

[image: Image Missing]




Autism and Asperger Syndrome in Childhood


I have been working in the field of autism for decades, in capacities ranging from practitioner to researcher to trainer to lecturer.


My work has involved helping local authorities to develop services and good practice, coordinating and developing services and training for the National Autistic Society (NAS) and being part of a research team at Nottingham University. I have also spoken at a number of national and international conferences on a variety of autism-related topics.


Presently I am a senior lecturer on autism at Sheffield Hallam University. I am the course leader for the postgraduate certificate in autism and Asperger syndrome, run in collaboration with the NAS, and supervise several students at doctoral level, many of whom are autistic. I am very proud that several of my autistic (ex) students have completed their doctorates successfully. I also continue to be involved in research in a wide range of autism-related areas.


In 2011, I was awarded the Inspirational Teacher Award, in 2012 the Inspirational Research Supervisor Award and, in 2018, my third Inspirational Award. In recognition, my university presented me with the Sheffield Hallam Vice-Chancellor Award. In 2015, I was a finalist for the prestigious NAS’s Lifetime Achievement Award for a Professional. In 2016, I was the winner of the NAS’s Autism Professionals Award for Achievement by an Individual Educational Professional. In 2016, I was nominated and reached the finals for the Autism Hero Awards in two categories – Lifetime Achievement and Individual Professional – and won both categories.


Occasionally, I have made media appearances, including on the BBC and Radio 4, and featured in articles that have been published in the Guardian, the Independent and The Times. In the award-winning Aukids magazine, in its list of the top ten all-time favourite autism blogs, mine reached the number two spot.


In other writing, I co-wrote the ASPECT consultancy report – the largest consultation that had ever been undertaken with adults with Asperger syndrome up until that time – I have co-edited five books on autism and Asperger syndrome, I wrote Autism and Asperger Syndrome in Adulthood and have written various other pieces published in journals and books.
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Introduction – and welcome to autism!


So, as the chapter heading states, welcome to autism! And a very warm welcome it is, too. Whether you are reading this as someone who thinks your child may be autistic or has recently found out that he or she is, or as a sibling, grandparent or any other family member, or a keen professional looking to expand your knowledge – whoever you are, I am delighted to have you join this fabulous, intriguing, beguiling, frustrating, fascinating, wonderful, exciting, remarkable and awe-inspiring world of autism. And, yes, it can be all of those things – and far more besides! Irrespective of what you might have been told, what your current thinking is or what preconceptions anyone might have, I promise you, the list of adjectives that can describe what you will go through in the forthcoming years is pretty much endless.


Before I go any further: the title of this book refers to ‘autism and Asperger syndrome1 in childhood’ – just for absolute clarification, I do not believe that autism is ‘in’ anything, but this book is aimed at parents of children, hence the reference to childhood. Second, autism is around to stay, it’s for life, not just for childhood – just thought I’d best make that clear! Third, while the title does refer to childhood, my hope is that the book might be useful way beyond the readership of parents, so if you don’t ‘fit’ into the category ‘parent of an autistic child’, don’t stop reading!


A quick note on terminology


So, when I write ‘I’, I mean me. But while I refer to myself, what I am really doing is leaning incredibly heavily on experiences that have been so kindly shared with me over the decades – real-life experiences of autistic children and adults, parents of autistic children and, of course, sometimes the experiences of autistic parents of autistic children.


When I write ‘you’, I mean you, the reader. I am hopeful that this book may be useful to a whole range of people, including professionals, but, in the main, I am imagining that my audience is the parent – so that is who I am addressing as ‘you’ unless I state otherwise.


When I write ‘we’, I am referring to society as a whole, as a collective, without singling out any specific part of that population.


When I refer to ‘your child’, I may switch between genders – this is for narrative flow more than anything else. I am of the opinion that there are as many autistic girls as boys, so will use ‘him’ or ‘her’ and ‘he’ or ‘she’ interchangeably. By the way, I am fully aware that the number of girls identified as autistic is way lower than is the case for their male counterparts, but this is not because girls are less likely to be autistic, but because they are just less likely to be identified as such! Also – while we’re clarifying things – although I use ‘child’ in most cases throughout, autistic children do grow into autistic adults; many of the issues written about in the book are equally applicable to adults.


The predominant neurotype (abbreviated to PNT) is my preferred term for referring to the non-autistic population. Many people use the term ‘neurotypical’, but I am wary of the possible connotations of ‘typical’ with its potential associations with ‘normal’. Autistic children are not abnormal. In fact, most autistic children are delightfully ‘autistically normal’, usually until others get hold of them and try to make them behave more like the PNT!


I use ‘autistic child’ (or sometimes ‘autie’) rather than ‘child with autism’. This stems from the overwhelming autistic voice that asks us to do so; it also aligns with my beliefs around language and the importance of the autistic self. Autism is not an ‘add-on’ to the person! This particular point is explored in many written works, not least blogs written by autistic authors. My understanding is that being autistic is intrinsic to the person; thus, I prefer to avoid ‘with autism’, which, to me, suggests that autism is not an integral part of the human being.


Very importantly, when I refer to the autistic child I am doing exactly that – in other words, I am not referring to a child who has additional intellectual impairments. Any child – autistic or not – may have intellectual disabilities (or learning disabilities); autistic children will demonstrate a full range of intellectual abilities that will play a significant part in how the child experiences life. This book has its focus on children who are autistic, not children who are autistic with additional learning disabilities.2 However, I do also know of people who have had a diagnosis of learning disability in childhood who end up demonstrating that they have no intellectual disability whatsoever – in fact, they may turn out to demonstrate high levels of intellectual ability. Being autistic can massively increase levels of anxiety, which, in turn, can lead to a child ‘presenting’ as less intellectually able than he or she actually is. Over time, if those anxieties decrease, it can become apparent that the original supposition of a learning disability was an error. This raises a hugely important point, about not judging a child merely based on how he or she presents. More on this later.


Last – and possibly most importantly – just because being autistic puts your child into a minority group, it by no means lessens his or her importance or place in this world. Your child need not be defined by being autistic, and you do not need to be defined by being the parent of an autistic child. It is sad, in many ways, that there is commonly a ‘majority rules’ kind of attitude within society: almost invariably, within a group, the autistic child will be identified as exactly that – the ‘autistic one’ – but not in this book! In this book, the narrative is all about the autistic population; it is the PNT that is in the minority, at least in terms of the subject matter. I certainly use ‘autistic’ frequently throughout the book, but I also simply refer to ‘children’ or ‘child’ – the assumption being, within this context, that those referred to are autistic. So, if I need to refer to a PNT child, then I will proactively do so. In the meantime, feel free to assume that any child I refer to will be an autistic girl or boy.


Autism and intelligence


Incidentally, intelligence has nothing to do with autism. One can be autistic and incredibly intelligent, and one can be autistic with a profound learning disability – and one can be autistic and sit anywhere in between those two states. Actually, I am not sure why I started the paragraph with ‘incidentally’ – it is not incidental at all, it is an important point; so many people assume that being autistic means either one has some kind of amazing savant-type skill (which, while some may, is not actually particularly common) or one has intellectual disability. These are the sorts of assumptions that are based on ignorance and should be widely ignored. Being autistic does not tell you anything about an individual’s intellectual ability whatsoever.


My position on things


Clearly, what I write is my opinion and, as such, is open to challenge. However, I aim to be as ‘true’ as I can to all those extraordinary people who have taught me so much over the years and allowed me to formulate my own voice and opinion, in the hope that I do justice to the amazing autistic population I have been so fortunate to engage with. So my caveat, I guess, is that, while I won’t constantly keep writing ‘in my opinion …’ as it would become cumbersome, do bear in mind that everything is, indeed, just that! You will soon discover that, within the autism world, there are such varying opinions – some diametrically opposed to one another – that finding any consensus is nigh on impossible. Having noted that, many people are very firm in their own beliefs – and I think that my own beliefs are absolutely justified!


I won’t go into all the reasons why you should trust me and won’t bore you with my CV. Rather, read on and simply decide for yourself whether or not what I’m writing makes sense and is helpful to you and your child. Far too much is written about autism as a tragedy, a mystifying ‘condition’ that takes away the ‘normal’ child, leaving the parent bereft and mourning what could have been. Why? I don’t read stories of parents of PNT children suddenly bemoaning the fact that their child isn’t showing any of those gorgeous characteristics so often associated with autism. I don’t hear parents saying, ‘Oh, my poor child, she isn’t autistic – and poor me, I’m missing out on that incredibly rich experience of parenting an autistic child’ and so on. Just because parenting an autistic child brings its own challenges (which it certainly does), that doesn’t mean the child herself is any ‘less’ or should be seen in a different light simply because she happens to belong to a minority group. Many of the challenges, as you will discover for yourself, I am sure, stem from the outside world rather than from the child herself; the problems often arise from society and its ignorance about autism – not from the autistic individual herself.


My ‘position’, therefore, is that autism is not a tragedy. Yes, autism brings its own set of problems, issues, challenges, but many of those are situated outside of the child. Being autistic need not be a problem; being autistic in a society that doesn’t understand, however, that most certainly can be a problem.


Why read on?


So, let’s get something straight from the outset: much (maybe even most) of what you might read, listen to, hear about in relation to autism is negative. This can range from the way it is represented in the media to articles in academic journals and everything in between. There is a small but growing number of voices (literally and figuratively) that counter this negative perception, and this book situates itself firmly in among them. Your child is not a disordered, impaired, diseased, dysfunctional person, despite what you may have already been told or what you may already have read. The common, current parlance for autistic children is to use the term ‘autistic spectrum disorder’, which is how autism is referred to in the two main diagnostic manuals. However, I do not subscribe in the least to the notion or concept that autism is a disorder – indeed, I suspect that we are doing our autistic children a huge disservice by ‘branding’ them in this manner.


The way in which this book is written means that you can read the chapters in any order you wish. There are very few references to other literature and it is intended to be easy to read but still well informed. Throughout the book I have included ‘the autistic voice’; sometimes these are ‘real’ voices – stories or thoughts from autistic people I know who have given me permission to include them – and sometimes they are fictitious but based on a combination of real situations. The inclusion of ‘the autistic voice’ is essential as one of the crucial successes in supporting autistic children is to understand life ‘through the autism lens’ – that is, from the autistic perspective. In doing so, one’s world can become illuminated beyond the rather narrow perspective of the majority and shine a light on the extraordinarily rich and diverse population that is autistic. Most of these sections are rhetorical questions from a parent, but with ‘real’ answers from the autistic child. Of course, each ‘answer’ is likely only to be applicable to that specific child, but the accumulation of responses throughout the book may offer you some insight into the differing perspectives of what parents and professionals ‘see’ and what autistic children perceive. Here is an example.




Parent: I wonder why you always stare so hard at the light bulb in the porch. Why do you have to spend so much time there before coming fully into the house? It’s such a pain, having to wait around for you, but when I encourage you to get a move on you seem to get so angry and lash out!


Child: Transitions are so difficult for me. I like safety, I crave it. Being safe is so important to me. Being in the car is safe; I know what to expect. Being in the house is safe; I know what to expect. But getting to the house from the car? Mummy, it’s a nightmare. The world outside always looks so different each day, it’s unpredictable, the smells change all the time – it’s like walking into the unknown each and every time, I hate it! But that porch light … hmm … the light’s texture (yes, I can ‘feel’ it), the perfection of it being ‘just right’ – Mummy, it makes my heart melt to look at it, it takes away the strain of transition, it eases my soul. Please don’t take it away from me! One day I expect I will need less time to gaze upon its wonder, but in the meantime, come share it with me, don’t rush through, sit with me quietly while I suspend time and stress to ease myself from one setting to another. I love that light, Mummy, why don’t you?





What this book is not


There are limitations to any book on autism – this is OK, so long as it is understood from the outset what to expect (and what not to). I could have included detailed chapters on all sorts of things, but I could also have expanded each of the chapters that I have written – in fact, each chapter could easily be a book in its own right! I fully accept that I will have left out tons of stuff that you will need as a parent; my rationale is that one aim for the book is ‘setting the scene’, as it were, to give a baseline upon which you can continue to build your understanding of autism as you read and find things out elsewhere.


My absolute drive for this book, though, is to support the notion of the happy autistic child. The book raises issues, concepts and notions that are sometimes taken for granted, sometimes not considered and often applied inappropriately to autistic children. The book highlights these deliberately in order to encourage a deeper reflection – to ask questions such as, ‘Is this appropriate for my autistic child?’ – and, by doing so, aims to influence practice to make it more autism-friendly and, thus, increase the chance of happy autistic kids.


A conversation from the future


I would love that, one day, this book becomes defunct. I would love it if there wasn’t so much nonsense written about autism, so many beliefs that are inaccurate and demeaning to the autistic population. I would love it if our knowledge of autism was so excellent, a book such as this would reside on a shelf gathering dust. Until then, however, we have a long way to go. The following passage, ending the Introduction, is a fictitious conversation, taking place in the future.




Girl: Hello, Mummy.


Mother: Hello, darling.


Girl: Mummy, I want to ask you some questions.


Mother: OK, fire away!


[Pause]


Girl: Fire away?


Mother: Sorry, darling, silly Mummy. I meant please do ask your questions.


Girl: Oh. So why did you say ‘fire away’, then?


Mother: It’s my fault, I sometimes forget that we have different ways of talking – it’s my mistake, sorry.


Girl: That’s OK, Mummy. Anyway, we were doing autistry at school – you know, the module on autism history, all about people like me but in the past – and I really didn’t understand it. You’re middle-to-almost old, so I thought you’d be a good person to ask. Is that OK?


Mother: [Chuckles] ‘Middle-to-almost old’, very funny!


[Pause]


Mother: Sorry again. Yes, of course, I will try to answer any questions you have.


Girl: OK. Well, first off, we were told that to be autistic, the children had to go and see a doctor – is that true?


Mother: Yes, dear, that’s true.


Girl: But why?


Mother: So they could be told they were autistic.


Girl: But why a doctor? Don’t we go to the doctor when we’re ill?


Mother: Well, yes.


Girl: So why did children have to go to a doctor when they weren’t poorly?


Mother: Um. Well, I guess it’s because they had a very different view of autism then.


Girl: Oh. Right. Really? That’s really, honestly true then – they used to think it was like being ill? I thought I’d heard wrong when we were told that they had to go to a doctor.


Mother: I’m not quite sure if it was quite like that, but, yes, children did have to go and see a doctor.


Girl: Wow. Didn’t that make the kids feel bad?


Mother: I think it probably did sometimes, yes.


Girl: Well, that’s stupid then. Why make kids feel bad just for being autistic?


Mother: I don’t really know. I think, actually, lots of people did think it was bad to be autistic then.


Girl: How can you be bad just for being a person? That’s just silly!


Mother: Yes, I agree. It does seem silly!


Girl: OK. Well, my next question is about adults. Were there really and honestly and truly adults who didn’t know they were autistic until much later in life?


Mother: Yes, absolutely – really. Quite a lot of adults, actually.


Girl: How come?


Mother: Um … er … well, I suppose people didn’t realize.


Girl: Well, obviously, but how can people not realize? Was it less obvious then than it is now or something?


Mother: Um, no, I don’t think so. I think it’s because the doctors years ago maybe didn’t understand autism in the way we do today. Or some did but some didn’t. Did you know that lots of them had hardly any training in understanding autism?


Girl: What? So they didn’t take autistry modules like I’m doing now?


Mother: Well, no. No one did.


Girl: No one?


Mother: No, my love, those sorts of modules didn’t exist then.


Girl: So how did anyone ever understand anyone else who might be a bit different?


Mother: I’m not particularly sure that understanding was seen as very important back then.


Girl: That’s ridiculous – how can children be happy if they are not understood?


Mother: Well, I agree … but … I don’t know how to answer that. It seems obvious now, but it didn’t seem so obvious then – not to everyone, anyway. There were some people who did lots of campaigning to try and get more people to understand what it means to be autistic, but lots of people weren’t especially interested.


Girl: How come?


Mother: I really don’t know, darling. I really don’t. Things were very different back then.


Girl: Right. OK. So, another question. Is it really true that lots of autistic children couldn’t go to the same schools as other kids – and that autistic adults weren’t allowed to go to work?


Mother: Well, it’s definitely true that lots of autistic children didn’t go to the same schools as other kids. It isn’t the case that adults weren’t allowed to work – more the case that they found it difficult to access work.


Girl: [Frowns] Why? That doesn’t seem very fair on children like me. And autistic adults make brilliant employees, we know that.


Mother: Well, yes – they do today because there is so much more understanding of autism these days. Back then, when people didn’t really understand, things were much tougher for autistic people.


Girl: So it all comes back to this understanding business?


Mother: Yes, I’d say so.


Girl: So, tell me again: why didn’t people want to understand? When it seems that a better understanding would mean happier autistic people, more autistic children going to schools and adults being employed? And all it takes is what we do now – autistry modules taught by autistic teachers to all kids from day one at school, plus all the ‘share my life’ lessons that we all do that make school so much fun.


Mother: I don’t really know. It seems so simple when you put it like that.


Girl: Mummy?


Mother: Yes, my darling?


Girl: People used to be really weird, I reckon.


Mother: Yes, now that I think about it, I have to agree.
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Frequently asked questions


What is autism?


OK, so to start with something easy … or complicated, depending on which way you want to look at it! In a sense, the simplest explanation of autism is that it is a different cognitive and sensory state – in other words, a hard-wired difference in the way your child thinks and responds to the sensory environment. So that’s it! However, the complexities lie in the individuality of the impact this has on your child – not just as a person today, but throughout life. Autism will have an impact on any one given individual in a unique manner at that particular time, and this impact is massively influenced by the environment.


The golden equation


My so-called (self-professed) ‘golden equation’ is:


autism + environment = outcome


What this means is that being autistic, in and of itself, cannot really tell us anything about the immediate, short-, medium- or long-term effects on the person. What can tell us something about the lived experience – the ‘outcome’ component in the equation – is that it is the combination of the person and the environment that will subsequently lead to the reality for the person. Take the following two scenarios as an example.




First day at preschool. Well, I say ‘day’, but it was more like half an hour. I’d never been there before, so had no idea what to expect. The lady had come to our house and shown me some pictures, explaining to me that this was what the place looked like.


She lied.


The rooms looked totally different, with people in them and different pictures on the wall, and one room was even painted a different colour. This made me stressed the second I walked in. Then the lady asked me how I was feeling. I couldn’t answer, I was too stressed and, anyway, I was such a mix of emotions that there was no way I could have answered. Some other kids – some of whom smelled really badly of wee – were there and the lady made us sit all together, even though I wanted to be as far away from them as possible. She then sang loud songs and made us clap. It hurt my ears and my hands, and the smell of the other children made me feel sick. In the end, I ran out and hid in this lovely cosy room where mops and buckets lived. I couldn’t filter individual words when the lady was shouting at me through the door, so I just stayed there until Daddy came to pick me up. We were told I wasn’t welcome back until I could learn to fit in. I don’t know what I’ve done wrong.


First day at preschool. What an amazing place. The lady had come to our house and live-streamed a video of the place I was going to the next day, carefully explaining that it might look and sound slightly different by then. She told me that if I had any problems at all, then she was the one I could go to, which really reassured me. When I got there, she was waiting for me. She didn’t speak much, just showed me to the room and assured me that I could sit where I liked throughout the day and didn’t have to do anything I didn’t want to and that I could use my headphones (ear defenders) when I liked. The other kids sat together, but I was in the corner away from their smells so didn’t mind at all. When they sat and clapped, I put my ‘ears’ on and it made me feel all peaceful. I even plucked up the courage to gently place my hands together and the lady smiled at me and told me I was amazing and that it was great joining in. I had a brilliant time, I felt all safe and understood and can’t wait to go back tomorrow.
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