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This book is dedicated to all the invisible heroes who spend their lives helping pave the way for the next generation of Neurodivergent individuals, autism advocates who are actually Autistic who share their lives and experiences with the world in the hope of creating better knowledge and understanding from those who stereotype us and put us all in a box labelled ‘broken’. They are the unsung heroes who we should all be learning from, and hopefully one day, the world will accept us as equals and not treat us like we don’t belong.


We would also like to dedicate this book to those Neurodivergent people that didn’t make it to adulthood. Your voices will never be heard, your lives never fully lived. The system let you down. We hope we have done enough to give your loss meaning by creating this book and trying to change the future for all Neurodivergent people to come.
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Foreword


As someone with an academic title in the autism field I maintain that the best way to learn about autism is to engage as often as possible, as much as possible, and as in depth as possible with the autistic community. Since first becoming fascinated with all things autistic I have read so many autism-related books – and my favourites have always been autobiographical in nature. This book, then, ticked more boxes for me than I could ever have dreamed of. With such authenticity, so many autistic voices, covering such a range of invaluable concepts, the book entranced me from beginning to end.


The richness within this tome is undeniable. Equally undeniable is the fact that many of the voices in the book have such tragic stories to tell – the suffering at the hands of others is something that is deeply troubling and worthy of note – as Nia-Eloise wrote: ‘The only thing that I suffer from is people’s ignorance and prejudices and the spread of misinformation. And clothes labels’.


Perhaps it’s unfair of me to choose that particular quotation out of the plethora of supreme narrative littered throughout the book, but I think it sums things up very aptly. One other quotation that leads to a brilliant section is as follows: ‘Autism to me is like cake!’ You’ll have to read the rest of the book to find out what this means – trust me, it’s worth it.


I cannot thank Joe and Marie-Laure enough for allowing me to be one of the first people to read this – it is quite possibly one of the most important books giving voice to autistic people that has ever been compiled. The phrase ‘must-read’ is surely overused – and, equally as surely, is 100% applicable in this case. Whoever you are, whatever your relationship to autism, reading this book will give you something that you will not find elsewhere.


Dr Luke Beardon


Senior Lecturer in Autism, Sheffield Hallam University




Introduction


We are often told that autism is a communication disorder. We beg to differ, because if people just listened more to us, they would soon find out that more often than not, we have plenty to say, even when we don’t speak. There is no communication disorder; most Autistic1 people communicate fine with each other. However, many misunderstandings arise when neurotypicals and Autistic people communicate with each other. Our goal in writing this book is to begin to bridge the gap. In response to being continually ignored, we have collected Autistic experiences, that is experiences written by us, about us, for anyone willing to hear our voices. So, if you really want to learn about autism, learn it from those who live it every day, and please, forget every stereotype you have ever been shown. The word Neurodivergent will be used quite often in this book. Neurodivergent means to have a different brain type than the typically evolved brain. You may have heard of the word neurodiversity, which is often used when describing Neurodivergent people, but neurodiversity actually means everyone, including neurotypicals. So, we are Neurodivergent, everyone is Neurodiverse.


Let us begin, and we warn you now, it won’t be an easy read, but believe us, it was far harder to write this than anyone will find it to read it. In this book, you’ll read stories from more than 80 Autistic people from many different countries, aged between 16 and 74, of various genders. Our participants display different forms of communication. Some people are or have been mute or selectively mute, while others have always felt comfortable expressing themselves orally. Some prefer to express themselves in spoken form, others in written form. We have offered different ways of collecting our participants’ stories in order to show stories of people who have had different life experiences. While we – the authors – don’t necessarily agree with each and every one of their statements, they show a wide diversity of experience. We wanted to show the variety of humans that are often silenced behind the narrowness of stereotypes. We hope Autistic people will be able to relate to our participants’ experiences and medical professionals can learn from them. We hope this book gives everyone the permission to be who they are, authentically.


There are many myths and mistruths about Autistic people perpetuated by medical professionals, the media and clickbait science. In this book, we, the Autistic community, speak for ourselves, give our side of the story and show what we as Autistic people have experienced living in a world that blanket labels us all as a disorder, a condition, a disease and a disability. We firmly believe we are supposed to exist, we are necessary for our species to make change, and the way our brains differ from the typical has been crucial for the advancement of humanity. We hope that from reading this book, you will begin to see the people behind such hurtful labels and realize the damage that has been done to a minority of people who simply were born different.




__________________


1 We are using a capital letter for the words ‘Autistic’ and ‘Neurodivergent’, which is an identity, as opposed to the word ‘autism’, which is registered as a disorder.



1

Bullying


Trigger warning: mention of self-harm, suicide, as well as physical and mental abuse.




Joe James’ experience

The more I think about the word ‘bullying’, the less meaning it starts to have. It is a word that is thrown around a lot these days, especially on social media when people argue and disagree. There is still so much bullying going on and, even though we are living in a world that is supposed to be more accepting and understanding, it seems we are more divided than ever. In my childhood, the bullying was up close and personal. Not that it’s worse than today’s bullying, but back then I definitely wished I could have blocked and deleted the people that tortured me every single day.

My first memory of being picked on is from nursery school. I must have been about three or four and I’d asked a child if I could play with a truck they were playing with. They said they were finished and happily let me use it. The teacher stormed over to me and snatched the toy from my grasp. I was so scared and didn’t know what I’d done wrong (a common theme in my life). She accused me of taking it from the other child and made me apologize to them. Even the child said I didn’t take it, but she said they were just being nice and lying to protect me. I have never really trusted people – this was perhaps the start of it all.

My birth mother was incredibly loving. That was, until she didn’t get her own way, or anyone said anything she didn’t like. Then it was like a war zone and I was the target. Somehow everything was my fault. Even when my dad had a meltdown and lashed out at us, it was apparently my fault for making him so angry. I was an Autistic/ADHD (attention deficit hyperactivity disorder) child who had serious anxiety issues and was scared and angry all the time, but to hell with my feelings, I was the one who needed discipline and that meant beatings and psychological bullying. My mother would pit my siblings and I up against each other, constantly comparing us and making out as though she loved each of us the most while poisoning us against each other with lies. She would throw things at my head and hit me with kitchen utensils and anything else she could get her hands on at the time. I was mocked and made to feel like the freak of the family. I never wanted to leave my room, only to go outside, and I ran away constantly, taking my favourite cuddly toys with me in my pillowcase like a little hobo.

School life was a continuation of the torture I endured at home. I was always singled out as the odd kid, the weirdo, the nerd. Once, when I was nine years old, I was cycling to the next village to secretly buy some sweets. I was denied anything with sugar or chemicals because it was thought at the time that sweets would make my hyperactivity worse, so even on my birthday I wasn’t allowed chocolate cake. On the way back it was pouring with rain and when I crossed the road, I was hit by a car. I had a broken leg, but luckily that was all. When I got the cast put on, the nurse told me that everyone would sign it and I would get loads of attention. That sounded so great, as mostly I was ostracized and had no friends at all. When I got back to school the kids all laughed at me and called me stupid because a few days before the teachers had done an assembly on road safety and used me as an example of what not to do. They had no idea what had happened, they just decided to make me look like an idiot so they could prove a point. They had zero care for the repercussions for me and how much the kids would use it as another reason to pick on me. I was so hoping for a big welcome and to be awash with sympathy and compassion, but the opposite happened. Six weeks later, when my cast came off, the nurse was kind enough not to mention that it was as bare as the day she had applied it.

Even though things were tough, I did have my older brother, Simon. He looked after me when my dad ignored me and he taught me many life lessons I would have struggled to learn on my own. He was the only one I could count on as my older sisters had been driven away by my birth mother and my dad was neglectful and distant most of the time. Simon took me on camping trips, holidays, to the cinema and off-roading in the Land Rover he built from scratch. He was 11 years older than me and I thought he was the coolest person alive. He showed me music and movies that I still treasure today, especially Bon Jovi and Queen. So much of who I am is because of his guidance and I know he would be proud of me if he was around today. Unfortunately, when I was 16, just before my exams, he was killed in a motorcycle accident and I never even got to say goodbye.

Before Simon’s death, my school life consisted of me avoiding or defending myself against bullies. I had the occasional friend, but they never lasted long as others would make sure they were also bullied until our friendship ended. Some of those friends even turned on me and that hurt the most. I was really good at school despite hating many of the teachers. I was academically gifted and was destined to go to Cambridge like my heroes Charles Darwin and Sir David Attenborough. I wanted to study Zoology and certainly had the drive and enthusiasm to get there. Every day seemed like a battle, having to cope with my volatile home life, then dodge and weave my way through secondary school. It was so tiring but, somehow, I managed it.

After Simon’s death, things changed dramatically. I stopped avoiding the confrontations and actively began looking for them. Soon the kids who thought I was an easy target found out that they had just been lucky enough to have got away with it for so long. My brother had taught me how to bo x and how to fight dirty, so that’s what I did. I took my pain and hatred out on every single child and adult who got in my way. I was on a path of destruction and no one, even the deputy head teacher, was off limits. I began getting detentions, then suspensions, my work suffered as I had stopped caring, and I even got in trouble with the police for breaking a fellow pupil’s eye socket. I was violent, and I loved it.

Meltdowns had been common for me, but after Simon died, they became who I was, an integral part of my identity. I was feared, looked up to, talked about. I was finally no longer a victim of bullying; I was now a victim of my trauma. I fought constantly with my dad and my birth mother was terrified I would hit her back, so she stopped attacking me. Eventually she kicked me out when I was just 17 and my exams had ended in failure. A few days before that I had decided to kill myself.

I was walking out of my school, alone and angry as usual. I hated my home and believed no one loved me and no one would care if I was gone. As I crossed over a bridge I was overcome with a sense of calm and thought, ‘I’m ready to end this’. I’d had suicidal thoughts a lot in my life but had never really taken them seriously. I was about to jump, but the thought of my dogs not knowing where I was, and an image of them sitting beside my grave like Greyfriars Bobby, made me think twice and I kept on walking. I want you to understand that I came extremely close to ending my life simply because of how I was treated by others. I have not gone into details as research has shown this can be dangerous. But this was a serious attempt and is not to be taken lightly or dismissed as the fleeting thoughts of an angsty teenager.

I think the worst thing to come from my brother’s death was the final realization that even that tragic moment couldn’t make my dad step up and be the man he needed to be. All he did was shut himself away even more and fight with me when I tried to spend time with him. All I really needed was a hug, all I got was a cold shoulder.

I was a victim, then I was a fighter, but even when I was sticking up for myself and having to deal with so much pain, I was labelled the troublemaker, the thug, the bad kid. Luckily, I met my best friend and wife when I was 18 and she helped heal the wounds that I sustained in my childhood. Without her I would still be lost, with her I have become a great dad, a great photographer, a neurodivergence specialist, a motivational speaker, an author and the happiest person I have ever been.




Participants’ experiences

We wanted to begin this epic journey of understanding Autistic people from the mouths of Autistic people with a subject that I believe affects the overwhelming majority of Autistic individuals and has the most negative impact on who we become later on in life. So much of our struggling within social situations and day-to-day life is down to bullying and how we were treated by others when we were young. It can fundamentally shape who we are, and I for one have been mentally scarred and carry a lot of emotional anger and baggage because of the experiences above. Even the diagnostic criteria focus so much on our childhood and how we got on with others, it almost defines us as Autistic people, but it absolutely shouldn’t. I’m hoping that by reading this book, people will take notice of our struggles and how we are treated so badly. Many of us choose to end it rather than face another day of persecution and judgement.

We asked our participants, who come from all over the world and have different heritages, upbringings, ages, abilities, disabilities and personalities: were you bullied as a child? The response was yes for more than 90 per cent of them and the ones that weren’t had to mask to fit in and weren’t allowed to be their true selves, which in a way is another form of bullying in itself. The saddest thing for me to discover while reading through these experiences is that no matter the decade, even today, things have barely improved in terms of how we are treated. This is unacceptable and needs to change immediately.

Please keep in mind, as you read on, that these are real people, not made-up characters in a fantasy novel. These are real experiences, and for many the bullying doesn’t stop in childhood. From physical to mental bullying, ostracization and cruel jokes at their expense, we do not deserve this treatment simply because we are different.

We will start with Dan, who describes his experience in just a few words. These few words mirror what so many of us asked ourselves repeatedly: ‘Why me?’ He says:


“At school I would get bullied every day. I used to ask sometimes why they were picking on me and the answer always came back ‘because you’re there.’”



Gillian was bullied through ostracization, in an ‘Oh my god, you play with her?’ way. She was really quiet, but a ball of rage. If you picked on her, she’d take it and just go into herself. But if you picked on her siblings, she’d absolutely lose it. She adds: ‘I’m such a pushover, until somebody picks on my relatives or friends.’

Eva remembers having struggled once with two girls while trying to make friends:


“They said that I was staring at them but I wasn’t. I would be looking at people, trying to understand things, and then I would be misunderstood. I just struggled; it was not fun. And that has affected my whole life really.”



Sarah says secondary school was kind of ok for the first few weeks:


“I seemed to be making friends, or so I thought. I wasn’t overtly bullied, but I wasn’t accepted into groups and cliques. I was mostly left alone, although there would be some snide remarks, jibing, taking the piss out of me when I just ‘didn’t get it’. I remember teachers being a bit like that too. I didn’t understand it though and I constantly felt on edge. I always had a friend, but again, they were bossy, strong-headed, and it was almost like I was tagging along with them. I was probably three years behind everyone else emotionally/socially, reflecting back. I was naïve, didn’t understand jokes, just didn’t really get any of it. Being left out is a far too common thing for Autistic people. It is that sense of loneliness and isolation that may result in us not being sociable later in life. So don’t immediately blame autism for our social struggles, the fault may lie in the hands of others, not our neurotype.”



Richard speaks about his experience:


“I was bullied because I did not hang out with the local kids and didn’t give a crap about peer pressure. And to be honest, I still can’t fully understand why I was bullied by the local kids that lived in my street. But they would chase me all the time. And to be honest. I loved outwitting them. I liked to answer back with wit and never let myself get mentally bullied. Unfortunately, I was physically bullied a lot. The outcome being that I learned to be a fast runner. I was a complete chatterbox. I was cheeky because I liked to argue, especially with teachers. This obviously (to me now) pissed people off. I had a lot of trouble making friends. Because of trust mainly.”



Charles reminisces about his time at school:


“I moved primary schools due to severe bullying from staff members and teachers. The school I am referring to here is the second one I attended. I don’t really remember interacting with friends outside of school. I don’t remember if I had any best friends, just a few people that I do remember. There are a few incidents I remember, such as having a girl tell me I wouldn’t be able to cut her finger off with the pair of scissors we were using in a crafting session and then subsequently getting in trouble when she let me try. Or the time when I was shoved backwards in the coat room by a bully I was standing up to and having one of the coat racks go into the back of my head.”



Beckie remembers being the weird child, wearing glasses and needing braces, and being an easy target for bullies. Also, she didn’t really communicate well as a young child. The volcano inside her would erupt, she’d explode, be aggressive, violent, and the bullies would then regret picking on her. As she got older, she had a reputation as the crazy girl you didn’t mess with.

So often we are seen as the ones in the wrong, when in fact we are simply defending ourselves. This is just another way that we are bullied and forced to accept our role as the victim that should not be heard.

Ben, Emily and many others also experienced this. Ben recalls:


“I always felt a little out of step with the world. I loved learning. Sometimes I think I could have gone to school for ever. Relating to other children was a huge struggle and I dealt with a lot of bullying. I learned martial arts to defend myself. This was effective, but frequent fighting added to the perception of me as a problem child. Teachers often perceived me as having an attitude and other children saw me as weird, annoying and arrogant.

Bullying was near constant. I always tended to stand and fight. Teachers were useless to the point that my mother threatened to call the police and sue. Moving schools made it worse because that meant losing what friends I had, and also that I had to fight every bully at the new school.”



Emily speaks about her experience:


“I had no idea I was Autistic when I was a child. I was the weird kid, the outsider. I was the one with my nose always in a book. Adults and children alike found my inquisitive nature and deep sense of justice intensely annoying. I guess the good thing about it was that I could complete most of my academic work without it even looking like I’d been paying attention.

I was horribly bullied, verbally and physically abused pretty much every day. Beaten to a pulp on more than one occasion. It began at primary school and followed me until GCSE level. When I reached out for help, teachers would tell me that I should stand up for myself and not be such a wuss. I did stick up for myself, somewhat explosively, on a few occasions. Then it would often be me who got in trouble and the other kids branded me a ‘psycho’. It left me with deep wounds and a sense that I was weird, annoying, geeky and completely unlikable.”



Sadie also had a terrible time at school:


“When I moved to secondary school I was bullied constantly during those five years. Every time I reached out to someone it got worse so I just put up with it. It was the same as home life so I could easily put up with it. The only reason it stopped, despite having new bullies each academic year, was that I stood up physically to one of the bullies in my year. I had finally had enough. I would try to go to school early and be the last to leave to avoid a particular set of bullies waiting for me at the entrance/exit on my route.”



The thing about bullying is it affects us so deeply, but we don’t always express or show that. We often internalize our pain and it manifests in harmful ways towards ourselves, as Christina and many others experienced. Christina recalls how bullying was a big problem for her even into high school:


“I could never understand why I was targeted constantly for ridicule. I was so quiet and never spoke to anyone, but for some reason other kids still felt the need to say horrific things to me. It reinforced the idea that there was something very wrong with me. During my sixth to eighth grade years, I would spend every recess sitting up against the building watching the kids play on the playground. All of them knew how to engage and seemed to enjoy being there. I remember only once did a playground monitor ever approach me to ask me why I didn’t go play with the others. I didn’t have words to answer and was embarrassed, but also relieved someone noticed me.

Around the age of ten was when the self-harm began. I started with lighting matches and burning my skin, then eventually moved to cutting. It was intoxicating to me to see my physical pain. While I would cut myself, I would imagine someone noticing my injury and that person getting me the help I desperately needed. In real life, however, I always kept my injuries hidden. Out of all the years of my cutting and self-harm, only twice did someone notice it.

Around my preteens, I started struggling with suicide ideation. I remember making a promise to myself that I would kill myself when I finished making a tablecloth for my mother. I would fantasize how I would do it. I became obsessed but had it in my mind to wait until I completed my project so as not to disappoint my mother.”



Christine was teased but was rather violent in defending herself, giving one boy who took her beanie an arm lock and knocking down a boy who stole her milk. After that, no one messed with her any more.

Hayley remembers her experience:


“Public school also meant I was an easy target for bullies. I used to have food thrown at me, I was punched, kicked, someone kicked the bathroom door in while I was in there. I had kids make fun of me, call me names, make fun of my stims, throw rocks at me. I was too nervous to ever stand up to bullies. I took it every day, it was relentless torture. It ruined me as an adult. I don’t have any self-confidence, I have very low self-esteem. I started self-harming. I tried taking my own life on multiple occasions. All this ended up with me being sectioned in hospital for months. I don’t think I would have ended up in hospital if it wasn’t from the constant bullying.”



Nicky recalls her time at an all-girls school:


“I was bullied at the girls’ school. It’s left me with an inherent distrust of women. It was mainly verbal, which I couldn’t cope with. A little pushing and shoving but nothing really physical, which I was always disappointed with as I was sure I could hold my own in a fight much better than I could with the verbal bullying. I didn’t tell anyone about it. I tried to steer clear of the bullies and mainly ignored them, but all these years later I can still remember their names and faces.”



C.A. was harassed by a group of bullies:


“There were a few specific bullies that targeted me, but on the whole, it was just the generic ‘you’re annoying’, ‘you’re loud’, ‘go away, we don’t like you’ type of behaviour I received. For the most part I wasn’t worth their time. But there were also those who went out of their way to try to help, who didn’t shut me down when I reached out and tried to guide me in what people were needing me to do/not do, to accept me. I could never reach their expectation. I’d commit to trying, doing my best, but ADHD would mean I’d forget I was even doing that within a few hours and the mask would drop and natural me would come back out. I’d feel shame that I couldn’t keep it up, commit to doing better next time … and the cycle would start over. I could never get it. I appreciated those who showed compassion in this manner though.”




When people try to help us by encouraging masking, changing who we are to fit in and fundamentally reshaping us, as C.A. experienced, it often makes us feel undervalued and that who we are is just wrong. Those people seem to be trying to help, but in fact they can cause more harm in the long run because we aren’t accepted for who we are. People should be taught to be more accepting and appreciative of difference, so we don’t have to warp ourselves into their idea of what is normal.



Joanne recalls her time as a child:


“It was only in my final year of primary school that I started to struggle with my peers. I didn’t know why they reacted to me in a strange way when I talked about my interests. I tried to like what they did, but boy bands really weren’t my thing. Big cats were my thing! Animals, nature, climbing trees, exploring the world, finding out how things worked, that was what got me excited. I never really felt comfortable with them. They started ignoring me or pretending to be nice only to suddenly do something unexpected and laugh at me with others.

I was always on the outside of the group looking in. The forgotten one. I stopped trying to interact so much. I lost all the confidence I had and became easily led, desperate to feel belonging and acceptance, desperate to be liked. It led me into uncomfortable situations and eventually to sexual assault.

I confided in a friend who passed it around and suddenly I was the talk of the school. I was confronted by gangs of his friends (in the year above me). It got round to teachers and I was taken aside. The police got involved and I was asked to make a video statement at the police station. But I couldn’t.”




Some of our experiences are so traumatizing they are extremely vivid many years later. No matter how extreme these may seem to others, the fact remains they are extreme to us.



Fabrizio remembers how he felt when he was targeted:


“For no reason, one of my ex-classmates started to pick on me. He was a big fat guy. He had older brothers with him. He tried to chase me, but I was faster. Then his brother came in front of me with his scooter, while another person came after me. They took me by the arms and threw me in a bush of roses. Then the brother of this classmate started beating me. All ended when a person that was living there came out of his house, in a dressing gown, shouting at the guy to stop. He took me into his house and tried to help me. I was deeply shaken and traumatized. I left that group and I didn’t speak with any of them. I still resent these people, mostly this classmate and his brother. They never apologized. This had a huge impact on my life. I was traumatized for many years after that.”



Geraldine recalls how one girl felt the need to verbally bully her one day in art class, as Geraldine was always good at art and the other girl became jealous of her. The art teacher saw the girl’s antics, told her to stop and asked Geraldine to move away from her, which she did. The girl then took her physical bullying out onto the playing fields during break times.

Karol reminisces:


“I got bullied in secondary school by a few people, but one that was particularly interested in bothering me was a girl with the same name. She was Carolina and I’m Karolina, so it’s spelled slightly differently but pronounced the same, and that apparently really bothered her. She told me to tell people to pronounce my name in a different way. I didn’t really get that because, well, it was my name, I couldn’t just change how I pronounce it, and also I couldn’t care less that we had the same name so why did I have to be the one to change it? So she would criticize me to her friends when I was around, making sure I heard her, and I would hear her say really mean things about me. That shattered my self-esteem and made me really unhappy.”



Linda reached out to her parents when the beating up started and they contacted her worst bully’s parents, which only resulted in the bullying getting worse. This led to Linda not mentioning it again, pretending it was over and just finding a way to survive day by day.


Not being supported, especially at school, is a common theme for many Autistic people, as we can read below. We are seen as a burden or hindrance rather than the potentially world-changing individuals that we could be. If the education system invested in us, instead of creating obstacles that we must fight against, we might just have an entire generation of amazing people who are not traumatized by their educational experiences.



Isabella recalls:


“Nobody knew I was Autistic. Everybody knew I was not normal, weird, physically slow and clumsy. I was often depressed. I hated waking up early, I was tired all the time, I was feeling weird all the time and used to feel like I didn’t get the ‘how-to-be-a-human manual’ while everyone else got it.

I hated school. Sometimes other children and even teachers made fun of me and I was bullied sometimes. I used to daydream during school. I hated numbers, I love science, history, literature, geography, I hated physical education because I was clumsy (because of dyspraxia but nobody wondered why).

The school system was totally inadequate and ignorant – they knew I had problems but they never cared about finding out why and they never ever tried to help me in any way.

And my parents were disappointed because I was not like other kids.”



Jennifer talks about how it wasn’t just children that bullied her:


“I was bullied by both students and teachers. I had a teacher point out in the middle of class that I was picking my skin (I have a skin picking disorder and do this when I’m trying to block out external stimuli). I had both students and teachers make fun of the type of clothing I would wear since I preferred comfort over style. I’ve had both students and teachers make fun of me because of my inability to be good at sports during PE class (I am dyspraxic). I’ve had both students and teachers make fun of me or punish me for crying because they didn’t see a reason for it. I’ve always been the type to avoid confrontation and would rarely stand up to any of them, especially the teachers. I also never really told others much, except for maybe my best friend or sister. I survived by forcing myself not to dwell on it, to mask and just escape to my favourite fantasy worlds.”



There are exceptions to the rule when it comes to school, and individual teachers can shine and see our potential. Kate remembers her teachers, but also remembers the horrific treatment she experienced that went alongside their support.

Kate speaks about how not knowing she was Autistic affected her childhood:


“I am a late/adult diagnosis, so when I was a child, everyone just thought I was weird. I remember being told I was too loud and annoying frequently and told that I shouldn’t still like dinosaurs or have stuffed animals as I got older. I never really had friends. I had one or two people who would be nice to me for a while, but ultimately they never really stuck around and I could never figure out why. I remember desperately trying to be everything that I thought people wanted me to be – to look like them, to talk like them, to act like them in the hopes that someone would stay my friend for longer. On the positive side, academics were very easy for me. I learned quickly and retained information well. Tests felt like an algorithm that I could solve even if I didn’t know the answer by using a simple statistical analysis. This often resulted in my being the ‘teacher’s pet’ if you will, and the vast majority of my teachers were supportive and assured me that I was meant for great things.

The actual tasks at school were generally easy. Learning was easy and translating that learning into writing or testing was easy for me. Socially, school was impossible. I never felt like I fitted in, no matter how much I changed myself. The other children were cruel, often bullying me for seeming different. I’ve had people hit me, call me names, even cut my hair while I was in school. This led to me feeling extremely isolated and lonely for much of my childhood.

Kids threw things at me, called me names, left me out of their games and groups. A girl in sixth grade who sat behind me cut my hair during class. A teacher in seventh grade told me that no one liked me. The Christmas before the Columbine massacre happened, my parents gifted me a trench coat that became my favourite thing to wear. After Columbine, kids would accuse me of being a school shooter and approach me and ask me what I was hiding under my trench coat. In high school, bullies started trying to pick fights and one student even called a fake tip into crime stoppers to get me arrested. I told my parents about it, but they mostly just told me to stay away from anyone who was mean – which was nearly everyone. I told teachers and administrators, but their suggestions were pretty much the same. I was taller and stronger than most girls my age from growing up on a farm, so my coping mechanism became to just be scary to make people stay away from me instead. I walked around looking angry all the time and really isolated myself so that no one would feel like they could bully me. When the girl called crime stoppers, I was in tenth grade. Even though there was zero evidence and I’d done nothing wrong, the administration held me in the office for four hours and searched all of my stuff without consent or contacting my parents. They suspended me ‘just to be safe’ and made me submit to a psychological evaluation before I could return to school. After that, I went into dual enrolment and got away from the public school system.”



Kelly had a few close friends, but she remembers falling out a lot with them. She felt she annoyed them. If she had an obsession, such as a new boyfriend or a new interest, she would be all-consuming about it, talking non-stop, totally fixated on it, and she now feels that maybe that was hard to take for some people.

Kevin, Lauren, Michelle and Mickey share how even though they excelled educationally, due to their differences, socially they were treated badly. While Kevin did well academically, getting As and Bs, socially it was a different story. He ended up having to move away from his freshman residence hall in the middle of the year because he had difficulty understanding boundaries and when people wanted to be left alone. It was difficult because no one ever talked to him directly and told him he was interfering with their space; they just stewed privately about it and by the time he found out about it, it was too late.

Lauren recalls:


“I was very passionate about science and reading books, especially interested in physics and geology. I went to a public school, then college and now university. I found school mostly easy – I could churn out good exam results and I was well behaved in class. Teachers never had a problem with me and I enjoyed school. I was bullied sometimes for being ‘too weird’ and having interests that the other girls didn’t. I never understood why the girls liked makeup and boys, and people considered me a tomboy for most of my life. I struggled with my confidence and anxiety, as did my other friends who were also Autistic. My friends are part of the reason I was bullied because they also had interests and ways of communicating that were considered weird. However, they always taught me to never care what others think and to keep being weird. It knocked me slightly, but in a way it’s the reason I’m so assertive today and know how to be myself.”



In elementary school, Michelle was bullied a lot, both verbally and physically. She always got top grades in every subject – the schoolwork was almost insultingly easy. It never occurred to her to report the bullying because she was also verbally and physically abused at home. In high school, her grades declined because she was tired of getting straight As and not getting any benefit from them – only snide comments. So, she began skipping school.

Here are a few more experiences before we move on. These are just more examples of what we must endure simply because we don’t act like other people expect us to.

S.E. reminisces:


“I was bullied, treated like a freak by my classmates. On the other hand, I was always way ahead of people my age. Instead of wasting my time playing their illogical games, I spent my time reading and understanding things that didn’t even interest them. I always had a great memory and understanding of things that interested me. And I didn’t have this urge to ‘want to grow up and fit in’ and stop doing the things I liked just for the sake of that. I was capable of just enjoying myself without feeling the social pressure that other kids seem to be exposed to.”



Sarah speaks about her difficulties:


“The hard stuff was interacting with my peers and some teachers. I was relentlessly bullied, never fit in, didn’t understand all the undercurrents. Some teachers liked me because I was bright and a good student. Others hated me and gave me a hard time because I was challenging and pushed back against pointless rules.”



S. was very badly bullied in boarding school. She was the only services child there and got beaten up on several occasions and was the target of practical jokes.

Bob remembers:


“I was bullied at junior school for being ‘teacher’s pet’ and the entire class ganged up on me, including my best friend. I didn’t understand what I’d done wrong, I just helped the teacher by doing jobs when he asked. I was very glad to leave junior school and my parents moved away so that I wouldn’t be at secondary school with the same people.”



We close this part of the chapter with Mark, although these experiences are but a fraction of the abhorrent treatment we Neurodivergent people go through every day. Mark says what a lot of us who survived the trauma wish we could do.


“I just wish I could go back and reassure that terrified, confused small chap that it will be ok, your brain is different but that makes you special. There are all sorts of ways to cope, here’s what you need to tell people and this is why. Have a hug, little man, you deserve one.”



[image: image]




Jordan’s story

We wish to share some words Jordan wrote:


“I am writing about my day-to-day life. I have always struggled and it’s hard for me to learn things. I have always thought I was someone that was just so stupid as I couldn’t learn as well as everyone else. Later I found out I have dyslexia but I still didn’t understand everything about it, I still thought of myself as just someone that was thick, even though my mum told me I wasn’t.

As I have got older, I know that I don’t learn in the same way as everyone else as my brain is made differently, but I can learn things in different ways. I think everyone thinks I don’t care, but often it is the opposite.

My possessions and my bag are important to me. I struggle in the classroom and many social situations, often being too bright or loud, there are often too many people about. I try to appear normal every day, but often by the time I get home I am mentally and physically tired. I don’t want to be different, so I try to fit in. I often get overwhelmed with emotions when I try to be normal. I have not managed to get a grip on these, I have anxiety about talking it out loud and then struggle to say the words as they get jumbled.

I worry about so many things. I can have short periods of quite intense OCD (obsessive compulsive disorder), like when I used to wash my hands constantly until they were really bad. Trying to be positive is hard but I try to be creative – I can make and do things better than writing and subjects. My family try to help and tell me positive things about my abilities, but that isn’t going to help me in the real world.

My daily life is mostly planned out. I follow a daily routine as I find it easier because I don’t like change. High school life is very overwhelming and I struggle these days. I try to do my best but sometimes it’s just not good enough. A never-ending cycle that I can’t get out of. I don’t think I will be able to stay in my classes as my latest school report shows that my teachers believe I will fail my exams. My parents have taken me for extra maths, she (the tutor) believes I need more visual aids, but I just don’t know.

How I act caused a real struggle in my life as some people just don’t understand me. They make fun and I can’t get Bethany [my sister] to fight all my battles, and it’s hard for me to cope with it all on a day-to-day basis. I am trying to work this through with my family. I need to speak up, but it’s hard when you struggle with a full mind to stay on track, so it’s easier to keep it hidden.”



Jordan’s mother gave us permission to share this piece of writing and she adds her own words, as he is unable to write them himself.


“This is just a small section of a reflective piece Jordan had put together. It broke my heart helping him get out the words he wanted. He masked so much. I had asked time and time again about Jordan being Autistic, but got shot down by many. I was made to feel that I was way off base. How could I say he was Autistic? Just because I had fought and he was diagnosed as dyslexic didn’t mean he was Autistic as well. I was just a mum.

It wasn’t until after this piece was written, and he had failed at his exams, that I had to fight harder for him. We sat down on the floor, back to back, and I asked him to shut his eyes and tell me every single thought he had about himself. Within minutes I had a page full of pain. A visit to the doctor with this piece of paper began the diagnosis journey.

He had such a big heart, he listened to others when they were struggling, maybe not giving them answers but someone that didn’t judge just really listened. I had been in a car crash in December 19 and he was such a support helping me. In hindsight I said that he was so busy helping me that he had too much pressure and he was distracted during his exams. His response, ‘No, Mum, it’s just me and my brain.’ The school system did not work for him, his Air Cadets family with routine and support helped him achieve much more than his school life, but he just so wanted to fit in. He had a girlfriend but that had ended badly. When he had suicidal thoughts, I slept on his floor for six weeks. We sat and talked each night into the early hours. Why had he reacted so? Why didn’t people like him? Why was he so odd? So thick? A burden to his sister? To his dad and me? To have such weights on his shoulders at his age, the anxiety tracking through the hours, I would talk quietly and gently try to get through to him, or we would shout at each other until we were spent, hugging him until he relaxed with Pooh Bear in his arms.

Jordan was a quiet child. Bethany, his sister, talked for him in his formative years. He did struggle, with bright lights, loud noises, his ear defenders beside his bed for so many years. You knew how his day had been by the way the back door shut on his return from school. Or going to collect him at lunchtime as the toilets at school were dirty, hiding away as he hadn’t understood someone and didn’t know why he was the bad one. Sometimes he needed to decompress and I would just get him a snack and leave him for a while, sometimes it could take days before he would let you know what was bothering him.

The time that he got detention as some fellow students had taken his bag, with his laptop in, and chucked it across the class, and no one would listen so he kicked cabinets. He was so frustrated – why was he getting into trouble when they had taken his stuff? Then he got so very upset as he had lost his temper. I could give you so many instances where Jordan felt inadequate, or lost himself and would start hitting himself or objects, but I can’t have this entry full of negatives.

We tried to help others understand him, as his diagnosis didn’t define him or his abilities. He felt a failure, only some understood his quirks – ‘Jordanisms’. He felt so strongly that sometimes it felt that he took on others’ pain. Covid didn’t help, all his routines were shot, Cadets were online, and he never felt comfortable, the assessments were tiring, he hardly spoke for six whole sessions, I sat holding his hand. He grew more anxious, he was isolated like so many, and struggled mentally to keep focus.

Jordan had so many plans and imagination, he was an amazing, loving, empathetic son. I loved hearing him laugh at things: I have no idea how they were funny, but they were to him. His love of everything Doctor Who, each series and individual and what was contained in them. ‘Timey wimey wibbly wobbly’ stuff. (If you know, you know.) Anything Marvel, the chronological order of the films, his ability to tell me the links without missing a beat when I got confused. Lego had been a constant, his ability to see past instructions, once he had checked off each piece the manual would be set aside. His love of wood and creating pieces, his ability to teach others PT, he loved his Wednesday Cadet evenings, being able to track 50-plus apps to create meaningful overall sessions. He had started college and we saw a difference – when he was interested in a subject it was like he was a sponge. He had dropped biology previously, but seeing him link muscles and bone structure into his classes was amazing.

It was only when I found Joe James and his page that Jordan and I felt that we had some answers through all the fog.

Jordan had started to grow, we were learning, the belief was that because he had masked and had such a supportive network, he had not been identified as Autistic, but the diagnosis was supposed to help him get more support as you know, people like labels…. I myself prefer them for jars.

Jordan died by suicide on 28 November 2020, four days before his 17th birthday, I hurt each and every day, how did I not see his pain that afternoon….

I try to honour him by living and breathing each day. Trying to help those that are lacking in voice. For those who have different abilities, the ones that people may not see. For those that suffer from mental health, to strive to break down stigma that surrounds us, one conversation at a time.”




We hope by sharing Jordan’s story that it shows how serious not being treated positively and equally can affect our lives. Studies show that up to 60 per cent of Autistic people have considered suicide. This desperately needs to change and it starts with the way autism is portrayed by the medical community, charities, the media, teachers and other professionals. The responsibility lies at the feet of every person who can make a difference and they need to understand the consequences of their actions when they portray neurodivergence as a negative ‘thing’ that ‘afflicts’ people’s lives. How can we ever feel good about who we are if we are constantly told there is something wrong with us?
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Perceptions of autism


Joe James’ experience

What is autism? According to most ‘experts’ it is a broad range of conditions characterized by challenges with social skills, repetitive behaviours, speech and non-verbal communication, or a lifelong developmental disability which affects how people communicate and interact with the world, or a complicated condition that includes problems with communication and behaviour. It can involve a wide range of symptoms and skills. ASD (autism spectrum disorder) can be a minor problem or a disability that needs full-time care in a special facility.

These are all negative opinions and stereotypes – my opinion differs significantly.

Being Autistic (according to me, an Autistic person and Autism specialist whose special interests are neurodivergence, the brain and evolution), I believe autism is a prioritizing of learning (usually by one’s self) over communication, but we are more than capable of doing both if given support, time and guidance. It is part of evolution and is supposed to exist.

A lack of synaptic pruning in the toddler years and again in the teen years makes the Autistic person more vulnerable to their surroundings due to having the neurological pathways of a new-born baby, which also changes the way they learn as they grow older. So instead of being able to learn an average amount about multiple subjects, the person can only learn a great deal about a few subjects that have piqued their interest. If they were to try to learn in this extreme way about all subjects, they would most likely burn out and in some cases either shut down or go into a meltdown. I have a hypothesis which suggests that the reason some Autistic children never fully mentally develop into adulthood is due to the synaptic pruning process hindering the synaptic building of new pathways. So, every Autistic brain will have a capacity for a certain number of pathways, and the fewer that are pruned, the fewer that can be built. This may also be why so many of us struggle socially with our peers, because we are younger in nature. But we are also great mimics and learners, therefore we learn to adult, and can often do that at a younger age because we mimic parents, teachers and grandparents. So, we can be simultaneously immature and very mature for our age. I myself feel more like a child or teenager most of the time and just act like an adult when I must. Again this is another form of masking and takes its toll on my mental capacity.

Autistic people have been responsible for some of the greatest innovations, inventions, ideas and creativity in human history and have advanced the species beyond its nearest competitors in the animal kingdom. We are the leaders of change and out-of-the-box thinking and don’t like being told what to do without questioning it. This is commonly seen as behaviour or communication ‘problems’, but in fact it is the problem of the other person not understanding why we don’t take things at face value.

Autistic people do not need to match their neurotypical peers because we are not supposed to, any more than the average person is supposed to match us in our ability to learn or have hyper-senses which enhance or harm us depending on our environment. We are different for a reason and it creates diversity within the human species, which is vital for adaption.

Autistic people all have different experiences, intellect, upbringings, values, cultures, disabilities, strengths and weakness. We are a minority of different thinkers that need support to navigate a world enhanced by us but not suited to us. Autism is not a disorder, it is a difference.

Autism is genetic, it’s hereditary and nothing causes it other than procreation. The idea that it is caused only suggests it is damaging a human, when in fact it is the environment that damages the Autistic person, not their own brain.

The problem is that there is not enough information out there that is easily accessible to the general public, and the information that is there is biased towards negative stereotypes and unfair assessments of our people, mostly for the financial gain of organizations in disguise as charities. This is harming us because so many Autistic children and adults feel there is something wrong with them, that they are broken and nothing but a burden to society. This couldn’t be further from the truth and I will not rest until ALL Autistics understand how valuable they are, even if they cannot speak or have severe disabilities. We ALL have value, even if others cannot see it.




Participants’ experiences

Over the years, experts have changed the definition and medical representation of autism. We thought it would be about time we heard the Autistic community’s thoughts on how autism is perceived. In this chapter, we’ve asked our participants to tell us how they see autism. We’ve asked them how they feel about the different terminology. Do keep in mind that behind the choice of words lies the representation we have of autism. Through the power of words, we can change how we perceive autism, whether it’s to define it as a disability or as a different neurotype.




What is autism?


Definition of autism

Rather than provide you with one huge definition, we’ve asked our amazing participants to share their definitions of autism. Here’s what they came up with:


‘A gifted person trying to fit in to this reality, that can never [fit in].’

Geraldine

‘Autism is where people see the world through a different set of lenses.’

Faith

‘Autism is a neurological difference that causes changes in the way a person perceives, experiences and understands social interactions, communication and sensory input.’

Kate

‘When I was a little girl, I knew a girl living down the street who had a brother who was blind and Autistic. He was sitting in his room and would scream and scream and it scared the hell out of me to be honest. It physically hurt me seeing him so unhappy and not being able to communicate with the world. The picture of that rocking child locked in a room and a body is what autism was to me for the very longest time.

‘By now, obviously, this perception has changed and for me, being Autistic (not having autism) is simply a different way of perceiving the world on all levels. Fewer filters from the outside world, which brings its set of challenges with it. Sensory overstimulation is no joke. But then again, autism (I believe) comes with a more organized way of thinking, a more thorough way of thinking, more logical, more depth to it. The curiosity runs deep and the independence of mind and creativity can be wonderful. Unfortunately, balancing all these things can be a challenge and the challenges can be a huge hurdle while getting through today’s world’s expectations. Often, it comes with anxiety and an amount of curiosity making one obsess to a level where one forgets oneself. The very raw, unfiltered feelings that bear no logic and must be slowly learned to be understood and tamed. They are in strong contrast to the logical mind. The physical shortcomings can be crippling and limiting.’

Katharina

‘Capacities and X-Men abilities way beyond this reality with super-power gifts.’

Geraldine

‘As I understand it, autism is classified as a developmental disorder with variable presentation. From my reading, I’ve learned that it affects the nervous system and is often characterized by heightened or reduced sensory sensitivities and communication difficulties. An Autistic person’s brain and nervous system are differently wired than neurotypical people’s, so Autistic experiences are outliers when plotted on a bell curve of the typical–atypical. Autism is considered developmental because Autistic people develop differently (perhaps due to differences in synaptic pruning, growth and firing rates of different sections of the brain) compared to neurotypicals’ nervous systems. Autism is classed as a disorder (sometimes disability) because aspects of neurodivergence are seen to negatively impact on ND people’s ability to function in their daily lives. I hope that in the future, neuroscience technology will give us an improved insight into ND vs NT brains and nervous systems for a clearer understanding and definition.’

M.

‘A higher-than-normal sense of everything! Anxiety, empathy, fear, special interests, awareness, pain, drama, super-intelligence.’

Sarah

‘For me, autism is very much like a computer operating system … it may be a different system than the majority use, but it’s internally consistent and works just the way it’s intended to! It’s a specific neurology that affects everything about how we see, experience and interact with the world.’

Sarah

‘For me, autism is down to my brain being wired differently. This means that there are areas where I may struggle, e.g. communication, sensory issues, social issues, struggling with motivation. Different, not defective (as I feel we are often seen).’

S.

‘My definition of autism is that it is part of the way my brain functions. It is a difference, but it is definitely not “less” or a “disorder”. All Autistic people are individuals though, with their own abilities and struggles. For me, being in the right job and relationship has helped me to utilize my autism for the sometimes amazing skills it has given me. I believe all Autistic people do have something they can do really well – sadly, not all of us have the opportunity to find it or use it and that is often due to perceptions in society.’

Virginia



Marie-Laure often likes to point out how being Autistic makes sense in terms of perception of the world. It is true that many of us live in a highly stimulating society, with a lot of noise, people and agitation. If we’re more sensitive, we’re bound to notice it more and be more affected by it. It is also true that we live in a rather complex society, with a lot of expectations, stress and pressure. Also, human interactions are complex when we think about it: people lie, cheat, are dishonest, leave, etc. Being aware of it makes sense, it simply means noticing something quite factual. Therefore, it also makes sense that in order to survive in this stressful environment, people need to have a sense of control over their lives: the need for routine, predictability, clear roles in social interactions, intense interests, profound relationships to people we can truly trust, among many other traits, can simply be viewed as an efficient way of adapting to an otherwise somewhat chaotic environment. In that sense, being Autistic can almost be seen as a philosophy, a certain awareness of the complexity of the world we live in – which makes complete sense.






Criteria defining autism

The official diagnostic criterion for autism is generally considered to be the DSM-5 (Diagnostic and Statistical Manual of Mental Disorders). But we have asked Autistic people what they think the diagnostic criteria for autism should be.

In Najib’s opinion, autism is characterized by specific interests and behavioural issues, especially around social interactions. According to Neville, the criteria would be someone who struggles with social interactions, overloading or overstimulation of the senses, someone with a narrowed range of interests or special interests and someone that may rely heavily on strict routines, being somewhat inflexible.

Fabrizio shares what the criteria should be based on his personal experience:


“Difficulty to focus, interest in science, animals, insects, physical and chemical phenomena, informatics and computers. Difficulty to have relationships and friends. Difficulty to have romantic relationship. Loneliness. Sensibility to light, smell and sound always or in particular conditions. For instance, I am extremely photophobic. I dislike noise and chattering when I am focusing. I don’t like crowded restaurants or pubs (with a lot of people talking) although, with some effort, I can go there.”



Bob mentioned what a hard question that is and added that she doesn’t think she has a proper answer as it seems so diverse and individual. Here’s her attempt at listing some criteria:


“It involves seeing things differently, not picking up on non-verbal communication, being very focused on some things and missing others, struggling to show emotions in a neurotypical way and liking things to be the same. There is a huge variation in Autistic people and different people show these things to different degrees. Some Autistic people also don’t like making eye contact and speak with different intonation.”



Sunny made an interesting list of specific traits to look for:


“I think key traits to look for would be sensory issues of any kind, complex and creative thinking (rather than linear), strong visual thinking, pattern recognition, focus on details, deep knowledge in specific areas, preference for facts and truth, using clear literal language and expecting the same from others, stronger emotional empathy than cognitive empathy. These things affect the environments we are comfortable in and how we socialize with others. Autistic people will feel at home in Autistic cultural environments.”



Amélie says that as Autistic people, we are direct people, we have a certain hypo-/hypersensitivity, we struggle to adapt, we struggle with social communication, we have strengths and giftedness for certain things, weaknesses for others, we experience moral and psychological suffering, tiredness, and we’re emotional sponges.

Eva’s perception of autism is a different way of being:


“I think people who are Autistic tend to be more sensitive to their environment, sensitive to other people, sensitive to the world, which can be a disability. In many ways, it is a disability, because if you are sensitive, you have like a less thick skin, you get hurt easier and the world is louder, the world is more painful. But it can also be positive. If you are more sensitive, you can decide to help people, decide to help animals, fighting for justice, you care more.”



Naomi has shared her very interesting thoughts regarding her perception of autism:


“It’s very complicated. I don’t even know if autism is the right word. In comparison to what we call the norm, there is something a little bit out of place … I would start with three criteria: a kind of lag, an intensity and a sensitivity. ‘Lag’ in the sense of another wiring, another way of apprehending things in a profound way. I see it when I work with people who are not Autistic, I don’t understand their logic and I think, ‘how did they get there?’ There might also be a kind of authenticity, a kind of integrity, something a bit raw, a bit naive in Autistic people, something very direct, there’s not so much of a filter. For me, there is no protection; I am raw. That goes with sensitivity too – I feel like I’m a kind of character who walks around the world a bit naked and gets scratched by the slightest external friction, all the time, because I have zero shell, nothing at all. Everything affects me! In relation to sensitivity, I often think of antennae: very, very long and fine filaments that reach out very far and that can feel a lot of things that others don’t feel. Maybe others have lost the means to feel them or decided not to feel them … I don’t know … Actually, I’m not sure what a non-Autistic person is. Sometimes, we talk about ‘neurotypicals’ and I don’t really know what that means. That’s something that I find a bit dodgy, the idea of neurotypy.”



Many participants, such as Noah, have mentioned that the criteria should be more adapted to different genders, as well as to people who mask very well or manage to function within mainstream society effectively. Lauren thinks the current DSM-5 criteria are almost there. She adds:


“However, it needs to be more inclusive of intersectionality, for example people of different races, cultures and genders. It also needs to acknowledge that masking is a thing and many people do it. This means that people can appear ok but really aren’t, and they shouldn’t diagnose based on how someone appears.”



Sébastien hopes that in the future, the criteria that define autism will be based on our abilities instead of our disabilities, that autism will be recognized as a specificity and not a disorder, whether it is thanks to cerebral imagery or tests based on our ability to notice details or our prodigious ability to recognize patterns. Hannah also regrets that in the DSM-5, the language that is being used is negative – all about deficits and impairments. She adds:


“I feel there needs to be a total overhaul in the way autism is diagnosed, the way people see it, the way medical professionals treat it, define it and discuss it. Autism is not a bad thing. It’s a neurotype – a difference in processing and experiencing.”



As a psychotherapist, Marie-Laure also sees the importance of characterizing autism not only through possible difficulties but also through the very real abilities. If we only define autism through struggles and disabilities, it conveys the impression that autism is a problem. When we tell someone they’re Autistic, it sounds disastrous to them. However, when we tell someone they’re Autistic and explain it means feeling emotions and sensations more strongly, having more empathy, certain social preferences (rather than inabilities), the ability to feel very passionate … then people are more open to recognizing themselves in that way of functioning and can see it as information, not a death sentence. Also, if we only define autism through defects, it doesn’t leave any room for a happy, well-functioning Autistic person to exist. Adding a list of abilities to the characterization of autism would allow people to know that if they become more self-confident, get more motivated, look after their needs and themselves, they will still be Autistic. Autism defines a structure, it’s deeply rooted. It’s not a form of symptoms that can be alleviated. Our social preferences or passions or emotions can vary with time. But we will still be Autistic.

Joe James says that when doing an autism assessment test simultaneously with a friend whom he suspected was Autistic, they answered nearly all the questions in the same way. The only questions they differed on were the ones about social interaction and friendships. Since Joe’s photography and social media success, he has many Autistic friends, a new mum, is in touch with most of his siblings, loves doing talks and visiting schools and colleges to speak about neurodivergence, and is socially very successful. Joe’s friend is the opposite, doesn’t really like socializing and has a deep mistrust of people due to the way he has been treated. According to the assessment results, Joe’s friend is highly likely to be Autistic and Joe, who is more sociable but answered all the other questions the same, only ‘shows traits of autism, but not enough to be Autistic’. So, apparently, Joe’s autism has disappeared because he is happy and has friends. What a load of nonsense these snake oil salespeople are peddling! Autism according to Joe should be defined just as much by what we can do as by the things we struggle with. Anything else is harmful and will only lead to misdiagnosis and people not knowing who they really are and not getting the right sort of support so they can reach their Autistic potential.
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