is hard to imagine how the world appears to the congenitally blind, it is even more difficult to imagine how the world would appear to those with autism, who do not share perspectives with others, and so do not learn (or only learn with difficulty) to see the world as others see it. For them, the way the light shines on an object may be of greater significance than the particular identity of an object, and the same object may not be recognised under different degrees of illumination. Or it may be that the shape of an object is more 'visible' than its function or its social meaning. Many children with autism, for example, find it easier to do a puzzle picture upside down so that they can concentrate on the shape and not be distracted by (to them) meaningless or distracting pictures.


  What does this mean in practice, when living or working with individuals with autism? Well, the main implication is that apparently bizarre or puzzling behaviour does have meaning and function for the child with autism, but that meaning is not necessarily the one normally attributed to it. We must avoid 'reading' behaviour too literally. Sometimes, as in the case of the puzzle above, understanding that the child has a unique perspective helps to explain their apparent highly developed skill in a particular area, compared to a generally low level of functioning. It also explains why a child may show a great ability to concentrate on something they themselves find fascinating, yet find it impossible to concentrate for more than a few seconds on a task selected by others. Just as we may not be able to see the attraction of the railway track or bit of fluff, so they will have problems in understanding our focus of interest in the task we have set.


  It also offers a more useful perspective when dealing with some kinds of difficult behaviour. For example, we may see a child with autism behaving in a way that, in another child, would be a clear example of aggression. Of course the effects of the behaviour may be the same; it may hurt as much and we will need to control it, just as we would with any child. But we stand a much greater chance of managing the behaviour successfully, if we try to understand the meaning and function of the behaviour for the child, so that we can work out how to avoid its occurrence or how to teach a more acceptable alternative.


  It is in fact very rare for a child with autism to display aggression as we normally use the term, although they can certainly show difficult and even violent behaviour which might be considered aggressive if seen in someone else. Yet the child with autism seldom, if ever, directs his or her violent actions with purposeful intent of hurting another. Rather, the violent act may result from blind panic, when something unexpected or frightening occurs, or from frustration, when something that is expected fails to materialise, or a learned habitual response fails to produce the expected result. The person with autism is reacting without planning or deliberation, so is not going to be deterred in the future if the behaviour is punished, and will find it impossible just to inhibit what is for them a 'natural' response. We have to try to understand the behaviour, not to condone it, but so we can prevent future occurrences.


  Transactional effects


  Autism is recognised, in part, by the way it makes us feel when interacting with the person with autism. It affects the development of the child, of course, but it also has effects on parents, teachers, carers, brothers and sisters, classmates and indeed anyone who is involved with the child. The effect is marked but also intangible, so that other children, for example, may not be able to say what is wrong, but know instinctively that the child with autism is 'odd', 'different', 'strange'. The effect is enhanced if the child has no obvious abnormalities, as is usually the case in autism, although those with additional severe learning difficulties may show some signs of whatever has led to their general cognitive impairments.


  Having a child with any form of disability has an effect on parents, and there are well identified stages in adjustment, when the parents may grieve for the 'normal' child they have lost. With all other forms of disability, however, no matter how severe, there is comfort to be had from being able to help one's child and seeing the results of one's efforts, no matter how slow the development. It is hard for parents and there are times when the pain returns (as other children pass examinations, get jobs, leave home, get married and so on). Each milestone may be a reminder of the loss, but for parents of a child with sld without autism, there are also compensations. The very dependency, that may be a source of grief, can also provide compensation in the knowledge that one is still needed and has an important role in furthering the child's development and adding to the quality of his or her life. Then, as other children reach adolescence, there may be comfort in knowing one can help keep the child secure from many dangers, and many parents even come to appreciate the particular attributes of their child with sld and feel they gain from seeing the world through these eyes of innocence and the joy that is obtained from simple pleasures.


  Some of these compensations apply to the child with autism and sld, but others are cruelly denied. Most telling of all is the fact that, in spite of his or her devastating disability, there may be no obvious way of helping your child, and professionals you turn to for advice may be equally bemused. It may even be that other people, in their ignorance, blame the parents for their child's condition. It is hard to imagine a crueller situation than to be told your child has autism, but then to be given no way of helping your child, and to find that the steps one takes intuitively may not work and may even appear to make things worse. That is the true devastation of autism. The very skills and natural nurturing tendencies that make one a good parent of other children or a good teacher or carer may not only not work with the child with autism but may further upset the child or cause more withdrawal or fear. It is not surprising if parents then become desperate to get help for their child and so become vulnerable to all kinds of claims, especially when there is a delay following diagnosis when nothing appears to be happening and the situation is deteriorating.


  There are also particular difficulties in autism that are hard to understand and can be very hurtful (especially to parents) when we use our normal frame of reference. One such difficulty is the failure to develop trust. Children with autism do not develop an understanding of people as people, so they do not learn to trust people (such as parents) in the way that is so important in normal development. They have to put their trust in things and ordered events that they can understand and rely on, and that is why they become so attached to routines and so distraught when routines are disturbed. The effects of this on parents is illustrated by the example below.


  In a parent workshop, a particular mother had three children, all of whom had some degree of special need and two of whom had an autistic spectrum disorder, the youngest one having autism and additional sld. In spite of all the difficulties she had to face, this mother was a determined, cheerful person who nearly always had something positive to contribute to the group in terms of strategies she had developed and problems she had overcome. However, one day she came to the group in a very distressed state with great scratch marks down one side of her face. She explained what had happened.


  She had developed a routine with her youngest son every Tuesday: they would go swimming together in the afternoon, stop on the way back outside a shop with a green and white awning and buy an ice-cream, and then go on to collect her other children from school. On the day before the workshop, the two parking spaces outside the shop were taken, the first time this had happened. As she approached them, then, the mother said, 'We'll have to park across the road to get you your ice-cream' but, as she turned the steering wheel, her young son let out a screech and leaned forward and scratched her down the side of her face. She was hurt physically, but also, more deeply, emotionally. 'I always get him his ice-cream, I was going to get him his ice-cream, I told him I was going to get him his ice-cream, why couldn't he trust me?'


  That mother had to be helped to understand that her son was not judging her as untrustworthy; he could not trust her because he had no understanding of her as a person worthy (or unworthy, for that matter) of trust. He had to rely on what he could understand-not her, not her words and not (although he might have done if older or with less severe learning difficulties) her characteristic behaviour; he put his trust in stopping outside the shop with the green and white awning. So, any deviation from that, in his eyes, meant that he was not going to get his ice-cream, no matter what anyone said or did. Once we understand that, we can help to give him a more manageable item to trust, since we cannot control parking spaces in life. He was taught to exchange a picture of an ice-cream for his ice-cream until the picture came to 'mean' ice-cream. Then, in a situation where giving the ice-cream must be delayed, he can be given the picture and learn to trust that the ice-cream will follow. It also meant that he had started a process of communication which could be used for many other situations and expanded.


  It is not just parents who experience hurt and dismay in their interactions with their child with autism, however. Professionals also can become very disturbed and suffer a sense of becoming de-skilled, when their professional skills, developed over many years of successful practice, no longer seem to work with the child with autism. Professionals may react by feeling that working with a child with autism is just too difficult for them or insufficiently rewarding, they reject the child as being inappropriately placed in their setting or leave that setting themselves. They also need help to understand that their professional skills are not wasted, but need to be adapted to meet this new challenge. They may not be able, as they have with others, to rely on developing a relationship with a child before expecting to teach the child anything, nor to teach through that relationship. They will have to learn how to teach without that relationship, but will find that the relationship may develop through the teaching. As is often the case in autism, we often have to do things 'back to front'. Trying to relate to someone who does not know what you are for seldom works, but once you have demonstrated your use (through teaching them how to do something in which they are interested), they can learn to share information and pleasure with you.


  Secondary 'handicaps'


  Often what is seen in terms of behaviour, or missing behaviour, in autism is not a direct result of the autism itself but a secondary effect of missing out on experiences necessary for development. Humans are born with very underdeveloped brains and with very few instinctual behaviours. This means that most human behaviour and understanding is learnt in the early years through a process of socialisation. In autism, it is this process of socialisation that is disturbed and consequently much of this early learning is missing or takes a different and unusual form. In the past it has been difficult to determine exactly how children with autism develop as babies, other than from parental report.


  How parents perceive their babies depends on many factors such as their experience of typically developing babies, their expectations, and their capacity to observe behaviour. Early development is often reported to be 'normal' and this may be the case, but on closer examination it sometimes turns out that there have been differences that may not have seemed significant at the time but that can have a long-term effect on development. Severe learning difficulties, of course, will produce more noticeable effects on early development but they can then serve further to disguise or mask the more subtle effects of the autism.


  The existence of video cameras and the growing library of films of mothers interacting with their young babies (often without any idea at that stage that their child has autism, although severe learning difficulties are usually apparent from an earlier stage) has had a great effect on our understanding of the importance of these early interactions and how they may go wrong in autism. There are also some studies in early interaction in laboratory settings that have enabled more systematic investigation of the effects of mother and child factors on the development of early interaction and how this may be disturbed in autism (Hobson, 1993; Trevarthen et al., 1996). It is important to note that this is very different from earlier (completely mistaken) views that autism is somehow caused through the inadequacy of mothering. It is not the mother's behaviour that leads to the disturbed behaviour of the child, but rather the child's failure to engage with the mother which leads to the loss of these invaluable opportunities for learning.


  A particularly instructive video is of a mother with twins, one of whom later turns out to have autism (they are not identical) and the other does not, but at the time of the video the mother does not yet know that anything is wrong. She has set aside time to play with each child and she is ready (biologically and psychologically) to do this. Playing with your baby is one of the few instinctual behaviours we have, so that we are not taught how to do this and we are not consciously aware of the triggers needed to start us off and to keep it going. The trigger that elicits the play behaviour in the mother is in fact eye contact. Thus, the mother picks up her little typically developing baby, makes eye contact readily and goes into her routine. Watching such routines, it is apparent that this is an extremely rich learning experience, but it is worth considering some of the key aspects of development that are fostered in such interchanges.


  Emotional sharing


  Empathy does not develop through a conscious process of working out that other people are happy/unhappy and so on; it develops from shared experience of emotions, and we are biologically adapted to have those experiences. If a baby is crying in its cot, we can lean over with wide eyes and a smile and begin to nod (with or without saying anything) and mostly the baby will stop crying and begin to smile back. The baby is programmed biologically to do this and, indeed, if the baby wants to continue crying s/he has to close her/his eyes or turn away to resist this pull to respond to the nodding smiling face with a corresponding smile. Equally (although, one hopes, less likely), if the baby is smiling happily in her/his cot and we lean over with a deep frown, the baby will respond with a down-turned mouth and eventual tears. The facial muscles that are involved in these changes of facial expression have effects on the emotional experience of the baby-through the mediation of hormones. When we smile, for example, we release endomorphins which have the effect of making us feel happier (hence the therapeutic value of smiling and laughing). Thus, an inbuilt mechanism to mirror certain facial expressions (which we know is present in the newborn from a few days-if not hours-old) has the effect of ensuring that we also share emotional experiences with our interacting partner. This is the precursor to bonding with that individual and also learning about the experience of emotion (seeing our own feelings reflected in the face of the other) and empathy. As we know, it is a key defining feature of autism that people with autism have great difficulty in establishing empathy with others or in understanding emotions, their own or others.


  Turn-taking


  Turn-taking is one of the most obvious features of early mother-child interactions. Even when the baby appears to have little behaviour to contribute to the interchange, mothers pause to allow the baby's contribution. This might only be a look or a gurgle or even a burp, but it is responded to by the mother as if it had meaning and were a valuable part of the interaction. In time, of course, treating the behaviour of the baby 'as if' it were a meaningful communicative behaviour makes it become so and the baby learns to take a turn in an interaction and to learn the cues that mean it is her/his turn. Often these will have been exaggerated, such as the rising pitch of the mother as she leads up to a pause. Eye gaze and the characteristics of an 'expectant' facial expression contribute additional cues to the baby that a contribution is needed. Even able people with autism who develop good structural spoken language have difficulties in turn-taking in conversations, never recognising when a pause occurs (and, thus, often interrupting others) and not supplying pauses in their own contributions so that they appear to talk 'at' rather than 'to' others.


  Cause and effect


  The interaction between mother and child not only involves each taking a turn but each having a noticeable effect on the other. The human face is amazingly expressive and adaptable, providing rich sources of feedback to the infant on her/his own actions. Mother/baby interactions emphasise this learning, with the mother copying the relevant actions and expressions of the infant, feeding them back to the infant, exaggerating and amplifying them and building them into meaningful and predictable routines. In this way, the baby develops a sense of her/himself as an agent having an effect on the world and able to initiate as well as respond to the environment. This sense of agency is part of self-awareness, and involves an emotional connection with one's actions and their effects, being a precursor to creative and spontaneous actions, to control and monitor one's own behaviour (executive functions) and to develop memories of one's own involvement in events (personal episodic memory). Russell (1996) and Jordan (1999) both see problems in this sense of agency as a crucial aspect of autism and people with autism certainly have problems with spontaneity, executive functions and personal episodic memory.


  Modulation in levels of arousal


  This important aspect of interactions between mother and infant has only recently received much attention in relation to autism, yet it is a feature of such interactions that has been studied extensively in relation to the effects of maternal depression, for example. In most cases of interaction, mother and baby are beautifully tuned into the arousal level of their partner, and this 'tuning' is performed by both. If the mother is 'over-eager', for example, the baby will perform actions (closing eyes, turning away) to reduce her/his own level of stimulation and so avoid getting over-aroused. If, on the other hand, the mother is suffering from a post-natal depression and consequently understimulates her baby, the baby tries to increase arousal by seeking stimulation -leaning forward more, actively seeking eye contact and so on. If mother remains depressed for a long period, then the baby remains in a chronic state of under-arousal which itself has an effect on development. However, the developmental effects are not just those of under- or over-arousal itself, but the learning involved in making the adjustments to behaviour to maintain an appropriate and even level of arousal. In autism, this learning seems not to have occurred, so that people with autism suffer from states of both under- and over-arousal without any spontaneous mechanisms for adjusting their own levels of arousal to fit the circumstances. Sometimes they may use external ways of doing this (such as holding an object pressed into the palms of their hands to reduce arousal) or revert to primitive methods such as looking away from eye contact or blocking ears.


  Having examined the developmental importance of this early playful interaction between mother and child, let us return to the mother of twins who, having engaged successfully with her non-autistic son, now turns to her baby with autism. She is equally ready to engage, but, sadly, her baby is not. He is unable to give her the eye-contact trigger she needs in order to go into her instinctual pattern of play behaviour. She does not understand about the trigger, so she cannot override this but merely keeps on trying to make eye contact, ducking and diving in her attempts, but all to no avail. At the end of ten minutes of this unsatisfactory struggle, mother gives up and returns her baby to his cot. The baby does not appear to mind, but it is not just a pleasurable experience that has been lost. Think of all the missed learning in terms of emotional sharing, turn-taking, cause and effect and modulation of levels of arousal. Ten valuable minutes have been missed now, but this loss is multiplied by other ten-minute sessions in the day, by day, by week, by month, by year. What can start as a very small and apparently insignificant difference, such as an inability to gain eye contact, can, in this way, be transformed into a large developmental difference.


  Similar missed opportunities for early learning can lead to equally devastating developmental consequences. Thus, children with autism are seldom able to adapt to the intentions of others, so that they do not play with others, unless taught or at least prompted. Once again, it is not simply a matter of missing out on current pleasurable occupations but of the developmental consequences that may ensue. When we see a child who engages only in solitary play, then, we see someone who is missing some of the learning opportunities that they need, perhaps even more than others. Once more, they miss shared interests and emotions, turn-taking, cause and effects on others, plus the practice of social roles (mother and father, mother and baby, teacher and pupil, Batman and Robin), the language that accompanies these roles, and many of the social rules and adjustments that govern social interactions (such as politeness, adjustment of language to fit context, and sharing).


  Perhaps, even more importantly, in failing to engage in social interactions with brothers and sisters or their peers, they also fail to engage with emotions (jealousy, spite, humour) that can be labelled in context and tied to mental states which the child is currently experiencing. It is not then surprising if children with autism grow up without an understanding of the language of mental states or how to use them in predicting the behaviour of others. It is difficulty in this domain that is referred to as a problem with developing a 'theory of mind' in autism, but this may not be a cognitive failure as such, rather a failure to engage in the opportunities for its acquisition. This view is supported by the fact that other children who miss out on these learning opportunities also exhibit these 'theory of mind' difficulties; this is true of deaf children born to hearing parents, some children with severe language and learning difficulties and even children with conduct disorders who do not play readily with other children or do not attend to the language accompanying these interactions. Typically developing children also show earlier development of a theory of mind (that is, they understand about mental states) if they have a brother or sister up to six years either older or younger than themselves and if they have a parent who talks about emotions as they are being experienced.


  All of this can present a depressing picture when one considers all the learning opportunities that are missed by the child with autism. If the child has additional sld, the chances of them 'catching up' on all this missed learning is clearly further reduced. Yet the knowledge that many of the characteristics of autism are not irreversibly 'inbuilt' into the condition, but arise as secondary effects, provides in fact a hopeful message. The more we understand about how these aspects of development normally arise, the more we should be able to provide the teaching experiences necessary for the child with autism and sld to learn these skills and understanding. If we are able to start early enough we may be able to prevent some of these secondary effects occurring at all and in any case we should be able to implement some compensatory teaching.


  Is it ever too late?


  As has been shown above, when dealing with a developmental disorder, it obviously helps minimise difficulties if effective intervention occurs as early as possible. Yet there are numerous examples where recognition of an older child's or even adult's real difficulties, followed by intervention to meet those needs, can produce remarkable and lasting benefits. In the past, the literature was rather depressing in terms of outcome - suggesting that little could be done other than providing a protected environment. A combination of greater understanding of the nature of the disorder and better strategies for working with such individuals has transformed the picture. We now know that people with autism and sld continue to learn and develop throughout life and many can learn even complex skills, if we can find the right way to teach them for that individual. The growth of information technology has increased the opportunities for this to happen.


  At the same time, it is important to recognise sensible and appropriate goals for individuals at different stages of life. The goal of interventions should always be functional for the individual in terms of current and future quality of life. A means, and understanding, of communication, for example, is a priority for the individual with autism and sld at any stage of life. What that means of communication should be, however, may change over time. It is important, as later chapters will show, that we provide a means of communication from as early as possible, that does not depend on the child developing spoken language. If the child reaches adolescence without developing speech, then it is more sensible and useful to concentrate on this alternative means (such as symbols or signs) for their own expression of communicative intent, while it will still add to the person's quality of life if we continue to try to develop their understanding of speech.


  In social development, also, we need to address difficulties in understanding and tolerating others throughout life. Yet we also need to think of the balance of the programme that we provide for adults in this area. Social skills are always going to be an area of great difficulty for this group and an area of development in which they are likely to gain limited success. In continuing with a social development programme into adult life, therefore, we need to be very clear that what we are doing enhances, rather than detracts from, the quality of life of those adults. It may be important, for example, that they learn to be comfortable with other people and to co-operate with those who are supporting their lifestyle. It is far less certain that it is in their best interests to continue to go through a formal social skills programme, however, which may just add to their overall confusion and distress.


  Whatever decision is made must depend on individual need but it is just as problematic to go on providing a form of social skills teaching, regardless of the benefit to the individual, as it would be to deny such a programme to someone who could benefit. To understand this dilemma we need to think of our own most difficult subject at school and how much relief we felt when we could at last stop struggling with it. Imagine if, instead of being allowed to leave it behind and get on with those aspects of learning that we enjoy or which are useful to us, we are made to continue with it throughout life, until we have reached a standard which, realistically, we will never manage. Imagine the depression and frustration this would cause and how it might interfere with our actual success in other areas and our feelings of self-worth and efficacy. Of course, social understanding, like understanding of speech, is important to continue to develop, because it does impinge on so much of the individual's life. What we need to think about is how we can arrange a quality of life for adults with autism and sld that is not dependent on them developing social skills themselves.


  Summary


  Given that autism and sld are both developmental disorders, specific developmental processes are clearly important in understanding the conditions. Severe learning difficulties mean that all aspects of development are also delayed but autism means that development will not only be delayed, but deviant. Understanding the behaviour of an individual with autism and sld, then, depends on understanding how that behaviour has been shaped by the processes of compensation and secondary handicaps and also the transactional nature of development. All this means that early intervention has the most likelihood of success in preventing adverse developmental influences but people with autism and sld continue to develop and can benefit from effective intervention throughout life. The principles underlying programmes of intervention at any age should be that it is geared to individual needs and promotes current and future quality of life.
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