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We would like to dedicate this book to Matt, who has grown up into a fine and caring young man and encouraged us to share his story with you, and also to his wonderful brother Paul, who was a guide and an example to him and remains so to this day.



About the authors

Jackie

The idea for this book first germinated because, in the initial shock after my son Matt’s diagnosis with autism, I was looking for a book that would help me with practical ideas, and I couldn’t find one. As time went by I evolved lots of practical tips of my own, which I wanted to share. I studied for an NVQ Level 3 in special needs, worked in special needs schooling and with individual children, as well as living with ASD at home with Matt, so I understand from both sides how to help these children and their families. I realised that what I was doing was really helping Matt and other children I worked with, and wanted to pass the information on. As luck would have it, the parents of one of these children were publishers and asked if I would like to write a book about what I do. I must admit that this scared me, but I was lucky to be partnered up with Beverly Davies, a writer. So I empty out the contents of my head and, voila, Bev turns it into a book. We both hope you will find it helpful.

Beverly

I have been a journalist for many years, specialising in health and family issues. Putting together this book has given me a keen interest in how we help children with special educational needs, and an awareness of the huge problems that beset parents, not least in finding the right school for their child. What started as a straightforward writing job has led me to become a volunteer reading helper in a primary school. It has also led to a real friendship with a very inspiring person. Jackie is a brave and compassionate woman who knows that problems, however terrible, are there to be dealt with, and has an instinctive grasp of practical solutions. She has a massive optimism, and a belief that everyone should have a chance to be the best they can. This translates into a body of good advice, and a conviction that most situations can, at the very least, be made better.




Introduction to the second edition

When we got together to write the first edition of this book, back in 2005, discovering that your child was on the autistic spectrum was, for many parents, the start of a journey into the unknown. Our book was designed to be resolutely practical, and we hoped it would be a lifeline for families who were having a difficult time of it. We are more than happy that this has proved to be the case, and that as we embark on this comprehensively updated edition quite a lot has changed.



Books such as the bestseller The Curious Incident of the Dog in the Night-time, television programmes and feature articles have helped to raise general awareness of the autistic spectrum. However, awareness is one thing; understanding and tolerance are quite another. Life can still be very difficult for families with a member on the autistic spectrum, and that is where the advice in this book, reconfigured for a new generation, comes in.



It is probably safe to say that there is more acceptance of ‘difference’ than there was when we started; more research, more investigation and lots of promising new findings – such as new research that shows that autistic people have more brain connections than is the norm and studies that suggest that, in some cases, autism is outgrown as a child gets older.



But does that translate into an easier life for families with a member on the autistic spectrum? The jury is still out on that one.



We wrote the first edition of this book when my autistic son Matthew was 14 years old. The book included my front-line experience of bringing up a child with autism and my strategies and tips. Matt is now 24, and in this second edition, I am able to draw upon another decade of experience and share with you how far he, and we, have come.



When I look at Matt, who has been sharing a flat with friends and working as a painter and decorator, I am amazed and thankful for how far we have come. As a family we have been through some terrible times, the worst of which was the loss of Matt’s big brother, Paul, who was killed in a car crash. This book still contains a lot of references to Paul, as he continues to be a beloved part of our family.



In this new edition of our book we will cover my family’s own hard-won tips to help your ASD child deal with grief and bereavement, and some surprising things that we found out ourselves along the way. Interestingly, this is one of those situations where the ASD mindset can be a positive advantage.



I feel that a lot of Matt’s achievements as a young adult are a direct result of the way that we brought him up, so all my advice for dealing with your ASD child at different ages and stages is still here, as well as a wealth of new hints to take you through the teenage years and beyond.



We’ve also included some other children’s stories in this new edition, showing you how other parents have dealt with the issues that having an ASD child brings, and how they have coped.



We have all come a long way – but it is important not to forget how and why it all began.




Introduction to the first edition

Getting a diagnosis of autism spectrum disorder is not the end of the world – but it is the beginning of a journey.



A boy is standing at the side of the road. He is screaming and crying and flapping his arms, in a state bordering on complete panic. To an outsider it looks as if he is having a terrible tantrum, but I know there is much more to it than that. His unhappiness is hard to bear. I don’t know what to do about it and, of more immediate importance, I don’t know how to get him across the road.



Because Matt was my third child I knew there was something different about him from day one. He didn’t connect, he didn’t make eye contact, he didn’t walk until he was two and his speech development was very slow. The diagnosis of Asperger syndrome was a long time coming. In fact, when we finally knew what was wrong, it was almost a relief to be able to give Matt’s problems a name and to feel that we had some idea of what to expect.



Now Matt is 14. He goes to regular school, and a casual observer, seeing him with his friends, would probably think he was a teenager like any other. He is in a band at school, mucks around and gets into a bit of trouble from time to time, just like the rest of the boys. He communicates with other people reasonably well and has pretty good social skills.



The normal teenager and the autistic teenager in Matt are slightly at loggerheads. He wants to be like everybody else, but he doesn’t really know where to draw the line, so he gets into more trouble than the others. He will still sometimes do extreme things – he walked through a bonfire because he wanted to see what it was like (his shoes melted, so I like to think he wouldn’t do it again, though of course I cannot rule it out). He still needs routine and likes to know exactly what is happening and when.



It has been a long journey from that terrible day at the side of the road to where we are now, and I want to tell you how we made it.



If you have just had a diagnosis of autism spectrum disorder (ASD) for your child, don’t panic. I just want everyone to know that however bleak the diagnosis can seem, you may well be able to make the sort of progress that we have made with Matt. I don’t want to paint a picture that is too rosy, but I have as much pride and joy in Matt as I do in my other children. I think over time, partly because I am now trained in learning support for special needs pupils, partly because I have a habit of observing and analysing behaviour, I have found some good ways of dealing with Matt and his problems, and I would like to share them with you.



It took a long time to get to the bottom of those roadside panics of Matt’s, but I got there in the end. At first I didn’t understand his anxiety, I thought he was just having a terrible tantrum. I used to pick him up and put him back in his buggy and carry on, even though he was screaming at me. It wasn’t until I started to look at just when he was doing it that I realised that there was a pattern. If we were trying to cross the road he would get in a total state and curl up on the pavement, screaming. He would start flapping his arms and would get really panicky. His anxiety went off the scale. I just couldn’t say or do anything to control him. He would keep repeating the word ‘cars’ because he couldn’t talk very well at that time. After a while, I understood. He was getting into a state because the cars were coming in too many different directions for him to concentrate on them all.



I needed an idea to help him with crossing the road, so at home we set up his car mat with cars and played at crossing the road using the toy cars so that we could check which side they would come from when you were crossing. Then when we went out we could put into practice which way you would have to look to see the cars coming.



A lot of parents get stuck into the trap of trying to make their child behave in a ‘normal’ way, rather than trying to understand what the problems are. I always try to be responsive to Matt’s problems, just as I was with the cars, and I don’t try to make him behave the way my other children behaved. In fact, that would be impossible, because he is so fundamentally different.



Some parents may well think that their child will get over or grow out of these things or that they can simply force him to change, without ever realising that there are reasons for a lot of the strange behaviour or understanding the implacable if bizarre logic behind it. They don’t work out how to help their child to cope with whatever is upsetting him.



When we are bringing up our children there are a lot of things that we simply never explain because we assume that they somehow automatically know them, but they may puzzle away at something for ages and worry about it without our realising. We need to see things through children’s eyes. Bringing up Matt made me realise that you should never assume they know or understand something. I have to go right back to basics and explain things every time; he can’t just accept what I am saying.



With my other children I think I was a run-of-the-mill parent. I can see how I have changed with Matt because he is so different. I often think I should have explained things more to the older two. The experience I have had with Matt has taught me a lot, which I try to relay to other parents through my work, when we talk about the children’s worries and try to find a way around them.

Once you know it is an autism spectrum disorder

•    Don’t panic. Most situations can be improved.

•    Try to look at things through your child’s eyes.

•    Try to understand your child. If you realise why they do things you will begin to see how you can help.

•    See what your child does in troublesome situations and write it down. It is likely that a pattern will start to emerge.

•    Be prepared to go over things with them time and time again.

•    Love your child for who they are, and help them to be proud of themselves; don’t try and change them – but do try to do something about things that cause them problems.

•    Take a look at every source of help and advice that comes your way. The more support you can get the better – and that’s what this book is for.
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Defining the condition

Autism is a complex developmental disability that affects the way children communicate and relate to the world around them. The spectrum of autism means that children are affected by the condition to different degrees. According to figures from the National Autistic Society around 700,000 people, or more than one in 100 of the population, are somewhere on the spectrum, which ranges from severe autism, through high-functioning autism to Asperger syndrome at the more able end.



If you suspect that your child’s behaviour puts them somewhere on the spectrum you may still find that a definitive diagnosis is a long time coming. Autistic difficulties are usually present from birth, though children may appear to develop normally until about age two to three before problems become hard to ignore. In the past, many people could not get a diagnosis until their child started school or even later. Now things have improved in this area to the extent that diagnosis – and helpful treatments – can kick in at a much younger age. Although ASDs are not curable, they respond to treatment, especially if this starts as early as possible. If you feel that your child may be affected it is worth pressing for a specialist diagnosis as soon as possible, making your GP your first port of call.



You can see why it can be hard to spot ASDs in very young children. Diagnosis is based on observing behaviour; after all this is a handicap that is social rather than physical. You can only really spot problems with social interaction when a child reaches toddler age, although parents are often sure that there is something amiss from very early on.

Common things to look out for

Although this is a condition that needs to be diagnosed on a very individual basis, rendering a tick-box list of symptoms unhelpful, there are some factors that will help to point you towards a diagnosis. ASDs affect the way an individual relates to others and communicates with them, disrupting the development of social, communication and cognitive skills. Common factors for both autism and Asperger syndrome are:

Difficulty in communicating

•    problems in understanding language – very literal interpretation with no appreciation of nuance

•    problems in using language – if verbal, speech patterns are often peculiar

•    problems in recognising or interpreting facial expressions, gestures and tone of voice

Difficulty in social relationships

•    can seem aloof and indifferent to people

•    lack of two-way social relationships

•    lack of empathy/sympathy – find it hard to understand that others may see things from a different viewpoint

•    sometimes want to establish a relationship but no idea how to

Lack of imagination and creative play

•    fear of change, preference for sameness – restricted interests: limited play



Together, these three areas of difficulty are known as the triad of impairments. This triad is often accompanied by a narrow and repetitive pattern of activity that is comforting to the child.



It is important to consider what the triad means to each individual child: the areas of difficulty may not be equally impaired, and the results of impairment may be different at different stages of development, so treatment should always be tailored to the individual.



Children with ASDs find it hard to make sense of what is going on around them. Understanding other people’s expressions of emotion can be difficult or impossible for them and it can be very hard to develop friendships. The difficulty people with ASDs have in imagining what someone else may be thinking or feeling is explained by the idea that they lack what is known as a ‘theory of mind’. A child with autism may well think that you know everything that they know or think, and it will not occur to them to try to communicate any of it to you.



The need for routine is paramount. When a child has trouble comprehending their environment and no way of predicting what will happen next, then routine is a great source of comfort and safety. Any attempt to vary a routine or pattern may lead to challenging behaviour from the child. However, on the bright side, this dependence on routine and structure can be a positive thing in a classroom context.



Children with Asperger syndrome are not as withdrawn as classic autists; they often enjoy contact and want to be sociable, though their difficulty in ‘reading’ social signals from other people can make this hard for them. While people with Asperger syndrome often speak fluently, they may not take much notice of the reaction of listeners. These children do not necessarily have any of the accompanying learning disabilities associated with autism, and will often enter mainstream school. They can be very good at learning facts and figures, though they do find it hard to think in abstract ways. The idea of the autistic genius is something of a modern myth. In fact, ASD IQs go right across the range from genius to severe learning difficulty, and up to 75% of people with ASDs have learning difficulties of some kind.

Clarifying ASD

ASD is:

•    a developmental disorder

•    associated with unusual response to sensory stimulation

•    four times more likely to occur in boys than girls

•    found in all social groups.

ASD may be:

•    genetically linked – you may find other family members with ASD

•    accompanied by epilepsy and other disorders such as ADD (attention deficit disorder) and OCD (obsessive compulsive disorder)

•    accompanied by particular skills such as music, drawing or maths

•    accompanied by moderate or severe learning difficulties.

ASD is not:

•    caused by parental rejection

•    caused by stress, though stress and anxiety may make the symptoms worse.

How we got our diagnosis

Because Matt was my third child, I knew from very early on that he was not exactly standard issue. I’m not at all sure that I would have picked things up so quickly if he had been my first. Despite my early worries, it took a long time to get a diagnosis; in fact he was nearly eight when we knew for sure.



Apparently autistic children are often late developers, and Matt certainly bore that out. At 18 months he wasn’t talking or walking or doing other age-appropriate things. I brought my concerns up with the health visitor but didn’t really get anywhere. When Matt was two and a half I went back, and they still said I had to wait until he was a bit older. When he started nursery, still in nappies, they noticed that he was a loner who always played by himself and had no interest in getting to know the other children. The staff found it very hard to get any response from him; he seemed to have no comprehension of what was going on around him.



We had a huge daily battle to get anywhere when Matt was a toddler. He used to flap his hands and get upset in a way that children usually don’t, getting very angry about things when they didn’t seem to make sense to him. We thought a lot of his temper was because he was frustrated that he couldn’t walk yet. When he did start walking he fell over a lot, and some of his behaviour was downright disturbing. If we had someone around to visit he would scream all the time. We couldn’t sit and chat or have tea, because he would just scream. In consequence, we didn’t have people around, or go out much, because it was such a hassle.



Things certainly didn’t seem right with Matt, but we didn’t know what was wrong. We just thought it was extreme quirky-toddler behaviour – we thought his toddler stage was going to last forever. Just to go and do the shopping was a nightmare. Getting him dressed was a daily struggle, and the other children were always put on hold. It seemed really wrong.



When I went to the GP my main concern was that Matt never responded to me. I had thought that his hearing might be at the root of it, but that proved to be fine. Then I mentioned his lack of responsiveness, at which stage we were referred to a paediatrician who did the test for epilepsy and sent us on to a child psychologist, who took a history of everything that had happened to Matt from birth onwards.



The tests revealed both epilepsy and Asperger syndrome. Although I had heard of autism, Asperger was a completely unknown quantity. When we first got the diagnosis, we were dumbfounded. We didn’t know what we needed to do. It took us months to come to terms with it. A disability you can see is much easier to accept than a mental disability. Every time we looked at Matt we couldn’t believe what we had been told. He looked so normal and he was such a sweet child in so many ways that I found it very hard to believe that something had gone wrong with his brain.



A lot of parents are reluctant to take their children in to be assessed because they are afraid of that label, and I can understand that. But the label opens up a world for these children to get much more of the help they need, for them to understand why they feel so different from everyone else, and for you, as a parent, to understand them. At the mild end of the spectrum, without a diagnosis it would be possible for an autistic person to go their whole life without knowing why they felt different. If you are older when you find out what is causing your problems, you can start to deal with your condition, and, if you so wish, to break some of the habits that make you look different in society. As an individual, fitting in can help you if you want to be in the group. We all have to modify our behaviour to some extent. As the parent of a child with an ASD, you have to make some of these decisions for them.



I believe that getting the label is better than not knowing, and it has certainly helped with Matt. Some parents give their children all the details of the condition. I didn’t choose to do that with Matt. I felt that showing him everything on a list of behaviour would make him think ‘Well, I have to do this because it is part of my condition, and I can’t do that because that is part of my condition.’ A list like that is both limiting and defining.



However, I am really glad that we got Matt’s diagnosis sorted out when he was young. If we hadn’t known until later, it would have been much harder because there would have been different barriers. It is important to get a diagnosis for practical reasons, too. Diagnosis in our case led to statementing and, with any luck, should lead to a proper consideration of your child’s educational needs. The label may qualify you for Disability Living Allowance or a disabled parking permit, which can certainly make life easier. Really, anything that helps has got to be worth it.



I never want to change Matt – as he once said to me, ‘Who is different, me or you?’ – and he has every right to be the person he is.

Spotting the signs

Recognition of ASD has increased since I was first looking for answers with Matt. Early diagnosis helps in so many ways. There are lots of things that can be done to help your child, and the sooner you start, the more likely they are to be effective. It can certainly help to get started before behaviour patterns get too entrenched.



If this is your first child you have no point of comparison, so there are things you could easily miss and your worries may only become clear over time. With the late emergence of all the signs, and average gaps between children of two to three years, it is quite likely that by the time you realise that something is seriously amiss with your first child you will either have or be expecting your second.



It is not always easy to get an early diagnosis however sure you are that there is something wrong. We saw five or six people before the diagnosis, and the extent of Matt’s problems emerged only gradually. If you notice that your child is a loner, or doesn’t make eye contact, or talk, or point at anything when they might be expected to, you might want to look for other things in their behaviour that chime with this diagnosis. There are not many absolute rules, however. Most children with ASD don’t want to share information or point out things. Matt would take my hand and lead me to what he wanted me to see, but that is far from typical; he was always unusually communicative for an ASD child. If you are worried, make a list of your concerns and take them to your GP. See Chapter 15 for more on getting help from health professionals.



If your child is very young, you might first mention your worries to your health visitor. Seeing your GP is likely to be the next stage, and you should then be referred for a formal assessment, ideally by a team of professionals including a specialist psychologist and perhaps a speech and language therapist. If your child is school age, you might want to make an initial appointment with the school’s special educational needs co-ordinator (SENCO) to talk over your worries. In any case, formal assessment should be followed by a written diagnostic report and recommendations.




A word about CHAT

CHAT stands for Checklist of Autism in Toddlers and is a screening tool developed at Cambridge University’s Autism Research Centre. It consists of a series of simple, but defining questions for parents and GP, such as whether the child points at things to show interest in them, enjoys pretend play or takes an interest in other children. The researchers suggest that it should be included in the GP’s 18-month check of all toddlers. This does not happen at present but, if you have concerns, you could ask your GP to do the test. Details can be found on the National Autistic Society website (www.autism.org.uk) or the website for Child Autism UK (formerly known as Peach), an early years autism charity which supports parents and specialises in behavioural interventions for children (www.childautism.org.uk). With an eye to the effectiveness of early intervention, it is worth pressing for a diagnosis if you have worries, and, while not in itself a diagnosis, the CHAT test is a substantial first step.



What if you have trouble getting a diagnosis?

A written diagnosis, where a health professional writes that your child has an autism spectrum disorder, is essential if you and your child are to get the help and support you need.



But it can be dreadful for parents who know something is wrong, suspect it is ASD and cannot convince health professionals. This can be a very isolating experience and, alas, is not uncommon. If you are having trouble getting a diagnosis, there are some steps you can take.



•    Find out the way through the maze from support groups (the National Autistic Society could be your first port of call) and fellow parents.

•    Try to work with the professionals and avoid conflict, even if you disagree. Give a clear summary of your child’s problems. Some professionals are against ‘labelling’ children, but the ‘label’ given by a clear diagnosis is the only way to get the help they need.

•    Make sure you feel happy that you have a complete diagnosis. Remember that ASD goes right across the spectrum of intelligence – so a child’s intelligence levels have nothing to do with whether or not they are on the ASD spectrum. Many other disorders such as OCD, ADD or challenging behaviour can be a part of the ASD, so if you feel you have not received a complete diagnosis, keep going.

•    Accept that it can take time – a lot of time – to get the clear diagnosis you need. You have to trust your instincts as a parent – you know your child better than anyone.



The Elizabeth Newson Centre in Nottingham helps parents of children with developmental communication disorders to obtain a specialist diagnostic assessment of their child as early as possible. The centre is a charity and parents can make a direct referral, although for funding purposes it is probably best to be referred by your GP or paediatrician. (01623 490879; www.autismeastmidlands.org.uk).

Dealing with the triad

There is only so much you can do here. You are dealing with a person and you can’t make parts of their personality go away, but there are things you can try that may help in almost every area.



•    Difficulty understanding language – use one of the specially developed communication systems (PECS for straightforward communication, Makaton where things are more severe – details in Chapter 2), also CDs, and, if your child likes TV, use DVDs to help you, or even make your own little films. You could make a short film on aspects of daily life, like dressing, or eating at the table or introducing members of the family over and over again until the child starts to recognise them.

•    Difficulty showing or understanding emotions – when they smile, say ‘That’s a lovely happy face’, when they cry, say ‘You are so sad’, underlining the emotion they are feeling. Get them to draw someone’s happy face, so they associate the feeling with a person.
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