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Asperger Syndrome in Adults


Dr Ruth Searle began her career as a nurse and midwife and, although her love of nursing has remained constant, she went on to fulfil her dream of becoming a marine biologist. She completed her PhD on humpback whale behaviour and is continuing with field research that takes her around the world. Passionate about nature, wildlife and conservation, she writes about the subjects she loves, including marine biology and the humpback whale. Ruth confesses to being ‘hooked’ on studying: she recently completed a second degree in Earth sciences, cosmology and particle physics, and plans to study philosophy next. Her triumphs and struggles to find and live her own personal dreams provide the inspiration for much of her writing, including The Thinking Person’s Guide to Happiness, Coping with Compulsive Eating and Overcoming Shyness and Social Anxiety, all published by Sheldon Press.
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Introduction


Someone with Asperger syndrome thinks and perceives the world differently from the way the majority of people do. I describe it like this deliberately because, increasingly, there is a debate as to whether Asperger syndrome should be labelled as a disorder or simply as a different way to think and behave than is common or typical in the general population. It was only recently, in the mid 1940s, that these differences were ‘labelled’ as Asperger syndrome by a Viennese paediatrician, Hans Asperger. 


   Has it helped to give people a label and a diagnosis? This is a question that we will explore throughout the course of this book. Ultimately only you can decide whether being categorized as someone with Asperger syndrome is beneficial. There is a growing feeling, however, that, rather than believing you have something wrong with you, it is better to celebrate your differences, stand up and be proud of who you are.


     Asperger syndrome, of course, manifests itself in a variety of ways, some mild and some more severe. This book is largely designed to help those of you whose condition is at the milder end of the spectrum. Those whose condition is more severe may find another book, Living with Asperger Syndrome by Dr Joan Gomez (also published by Sheldon Press), more helpful. 


   Even if your condition is relatively mild, however, there are difficulties in having Asperger syndrome in a world where most people think and behave in a typical way – in this book we’ll call them neurotypical. But we mustn’t forget that there are also great advantages and compensations in being atypical.


   I am firmly with the growing wave of people – including numerous researchers, as well as people with Asperger syndrome who are rebelling against being labelled with a disorder or a disability – who believe that those with Asperger syndrome have a great deal to give to the world just as they are. If you have been diagnosed with Asperger syndrome, I want you to know that you have many of the special qualities and valuable characteristics that humankind has always needed throughout its history. You have qualities that are just as vital and important today as they have always been – labelled or not. 


   However, simply being in any minority is difficult. But knowledge brings the strength to cope, while awareness enables you to make your own decisions about the issues. In this book, therefore, we will first investigate and discuss Asperger syndrome in adults as a disorder: what it is, the symptoms, diagnosis and experience of having Asperger syndrome. Then we will explore the argument that the traits of Asperger syndrome can be seen as a variation of normal behaviour. Finally, we will discuss how you can overcome some of the difficulties associated with Asperger syndrome and get the most out of life, understand your relationships better and cope with your differences.


   So let’s now explore some of the aspects of Asperger syndrome – both as a disorder, requiring treatment in the form of counselling, therapy or even medical intervention, and as a simple difference to be celebrated and enjoyed.
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What is Asperger syndrome?


Asperger syndrome is a form of autism and is classified as part of the autism spectrum of disorders, which includes high-functioning autism, and a broader class called ‘pervasive developmental disorders’ (PDDs) or ‘pervasive developmental disorder – not otherwise specified’ (PDD – NOS), both very mild forms of autism. It is characterized by difficulty in social interactions and communication, distinctive patterns of behaviour and intense, narrowly focused interests. People with Asperger syndrome may also use language atypically and may display clumsiness, although these are not required to be evident for a diagnosis to be made. 


Asperger syndrome begins in infancy or childhood and is present throughout life to varying degrees. Some people who show Asperger-like traits in their social behaviour will not be diagnosed with Asperger syndrome. There is no ‘cure’ for Asperger syndrome, although behavioural therapy can help people with Asperger syndrome to cope with and improve their social interactions and communicate more effectively. 


There is debate about the causes of Asperger syndrome, but it may be caused by genetic differences in brain structure, although brain imaging techniques such as functional magnetic resonance imaging (fMRI) scans have not proved conclusively that there is any pathology involved.


History of Asperger syndrome


Asperger syndrome is a relatively new condition to be added to the range of autism disorders. It was described by Hans Asperger in 1944 when he documented the social isolation and behaviour of children in his practice as a paediatrician at the University Children’s Hospital in Vienna. These children were described as having difficulty with social integration, lacking non-verbal communication skills and being unable to show empathy with others. They were also physically clumsy. He called the condition ‘autistic psychopathy’ (autism means ‘self’ and psychopathy means ‘disease of the personality’). He called his patients ‘little professors’, due to their ability to talk so knowledgeably and in such detail on their favourite subjects. He believed many of the children he studied would go on to achieve extraordinary success in their adult lives. Indeed one of Asperger’s patients, Elfriede Jelinek, was awarded a Nobel Prize for literature in 2004 for her writing as a novelist and feminist playwright. 


Hans Asperger himself was described as distant and lonely as a child. He had difficulty making friends and displayed aspects of what he later identified as Asperger syndrome. Asperger set up a school for children with autistic psychopathy towards the end of the Second World War. However, the school was bombed and much of his early work was lost. His paper on Asperger syndrome was published in German and was not widely read at the time – he died in 1980, before his work was recognized. 


Asperger syndrome is thought by some to be a form of high-functioning autism and the diverse work of both Asperger and Leo Kanner, an Austrian-American psychiatrist, formed the basis of the modern study of autism. Asperger syndrome was first popularized to the English-speaking medical community by Lorna Wing, an English psychiatrist, in 1981 through a series of case studies of children showing similar symptoms. Wing’s own daughter was autistic and she became interested in researching autism spectrum disorders; she also founded the National Autistic Society (NAS) in the UK in 1962 (see Useful addresses at the end of the book for details of this and other organizations). 


Later, in 1991, Uta Frith, a leading developmental psychologist, translated Hans Asperger’s paper into English and by 1992, Asperger syndrome became a standard diagnosis. It was included in the World Health Organization’s classification of diseases in 1992 and added to the American Psychiatric Association’s manual of mental disorders in 1994. 


Since then, hundreds of books and articles have been written on Asperger syndrome, and autism spectrum disorders and there are now many websites dedicated to the subject. Not surprisingly, the estimated prevalence of people with Asperger syndrome has increased dramatically due to this increased awareness among both professionals and the general public. The debate continues among clinicians, researchers and people with the condition as to whether it should be called a syndrome, a disorder, or indeed whether it should simply be left as a neurological difference. 


Prevalence of Asperger syndrome


Because of variations in the criteria for diagnosing Asperger syndrome, there are widely differing estimates of its prevalence. Also, there is no register of people with autism or Asperger syndrome in the UK, so it is all the more difficult to estimate the prevalence of the condition. 


Estimates of the prevalence of Asperger syndrome in children range, depending on the diagnostic criteria, between 0.3 per 10,000 and as many as 8.4 per 10,000 children (which equates to between 1 in 33,000 and 1 in 1,200 children). Some researchers suggest that as many as 1 in 70 schoolchildren are being diagnosed with some form of autism, somewhere along the autism spectrum. Clinical psychologist Tony Attwood believes that about 50 per cent of children with Asperger syndrome are currently being detected and diagnosed – the others are being missed by clinicians or managing to camouflage their difficulties and avoid detection.


 The prevalence of Asperger syndrome in adults is notoriously difficult to estimate because many people with Asperger syndrome do not seek a diagnosis, or have developed sufficient skills to overcome their difficulties. However, from the figures that are available, there are an estimated 1 per 1,000 adults with Asperger syndrome, although some experts say it is as high as 1 in 300. According to the National Autistic Society, there are 588,000 people with autism, including Asperger syndrome, in the UK today, although this is likely to be an underestimate. It is found at least ten times more commonly in males than females, according to Professor Simon Baron-Cohen of the Autism Research Centre at Cambridge University.


The characteristics of Asperger syndrome


Let’s discuss in more detail the characteristics of Asperger syndrome as a lifelong condition. The basic characteristics include impaired communication and social interactions, as well as repetitive behaviour and a preoccupation with a narrow subject area. People with Asperger syndrome tend to hold long-winded and one-sided conversations and can be pedantic in their communication with others. They are usually highly intelligent and have no problems with language development in childhood.


Social interactions


Someone with Asperger syndrome tends to lack empathy with other people. The ability to show empathy first requires an ability to recognize the emotional state of another person. This is an important social skill when communicating with neurotypical people because it is often the only way really to understand what is important to them and establish a cooperative and productive relationship. Although the actions and words used by most people are fundamentally driven by their emotional state, it is perhaps surprising that many people don’t necessarily ‘spell out’ how they are feeling at the time. We therefore need to listen to tone of voice or observe body language such as eye contact, posture, gesture and facial expression. For people with Asperger syndrome it is not impossible to develop and maintain friendships; it can however be quite challenging. Those with Asperger syndrome establish romantic relationships with difficulty and may not display socially accepted behaviours. However they are not generally shy or withdrawn around others, which is a positive attribute.


 From the perspective of a neurotypical person, someone with Asperger syndrome may appear awkward or clumsy in social situations and have difficulty responding to non-verbal signals. For example, people with Asperger syndrome may have difficulty recognizing the reactions of someone listening to one of their long-winded speeches, and this can lead to inappropriate behaviour. People with Asperger syndrome may be considered insensitive to others’ feelings and even though they may have a theoretical understanding of human emotions, they have difficulty in applying this knowledge to real-life situations. A willingness to try to socialize in the generally accepted way can result in awkward social interactions such as forced eye contact and rigid behaviour. Contrary to common belief, people with Asperger syndrome do not necessarily prefer to be alone – they enjoy social contact, despite the difficulties it might bring.


Case history: Peter


Peter had an impressive talent for information technology and his strong knowledge of computer architecture and operating systems was an asset to his employer. Peter’s approach to his work was very exacting and he would not tolerate errors or inconsistencies in his work activities. There was no room for ambiguity and everything he was involved in was categorized in one way or another. Unfortunately, Peter’s exacting approach to IT was also applied when it came to social situations. His wife had invited her friend Julie to dinner one evening. Julie was wearing a new dress and asked Peter and his wife what they thought about it. Although his wife was complimentary, Peter was compelled to point out that Julie was too fat to wear the dress and that the seam had stretched in the area of her waistline. At one level, Peter was being honest and he considered that this exact and diagnostic response was exactly what Julie had requested. In reality, Peter had not recognized that Julie was looking for compliments and only wanted to hear about the positive aspects of the new dress in a way that would help her forget about her weight problem. The impact of Peter’s behaviour was far-reaching and Julie did not feel confident to visit their house in future. This made Peter’s wife unhappy and she missed seeing her friend Julie on a frequent basis.


Everyone has some limitations in their capacity for social contact. Some people enjoy socializing, are extroverts and can happily interact with others for hours on end, but others tire of socializing quite quickly and may be introverts at heart. This is all perfectly understandable. People with Asperger syndrome may have a limited capacity for socializing because they are only able to achieve success in social interactions by intellectualizing and thinking about how social interactions work – they find it difficult to understand this process intuitively as neurotypical people do. This can be exhausting for anything more than a fairly short period of time.


Obsessive interests


People with Asperger syndrome may collect huge amounts of information on their favourite topic and will often dominate social interactions and conversations with long monologues about their particular interest. Many people with Asperger syndrome tend to have narrowly focused and intense interests which can be limited and repetitive. They may pursue a narrow topic, delving into the minutest detail without necessarily having a good understanding of the broader subject.


Case history: Timothy


Timothy is 29 and his behaviour is typical of someone with Asperger syndrome. He has an impressive and highly detailed knowledge of the postal code system, yet it is significant that many of the people who know Timothy have a low tolerance of him because of his preoccupation with the topic of post codes. On a recent walk through his local park, Timothy sat next to June on the park bench. He started to list a number of post codes for the district of Bradford. His list began with BD1 1TG, BD1 3PZ, BD3 8DS, BD8 9BN and how these numbers corresponded to shops and places close to Bradford town centre. At no point did Timothy ask June about her interest in the topic of post codes or try to explore a point of common interest (perhaps a holiday town). He continued listing more and more post codes and covered some for the Leeds area including LS2 8DG, LS1 5ER and LS2 7RQ. At one point June tried to change the subject, but Timothy’s lecture on post codes continued for 15 minutes. Although Julie did not want to tell him how bored she was feeling, her body language was obvious to passers-by – she was resting her chin on her hand and looking away from him. June did not want to appear rude or to abandon Timothy but her feeling of boredom became so intense that she simply had to do something to escape from the situation. So she pretended that she recognized a friend across the park and raced off towards the person she saw, leaving Timothy on his own.


 Timothy very much likes to be near other people and feels happier in company than on his own. Unfortunately, similar experiences to the one he had with June have happened many times in the past. He knows that somehow he gets stuck in a groove and can’t seem to move out of it.


Movements


People with Asperger syndrome often display stereotypical and repetitive physical behaviours such as twisting or flapping hand movements and strange, sometimes complex movements of the body, which appear to be ritualistic and voluntary (rather than involuntary movements such as tics or spasms). They may have an unusual gait or posture.
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