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For my mum and dad,
who never stopped fighting for me,
even when I couldn’t fight for myself.









CONTENT WARNING


This book contains themes of self-harm, suicide, institutional harm and filicide. Suicide and self-harm methods are not specified, but some readers may find the themes upsetting nonetheless.









AUTHOR’S NOTE I


This book tells my story truthfully. I have written it as accurately as I can remember it. However, there are periods on my journey where my memories are blurred so I have filled in the gaps in order to make sense of the narrative. It was also important to me to protect the privacy of other people. Hence, all names apart from those of close family members and a number of places have been changed. Likewise, I have altered identifying details of stories involving people other than my family or friends. In some cases, I have combined multiple storylines in order to make the book more readable; and in one instance, right at the very end of the book, I have created an imagined situation – in many ways a vision of my future. Wherever and whenever I have diverted from 100 per cent cold, hard facts, my thoughts and responses to the situation being illustrated remain very much true.









AUTHOR’S NOTE II


I love lists. And while it is a cliché that autistic people love lists, in my case it does happen to be true. However, I thought a list about why lists are great might go some way to explaining my thinking.


WHY LISTS ARE GREAT




» You can read one point at a time, so your brain doesn’t get crowded.


» It is a very simple structure to follow, so you don’t get confused.


» Lists are the opposite of chaotic.


» They are ordered, and order is great.


» You can make a list about absolutely anything.


» You can use lists to remember some very interesting things.


» They make things much easier to understand.


» They are quite satisfying to look at.





Warning: this book may contain a lot of lists. I would apologise to those who are not list-lovers, but I’m trying to stop apologising for being who I am.









INTRODUCTION


I never set out to write a memoir. I never saw myself as a very interesting person. I was never the child or teenager who everybody wanted to know. I was always late to the fashion trends, often barely managing to keep up at all. I was not funny, at least not in the way other children appreciated. At school, I wasn’t interested in sports or music. Yes, my extracurricular activities did include netball and flute for a while, but only as a result of peer pressure and wanting to please my parents.


The thing I was interested in was books. And while I think that makes me a very interesting person, it did not help my popularity status at school. I had a core group of likeminded friends and tried to get through it all by ignoring everyone else. For the first chapter of my life, before the teenage desire to be liked really kicked in, I spent my days absorbed in other people’s stories and writing my own. Writing has been a coping mechanism of mine for as long as I have been able to write.


I suppose that is how I found myself staring at pages after pages of my words, forming what appeared to be a memoir. I didn’t feel the need to tell the world about myself as such. (After all, I am not very interesting.) But it transpired that I was unable to get across what I wanted to say without telling the world about myself in the process.


And there were a lot of things that I needed to tell the world. Because I felt like I had been failed, to some extent. And the more I found out that others were being failed too, the angrier and sadder I became. I couldn’t just leave that be. I am the sort of person for whom that would be impossible.


I should introduce myself. My name is Emily. I am 22 years old. I don’t feel 22. That sounds to me like a proper adult – though I have been told there is no such thing. I thought, by this age, I would have adjusted to adult life, been able to confidently engage in adult tasks and outgrown the needs I had when I was younger. It turns out, hitting 18 doesn’t mean those needs magically go away. I’m sure this is the case for everyone. But when you’re atypical, like me, adult life seems even harder to grasp.


Just over five years ago, when I was 16 years and 10 months old, I was diagnosed with autism. A diagnosis that I could barely comprehend at the time, but which has since allowed me to see my whole life with a clarity I had never had before.


A great deal of stuff had led to that moment. A lot of challenges, trauma and mistakes – but also joy, let’s never forget the joy. Ever since I can remember, I have always felt different; and I always felt that that was a bad thing. I tried desperately to fit in, squeezing myself into the moulds that society had laid out for my life, and often found myself failing. As a result, I grew to believe that life wasn’t for me, and that it never could be. This belief led me to some very dark places. Places from which my family and I, at times, thought I would never escape.


When I think back over my journey, I do feel sad for my younger self. But what I feel even more sad about is that I know there are so many others who have experienced similar journeys, and many who will do so in the future. A monumental number of autistic people reach rock bottom before finding out they are autistic, if they even get to find out at all. I was lucky that I did at the age I did, because there are many finding out much later in life, which may increase their risk of having poor mental health and a lower quality of life.1 So many of us fly under the radar – invisible, unheard, unseen and unsupported. And because of the way that autism has been historically (mis)understood, this is particularly true for autistic women2 and those assigned female at birth, as well as autistic people of colour.3


I want to make clear, though, that the journey of an autistic person who was diagnosed at an early age will not necessarily have been easier. Although it has the potential to, a diagnosis does not automatically lead to understanding and support, so it is not everything. Those diagnosed younger may have been forced into harmful therapies or institutions, learned to view autism as something inherently ‘bad’ or ‘wrong’ with them, and grown up experiencing just as many challenges. Likewise, somebody diagnosed later may have been well supported in their home and school environment, and had their needs catered for, just without a diagnosis.


What autistic people really need is a world that recognises us earlier, but then supports us to build a positive self-identity, provides the right adjustments and support and helps us to thrive. Unfortunately, very few of us receive these things.


This means that so many of us grow up feeling confused and misunderstood. It feels as though everyone around us has been given an instruction manual on how to think, act and behave, and that we have missed out. As though everyone is speaking in a foreign language, understanding all these social rules and just moving through life effortlessly around us. Meanwhile, our own brains are in complete overdrive just trying to understand what we should be doing or saying to not stick out like a sore thumb. (Idioms like this often do not make sense to me – I mean, whenever my thumb has been sore, no one has been able to see it, but I want to try to appeal to a neurotypical audience here too, so needs must!)


I have spent my whole life studying neurotypical people. These are people who have the majority neurotype. A typical brain, if you like. As I grew up, by copying them, I learned to socialise following their patterns and their cues. I learned what to do in certain situations by following their lead. I observed closely and learned what would make other people laugh and what would make them scrunch up their nose in distaste (though, I soon learned, that copying what made someone laugh in one situation may translate to rudeness in another). But however much I ‘masked’ (more of which later), I knew quite early on that I was not like them.


I do not know whether my life would have been easier had I grown up knowing that I was autistic. But I do know that growing up not knowing left a lot of scars – both metaphorically and physically. This book is all about that. The joy and the pain of my childhood, and the discovery of who I am and what came after.


This book is for anyone who wants to know more about autism. It is for anyone and everyone who wants to try to understand what being autistic can be like – especially for an autistic person growing up undiagnosed. It is for autistic people who are desperate to see themselves; though I can’t promise my experience will reflect yours, as this is just the story of one relatively privileged autistic girl.


That is important to remember. I am just one autistic person, who grew up in a reasonably middle-class family. Many would call me ‘high-functioning’ and while I, along with many others of varied levels of support needs, disagree with functioning labels, I recognise that I do not have a learning disability and I am not non-speaking. But this is just my story. All autistic people are different. We all have different needs, different challenges and different strengths. Where I talk about autism, I do so based on my own experiences, the experiences I have heard from others, the generally accepted views among the autistic community and evidence from research studies. But my aim is never to speak for all autistic people.


What I do know, though, is that when I left my assessment armed with the new knowledge I had, I sought out autistic voices, desperate for some connection, some mutual understanding and some community. I found many wonderful autistic people on social media, in books and even some in real life. Discovering these autistic voices gave me comfort and the space to learn about myself in a way that advice from professionals could never provide. I hope that this book adds to them.









PROLOGUE


I am running, though I’m not sure where to. I just know I need to get away. Away from the noise and the anxiety. Somewhere safe. I don’t know where that is but I know it’s not here.


The school buildings are getting smaller and smaller behind me. If my thoughts were coherent, they would tell me to turn back. But they’re not. They are jumbled, confused, tangled up with one another.


The anxiety inside me rises more and more by the second. My heart hammers against my chest, blood pounding through my veins. My lungs are struggling to keep up as my breathing quickens. I think I am going to throw up.


The road is to my left. Car tyres screech against the tarmac and engines roar, piercing my ears. I need it to be quiet. I can’t see properly. Tears blur my vision, but I can make out the shape of trees in the distance. Tall columns of green, clustered together for protection. I dart towards them. To safety.


I don’t know how long I’ve been running for, but I make it to the edge of the forest. There is no path here, so I wade my way through the bushes, thorns scratching at my skin. I see red appear on my hand; it drips to the floor, staining the leaves a warm crimson. I keep going. Pushing through trees. Kicking branches out of my way. Struggling to contain my sobs.


I burst through the trees into a clearing. Here the late-afternoon sun fights its way through the leaves, breaking onto the woodland floor. I come to a sharp halt. My legs don’t feel in my control, but for a moment I stand there and stare at the sky. It is dimmer than when I last looked. I try to take deep breaths to calm down, but it doesn’t work. My breathing quickens even more. Sobs wrack my body. Everything around me begins to spin. I can hear someone hyperventilating. It doesn’t feel like the sound is coming from my body, but there is no one else around.


A twig snaps and I jolt upright again. I’m not safe here either.


So, once more, I run, my body ablaze with fear.


The next time I look up at the sky, it is dark. So dark that I try to open my eyes before realising that they are already open, a blanket of jet-black staring down at me.


I am confused. I have no idea what the time is. My phone is back at school, in my bag by my desk. I was in a French lesson, I think. I can’t remember. My brain is too foggy.


I feel something hard underneath me and realise that I am curled up on the ground. My knees are drawn to my chest as if I were a foetus. The ice-cold air pierces through my blazer to my skin. I am shivering, or perhaps shaking; I’m not sure. I try to move, but my body is like stone beneath me. So, I scream. But the only response is the echo of my own desperate cries bouncing off the trees around me.


Then the sound of an owl hooting sends a shock of panic through my spine. School must have ended hours ago. I can’t tell if it is five o-clock or midnight. Chunks of time are missing from my memory.


I am really scared.


I know I need to move. I need to get warm. Perhaps my body is numb from the winter air, and that’s why I can’t move. But I must. As I try to push myself up, I realise that my hands are cloaked in mud. It is not hard and filthy, as I would have expected, but soft, like slime. Briefly, my thoughts drift to the pot of pink slime on my desk at home. My friend and I had made it last weekend, taking over the kitchen table with glitter, glue and paint. Mum hadn’t been impressed. Mum, I think. Where does she think I am?


With a deep breath, I roll onto my back and force myself into a sitting position. I grab my legs and drag them to my chest. It feels like moving solid rock. I press my hands on the ground, wincing in pain from the cuts, and heave myself up. Then I steady myself, praying I don’t fall down again.


It is too dark to see a path. So, I hold my arms out ahead of me and use them to guide my way. The pumping of blood around my veins and the thumping of my heartbeat fills the silence.


Then I hear it. The chopping of the rotors. An earsplitting buzz. I look upwards and see a light in the sky. A helicopter is circling above. I wonder if it is looking for me.


I head in its direction, stumbling as I push past branch after branch, not caring as they graze my skin. The woodland gradually begins to thin out and I find myself in an open field. There is grass under my feet now, not mud. And the helicopter is hovering directly above me.


The darkness ahead of me is interrupted by flashing blue light. It is almost blinding. Strangers in uniform tumble towards me and grab me roughly. I feel my legs go to jelly beneath me as I crumple to the ground. My hands press against my ears, hard, to block out the sound of shouting and roaring rotors.


A familiar voice calls out not to touch me, but I don’t know who it is. Then warm hands wrap around me, and I hear the soft voice of my mum. Nervously, I look up. She and my teacher are crouched in front of me, in thick winter coats to protect them from the icy cold. My teacher shrugs his off and places it gently over my shoulders.


‘You’re okay,’ Mum says, through her own tears. She pulls me even closer, tighter, and I don’t think she will ever let me go.


Tears roll down my cheeks. They must hit my tongue because a salty taste fills my mouth. The taste of fear. I don’t understand how I ended up here.


‘I’m sorry,’ I whisper, hugging my knees tightly to my chest. ‘I’m so sorry.’









CHAPTER ONE




‘Imagination is the only weapon in the war against reality.’


—Benjamin de Casseres (attributed)





It is the middle of the Easter holidays and I am eight years old. I’m in a garden filled with roses, somewhere in the South of France. The glistening sun streams through the trees, creating shapes on the grass. I’m crouched behind a prickly tree, peeking through the branches as my little brother and sister run around the pool of swans, chanting my name.


‘Princess Emily! Princess Emily!’


We are in Crystal Kingdom, a world I have spent hours meticulously crafting. I have maps designed of the kingdom, showing the route from the forests to the castle and beyond. Our characters all have backstories that I have written out and stuffed under my bed alongside several short stories of our battles. This world is as real to me as reality.


My sister, Princess Jessica, my brother, Prince Thomas, and I are bravely defending our kingdom from the Red Knights, an evil army trying to destroy us.


I hear Jessica shriek. Her curly blonde locks flop across her eyes, sea-blue like mine. ‘Princess Emily! They’re coming!’


I move into position at once. I am wearing my golden armour, sitting on a valiant white horse. The reins slide between the fingers of my left hand, and my right grips tightly onto my sword – a sword that has been passed down our family for generations. It’s rumoured to have magic powers; powers strong enough to defeat the Red Knights. I hold it out in front of me, watching its silver blade dazzle in the sunlight.


Suddenly, the knights appear ahead, galloping towards us on great black horses, twice the size of ours. The sun illuminates their skin. There must be a dozen of them and they are bolting towards the three of us. We are small and fragile. But I don’t feel nervous. Why would I? We are the heroes in our story.


‘Charge!’ I yell at my siblings. They tell their horses to go, and we bolt into a delicate canter. At once, the breeze flushes across my face, warm and gentle. Our horses gracefully move us into a line, me in the middle, positioned barely a metre in front. We gallop towards our enemies, confident in our ability to defeat them.


And sure enough, as we meet, knight after knight is slain. I imagine their bodies collapsing onto the ground then evaporating into the air, never to be seen again.


‘Go, be free!’ I whisper to their horses. Their dark eyes meet mine and they give a brief nod, almost as if to thank me for their freedom.


‘Victory!’ Thomas announces, punching the air with his fist. Jessica spins on the spot, delighted squeals escaping her rosy lips.


‘Well done all,’ I nod gravely, my demeanour making clear that it will not be the last we see of the Red Knights.


But, for now, they are defeated. And we are left unscathed. Another successful day in Crystal Kingdom.


‘Emily! Thomas! Jessica!’ A shout, unfamiliar to the world of Crystal Kingdom, interrupts our imaginations. ‘Dinner!’


Three white swans appear, gracefully lifting us off our feet and up into the air. Up high, wind on our faces, we feel free. The sun is beginning to set on the horizon, the sky bursting with red and gold hues. The swans circle us around the kingdom to check that all is in order. It is. The turrets of our palace come into view and the villagers wave up at us from down below. They pull their shop shutters down, signalling the end of another day. Then another shout disturbs us, and we are plummeted back down to the ground. The world evaporates into dust.


Reluctantly, we leave Crystal Kingdom behind us and head inside the chalet for dinner. Mum has made spaghetti bolognese. I’m still overly excited by having slain the Red Knights and can’t focus on the dinner-time conversation. I am impatient, far too eager to get back to the magic outside.


‘I know you’re excited but breathe! Let us talk too!’ Mum chuckles, passing the garden salad across the table. I still do not like salad. Lettuce is too bland, too bitter. Tomatoes squelch uncomfortably in my mouth, without warning of whether they will be sweet or sour. The only thing I do like is cucumber. It is juicy and predictable. I reach over now and pick it out with my fingers still wrinkled from the pool water.


‘Whoops, sorry,’ I grin. I hadn’t even realised sentences had been flooding out of me. I swallow hard, imagining a ball at the back of my throat stopping me from talking. My thoughts are desperate to escape and it takes energy to squash them.


‘But you all had a good time. That’s good to hear,’ Dad says, helping Jessica to cut up her spaghetti. She already has sauce plastered all over her face. Thomas does too. They are only three and five, yet already make strong companions in fighting the Red Knights. It would help if Jessica could run a bit faster without falling over, but luckily our magic powers help us compensate for this.


After dinner, we rush back outside, leaving Mum and Dad washing up at the sink. The sky is now dimming, and the shade steals more of the sun each minute. Soon it is hard for us to see, but each time we are encouraged inside we beg for five more minutes. We don’t have many evenings left; we want to make the most of them.


The rest of our holiday is filled with more adventures in Crystal Kingdom, hours spent splashing in the pool and devouring ice lolly after ice lolly. My favourites are Fruit Twisters, a perfect blend of pineapple ice cream and strawberry–lemon ice that melts satisfyingly on my tongue. Mum and Dad give us the freedom we desperately crave, to race around the gardens until dinnertime. When we have to go back to England, we are all sad. But no one more than me. For me, going home means fewer hours can be spent with the characters inside my head and more must be spent with those from whom I cannot escape.


In 1943, the Austrian-American psychiatrist Leo Kanner published a paper titled ‘Autistic Disturbances of Affective Contact’, in which he described eleven children who appeared to have similar characteristics. He suggested that they all exhibited the traits of ‘extreme autistic aloneness’, literalness, repetitive behaviour, differences in speech, and ‘an anxiously obsessive desire for the maintenance of sameness’.1 The following year, in 1944, he named this ‘early infantile autism’.2


This contradicted how Eugen Bleuler, a German psychiatrist, had defined autism 32 years earlier. He had coined the term to explain a symptom of schizophrenia, describing withdrawal from reality by immersion into fantasy, or an ‘inner life’.3 But, by 1943, the term had been redefined.


Still, it took until 1977 for Michael Rutter and Susan Folstein at the Institute of Psychiatry, London, to conduct the first twin study,4 a type of research that aims to disentangle the influence of the environment from genetics on a specific characteristic. Twin researchers compare the commonality of identical twins (who share 100 per cent of their genes) with non-identical twins (who share only 50 per cent) in relation to specific traits; a trait that is more prevalent in identical twins is likely to have a genetic basis. Rutter and Folstein studied 21 sets of identical and non-identical twins where at least one of each pair had autism. They found that 36 per cent of identical twins shared their diagnosis with their twin, whereas none of the non-identical twins did. These findings provided evidence for the genetic basis of autism for the first time. Alongside observing core autistic traits, Rutter and Folstein noted that many of the children appeared to have ‘limited imagination’ with ‘no imaginative play’. In fact, Rutter had already claimed that ‘the autistic child has a deficiency of fantasy rather than an excess’.5


Impaired imagination, alongside social interaction and communication, became what was labelled the ‘triad of impairments’6 – essential features of autism developed by Wing and Gould in 1979.7 This idea of limited imagination in autistic people was observed and shared among many leading researchers and clinicians, including Wing,8 and Craig and Baron-Cohen.9


And thus began the myth that would still prevail decades later: the idea that all autistic people lack imagination. Although Wing clarified in an interview in 2010 that ‘autistic children do have imagination, but it is not social’,10 this idea was already popular in the autism field.


WHY PEOPLE THINK AUTISTIC PEOPLE LACK IMAGINATION




» Powerful people said so decades ago.


» Pretend play may look different in autistic children.* Some like to line up their toys or take them apart to see how they work; some like to play individually rather than with peers; and some are more influenced by reality than non-autistic children.


» Professionals still refuse to give a diagnosis based on the fact the child is too imaginative.


» Autistic people may find it harder to express what is going on inside their minds.


» Autistic people may find it harder to imagine hypothetical or unrealistic scenarios.


» Autistic people tend to pay strict attention to facts and detail.


» Autistic people may imagine individually rather than with others.


» Some autistic people may have aphantasia, meaning they are unable to visualise things, which may affect how they imagine.


» People tend to jump at any slight difference and call it a deficit.


» Some autistic people may not be imaginative, but this does not mean that all aren’t.


» The difference between social imagination and creative imagination is not understood.





Now, don’t get me wrong, some autistic people do have ‘difficulties’ with imagination. Though whether this is really a difficulty or just a difference will depend on the lens it is being seen through. These ‘difficulties’ may mean some autistic people don’t find themselves in imaginary worlds the way that I did, because the literality of their brains doesn’t enable this. Or, like Wing suggested,13 it may mean that they have plenty of imaginary friends but struggle with social imagination. This is much more common.


Social imagination is often confused with a lack of creativity. But it is not the same as dreaming up faraway lands and having an imaginary friend (although this may be hard for some too). You see, social imagination refers to the ability to imagine and process things that we are not familiar with. For example, understanding abstract concepts, being able to cope in unfamiliar situations and being able to imagine an alternative outcome or routine to what we are used to.


The blanket myth that autistic people lack imagination is harmful. It is frequently heard to be a reason why autistic people are not given a diagnosis. Because their mind is able to construct some magnificent – and sometimes, horrific – things, they are told they can’t be autistic. But that is creative imagination; and having creative imagination does not preclude struggles with social imagination.


So, considering that I spent most of my younger years embedded in a world of fiction, incredibly intense and real to me, the possibility of me being autistic was totally out of the question. I kept my head buried in stories, devouring a novel a day by the time I was eight. I dreamed up fantasy lands to escape to, my creative imagination vibrant, because the real world just seemed boring. I enjoyed pretend play, providing I was in control of the environment. If I was not, and my idea of how the play should go was changed to something I was unfamiliar with, I found this difficult to process (indicating my struggle with social imagination). The lines between reality and fantasy were often blurred in my mind and understanding that the world of fiction books was just that – fiction – was something my brain, wired to take things extremely literally, just did not understand.


These lines were so blurred that one drizzly afternoon, I convinced my little brother to run away with me so that we could begin our own adventure. I had read every single book from Enid Blyton’s The Famous Five and The Secret Seven collections that I could get my hands on and thought that running away would kick-start my own adventure in saving kidnapped children and travelling across abandoned rail tracks to find criminals. Well, it was partly that and partly the fact that I had been unfairly told off earlier that day. At that age, my extremely strong sense of justice hadn’t quite been appropriately reigned in. So, I packed a bag and asked my seven-year-old brother if he wanted to come along with me. He looked at me with glee and excitedly ran to pack his own backpack. With his little hand in mine, we slipped out of the front door when we thought no one was looking. Sadly, by the time we reached the end of the drive, a shout from the front door meant our fantasies were put to an abrupt halt. Which was probably for the best, considering I had no ability to fathom the danger I could have put us both in.


Mum and Dad were furious, of course. I don’t think I quite managed to get them to understand the reasoning for my actions, which I still believed were entirely valid. They did inform me, though, that my packing was very thorough, and that I was very well-prepared, which I took as a compliment. Looking back, this may well have been sarcasm that went straight over my head. My punishment was no electronics for a week – no TV, no computer, no DS. This didn’t bother me terribly. I just spent even longer reading and forcing my parents to endure board game after board game in the evenings, a weak attempt at entertaining myself. They were probably more relieved than I was when the week came to an end.


My attempt at running away may suggest otherwise, but it is fair to say that I had a pretty happy childhood. I lived in a nice house, I had nice things, I was safe and I was loved. I might not have said that to you back then though, judging by the stacks of diaries still stuffed at the back of my cupboard, where I regularly roasted my mother for telling me off and my brother for getting me into trouble. But the imagination that landed me in trouble was also a coping strategy. One I didn’t realise that I needed at the time, but that saved me nonetheless from a reality too daunting for my young self to understand.


You see, growing up autistic and undiagnosed brought its challenges.


CHALLENGES OF GROWING UP AUTISTIC




» Experiencing a lot of anxiety.


» Finding change difficult.


» Despising group work.


» Being called ‘bossy’.


» Struggling to interpret and follow instructions.


» Being unable to cope with not finishing something.


» Struggling to switch focus between tasks.


» Experiencing sensory difficulties.


» Frequently interrupting people.*


» Finding people don’t understand your intense interests (like BOOKS).


» Being unable to fall asleep.


» Misunderstanding social situations.


» Struggling to use common sense.


» Copying characters on TV.


» Feeling like a misfit.





Burying myself in books and fantasy lands protected me from these things. My brain created a safety blanket for myself that I could delve under whenever things began to get too much. And that worked, for quite a long while.


There are a lot of things that would have made my life a lot easier, though, and that I wish little me had known.




Dear little Emily,


Here are some things that I would like you to know, with the hope that they will make your life a bit easier.


When your teacher tells you to ‘wait outside’, they don’t actually mean outside the building. They mean in the corridor, by the classroom door.


The children in your class really do not want to be given your small paper fish at going home time. This is in no way a reflection on you or your creativity, but on their lack of imagination and admiration for originality.


When those kids tell you that a game is their game, they don’t mean that. They are being mean. You don’t have to ask permission to play that game. You can play it wherever and whenever you like, if it brings you joy.


Some questions are not meant to be answered, even though they have been asked. If you answer them, you are ‘talking back’ and that is rude. Even though they asked it, you are in the wrong. And yes, it is impossible to tell which questions are meant to be answered and which ones are not.


When an adult tells you to not disturb them, this does not mean that you shouldn’t disturb them if something serious is happening. If there is a fire, please tell them.


When someone asks you what you did on the weekend, they don’t want to know exactly what you did from the minute you woke up until you went to bed. A highlight or two will suffice.


People contradict themselves all of the time. Especially adults. They will tell you not to do something and then they will do it themselves. Don’t question this or you will get in trouble. Even though it doesn’t make sense.


When people say that the world is going to end, they do not mean that the world is actually going to end.


People exaggerate things a lot. When a kid in your class says he climbed ten mountains over the weekend, he probably didn’t.


Hold on to your imagination for as long as you possibly can. It will protect you.


People will tell you that you are weird. It’s okay to be hurt by that but just know that it is because you are incredibly special.


Love, Emily












CHAPTER TWO




‘why else are we here if not to live with unreasonable passion for things’


—butterflies rising





Peering through the glass, which is stained with droplets and greasy fingerprints, I fix my eyes on the water, fascinated. It is not blue, like I have always imagined the sea to be, but a murky grey, a reflection of the dark clouds circling above. Waves hungrily gnaw the side of the vessel, gurgling with each bite. It is not enticing. In fact, there are very few people standing on the deck, most preferring to gather inside in the warmth, away from the strong wind. Still, I stand here, transfixed by the waves, wondering if there are dolphins dancing jubilantly around us.


I know that there are dolphins in the English Channel. Bottlenose dolphins, specifically. One of the most common and widely recognised dolphin species. I admire the resilience they must have to live around here. I should think their friends in more tropical climates are much happier.


‘Seen any?’ Dad appears at my side, tall enough to see straight over the glass.


‘No. Can you lift me up?’ I ask, imagining the crystal-clear view he must have.


‘Not out here.’ He chuckles. ‘It’s too windy. We should go and join Mummy inside.’


I shake my head. I am not ready. ‘Not yet.’


I’d started my research on dolphins at the end of the last school term, beginning to write a non-fiction book about them during breaktime while the rest of the girls played netball. They had asked me to join in, because I am goalkeeper, but it wasn’t a practice day. One of the girls, Ruth, had looked at me as if she were looking at something unpleasant. Like how I scrunch my nose up when I eat a berry too sweet or too bitter. I hadn’t been sure what she had meant by that look, but my thoughts soon returned to dolphins. I’d wished briefly that the girls were interested, so I would have some companionship at breaktime, but the excitement of designing my book soon took over. I’d fixated on it for hours. My brain can do that very easily.


My book is finished, but I still think about dolphins a lot. They are highly intelligent, friendly and social animals. They are very chatty (like me!) and are good at communicating, making sounds like whistles, squeaks, yelps and groans. They can even recognise themselves in mirrors, at a younger age than humans can. They are wonderful animals. It makes me happy that their friends get excited with them, instead of leaving them alone.


I am distracted from my thoughts by a sudden movement of water in the distance. A splash of green on the horizon.


‘Reckon that could have been one?’ Dad asks, zipping up his jacket as a strong gust of wind blows right through us. I grab onto the barrier, steadying myself. My stomach lurches like a wave is rushing through it as I catch sight of the feisty water below the deck. I wonder what it would be like to fall. How the biting cold would feel against my skin. I wonder if I would be able to swim. Sometimes, when I am upset by the girls at school, I wish I could be swallowed up.


I feel a gentle nudge on my shoulder.


‘Well? Could it have been?’ Dad repeats his question.


‘Possibly.’ I nod, solemnly. ‘They are probably scared by the ferry. It can’t be good for them.’


I know I won’t see a dolphin, but the look of water is enchanting – the reflections of the ripples in the light captivate me. My eyes follow the lines they create, noticing the shapes formed by the foam.


‘Did you know that they use echolocation to find their food and explore their surroundings? They make click noises, like this,’ I explain, imitating the click, click I imagine them to make. ‘Then those noises bounce off of the objects to show them how far away they are!’


Dad grins. ‘Did you know that’s physics!’


I groan and pretend to push him playfully. ‘I hate science!’


I really do hate science. I don’t like having to work in groups and look at circuits and make smelly potions. They are just batteries and wires and liquids. Dad loves science and is always trying to convince me that it is great. But I would rather read about something interesting. Like dolphins.


‘C’mon. We need to go in now.’


I stare wistfully out at the water, hoping for my eyes to catch sight of something. Unfortunately, I have no such luck. With a sigh, I turn around and follow Dad across the deck, back through the heavy doors into the ferry.


In 1925, 18 years prior to Kanner’s so-called ‘discovery’ of autism, Grunya Sukhareva published a paper.1 She was a child psychiatrist working at a clinic in Moscow, where she had identified six boys who appeared to show what she called ‘schizoid psychopathy’, which she later changed to ‘autistic psychopathy’.2 These boys shared similar characteristics to both Leo Kanner and Hans Asperger’s samples (we will talk a little bit about Asperger later).


As Steve Silberman explains in his bestselling autism history NeuroTribes,3 one of the boys Sukhareva saw was an extremely gifted violinist who gained a place at the Moscow Conservatory. Another knew everything about the war of 1812 before he was ten. Another’s knowledge of politics in the emerging Soviet Union was fascinating. Sukhareva described this commonality as ‘strong interests pursued exclusively’.4


What Sukhareva was recognising were these boys’ special interests. This term is now widely used to describe the specific and intense interests and passions that autistic people can have. Not everyone likes this description, particularly because the word ‘special’ can be used in a derogatory way towards disabled people. Some prefer ‘specific interests’ or ‘intense interests’, but language is constantly evolving. Irrespective of the term, these interests are very important to autistic people – and Sukhareva identified their relevance years earlier than Kanner or Asperger did. Unfortunately, her contribution to the development of our understanding of autism was overlooked for some time and Kanner received the credit. Sukhareva’s paper was published in Russian and translated into German the following year, but not into English until 1996 when British child psychiatrist Sula Wolff came across it.5 It was only later, when the work of Dr Judith Gould and Dr Lorna Wing shed a light on Asperger’s 1944 paper,6 ‘Autistic Psychopathy in Childhood,’7 and Steve Silberman uncovered the link between Kanner and Asperger (mainly a man named Georg Frankl),8 that other influences in autism history were recognised.


It is now known that Grunya Sukhareva’s work was pioneering; and it is argued that her description is very similar to the diagnostic criteria listed in the American Psychiatric Association’s Diagnostic and Statistical Manual of Mental Disorders (DSM-5) today.9 In this key publication, the diagnostic criterion for autism (which is not a mental disorder!) include ‘restricted, repetitive patterns of behaviour, interests or activities’10 as one of the core features. Special interests form a big part of this.


I am unsure why this language around ‘restrictive and repetitive interests’ needs to be quite so negative. Some researchers do conclude that special interests impact autistic people’s functioning negatively11 – and, yes, I suppose it is hard to wash the dishes when my brain is intensely fixated on something else. In all seriousness, there are times when special interests can be problematic and time-consuming. They can take over, becoming all-encompassing. Sometimes this is okay, but sometimes this can affect a person’s wellbeing.


However, there is also evidence showing the positive impact that special interests have on us and their association with good wellbeing.12 A study of nearly two thousand young autistic people highlighted the joy that their special interests brought them, suggesting that they rarely interfere with functioning and can lead to strong careers and benefits not only for individuals but also for society13 (not that we should have to benefit society to be valued).


Special interests, I think, are essential for an autistic person’s navigation of life. They can provide a structure, a certainty, around which the individual can build their life. They can provide an escape, where enjoyment and relaxation can be sought when the demands and stress of daily life are too much. When the person is able to base their job or socialisation around this interest, it can help them to make friends, to have positive interactions with others and to have a fulfilling career – because, contrary to popular belief, a lot of autistic people do want these things.


Dolphins were, as far as I can remember, the first special interest I had. It didn’t last very long. My brain likes to chop and change its focus as quickly as the weather. I become heavily invested in a topic for a period of a few days, sometimes longer, then get bored and move on to something else. This is rather typical of autistic ADHDers especially. I have had some special interests which have lasted longer. Especially books, which were very consistent throughout my childhood.


SPECIAL OR ‘SPECIFIC’ INTERESTS I HAVE HAD THROUGHOUT MY LIFE




» Books


» Dolphins


» Harry Potter


» Writing


» More books


» The Friends TV show


» Musicals


» Autism*





Special interests can be really cool, and I would love to see autistic people’s interests nurtured from childhood for the much-needed safe haven they provide.


Back through the doors, the echoey sound bouncing off the steel walls hits me at once. Shrill voices sound from all directions. Young children squeal in excitement as they are wheeled along the marble flooring on their small ride-on suitcases.


I follow Dad along the aisle, bordered by rows of seats and tables. I hear the tills before I see the shops. They open and close, a series of earsplitting crashes. Coins clink together, a hand rummaging through them for change. Somewhere in the crowd, a mum tries desperately to screw a lid onto a baby’s bottle, him screaming in her arms. I press my nails against the palm of my hand, focusing on the sting.


We join Mum, Thomas and Jessica, the three of them sat at a table in the food court. Thomas and Jessica gulp down a jam sandwich each, crumbs glued to their sticky fingers. Thomas’s legs are swinging back and forth restlessly. I perch by the aisle next to him, cautious to not touch the stains left by the previous occupants, and feel my leg begin to bob up and down like a buoy in the ocean. This movement keeps me afloat in a sea of noise, the inevitability of the repetition somehow comforting.


‘Jam sandwich?’ Mum offers. Dad takes his gratefully. I shake my head, my stomach churning. I wish I was still looking for dolphins. There is a family gathered by the closest window, two young children lacing the glass with greasy fingers. From here, the water looks murky and unappealing.


Thomas finishes his sandwich, wiping his hands over his shirt before Mum can get to them with a wipe. A cheeky smile spreads across his lips. He sticks his tongue out at me.


‘La, la, la, la, la, la, laa …’ he repeats, shaking his head from side to side.


I stare at the floor, trying to ignore the irritation welling up inside of me. Mum and Dad tell me not to react, because when I do, apparently it makes the situation worse.


Behind us, there is a clatter of metal as the cutlery tray is filled to the brim. The kitchen door swings open, plates scratching and clanging against each other. The smell of salty bacon and fried onions fills the air and I pinch my nose to stop myself gagging. I don’t like it when the world becomes loud like this and I can’t drag my thoughts away to something comforting. Outside was calmer. Quieter. I could think. The air was fresh and the smell neutral. There were no lights burning my eyes. No brother making annoying noises. My leg bounces higher with each beat, until my knee hits the table and I flinch in pain.


‘Stop it!’ I snarl, hitting my fist on the table. Dad shoots Thomas a look, then one at me. I have learned that this means I should be quiet.


My fists scrunch up at my side, my body tensing. A large group of people suddenly appear, having turned the corner in search of the entrance to the deck. A dozen of them bustle past the table, one knocking my arm with their rucksack. I glare at them, my chest tightening and then releasing as they fade into the distance. Then Thomas pulls at my sleeve.


‘Stop it!’ I shout, tears of frustration pricking my eyelids. I don’t want to be here. I want to be on my own.


‘Be quiet,’ Mum hisses angrily, tired from the ten hours we have journeyed so far. ‘You can’t have a go at him when you were doing it earlier too.’


Anger swirls in my stomach. I wasn’t doing this; I was singing a song lyric. Because I liked the way the words sounded in my mouth. I wasn’t doing it purposefully to upset anyone. ‘I was singing! And he’s only doing it to upset me!’


‘Then don’t be so sensitive,’ Dad says.


I throw my chair backwards as I stand up and storm towards the toilets. I race past the sink and force my way into a cubicle, slamming the door shut as I collapse onto the toilet seat. The sudden change in volume is glaringly obvious, almost startling. The noise is fainter, dulled, muffled. As if a sponge has been placed over a speaker. I am now acutely aware of the rise and fall of my breaths, uneven as fury bubbles in my chest. They are not being fair. It is not the first time I have been told not to be so sensitive. That I need to learn to deal with the things that irritate me. When I tell them it’s not fair, Dad tells me that life is not fair. Am I too fussy? Too spoiled? Why can’t I just stay calm?


As I readjust my shorts, I notice they still have a label in them. Unusual, because checking there are no labels lingering in my clothes is a staple of my morning routine. This one, like most of my clothes, says ‘Marks & Spencer’. I’m not meant to get my clothes from there anymore, I am told at school. But that is where Mum shops. I rub my lower back where the label has been rubbing and realise it has been irritating me all day. I tug at it, ripping away the fabric from the seam. Bits of thread loosen as it falls off in my hands. Yet, even though it’s now gone, I sense the prick of it against my skin – a feeling it has taken me all day to process.


After my breathing becomes less frantic, I exit the cubicle and splash water onto my face at the sink. I just want to get home, where I can climb under my bedsheets and shut my eyes. Where I am alone, and away from everyone else. Where it is silent, and I can think about dolphins.
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