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To Grunya Efimovna Sukhareva and her girls
(PL, IW, WP, LK, and NW),


To Virginia, Barbara, and Elaine,


To Elfriede and Margarete,


And to all of autism’s other lost people, named and unnamed, found or still lost,


in the hope that you will never be forgotten again











Many of the moments when my autism caused problems, or at least marked me out as different, were those moments when I had come up against some unspoken law about how a girl or woman should be, and failed to meet it.


—Joanne Limburg, Letters to My Weird Sisters:
On Autism and Feminism













PREFACE



WHY ME AND WHY THIS BOOK?


I SHOULD START WITH A CONFESSION. I HAVE BEEN PART OF the problem I am hoping this book will solve.


Over many years, both as a researcher and teacher, as well as something of a social justice warrior, I have eagerly absorbed publications about how the world has short-changed women, not just way back in history, but here, now, in the twenty-first century. These are powerful books about medicine’s gender problem, for example, or about the damage caused by data bias in a world designed for men. I have even written one myself, appealing to anyone who would listen, not to be misled by damaging myths about sex differences in the brain.1


My ‘day job’ involved the use of state-of-the-art brain-imaging techniques to investigate what is officially termed autism spectrum disorder (ASD). The research group I worked with was engaged in meticulous explorations of autistic brains to see if there were ways of profiling the activity in such brains, to explain why their owners experience the world so differently. When talking about this outside my lab, many people would say something along the lines of ‘Autism – that’s a boy thing, right?’ And I would trot out the ‘party line’ that autism was, indeed, much more common in boys, perhaps four or five times as much, and that, although there were autistic girls, they were ‘pretty rare’. I was conscious of the fact that very few of the autistic individuals we were testing were female, which confirmed this impression.


My wake-up call came when I and a group of feminist neuroscientists I had also been working with were taken to task by various high-end media outlets for ‘putting women’s lives at risk’. We had written several critical commentaries about research into sex differences in the brain. We had pointed out that all too often the researchers had gone beyond what they had actually found, over-enthusiastically describing tiny differences in group average data as ‘profound’ or ‘fundamental’, or failing to point out the huge number of comparisons that showed no differences at all.


Our intended message had been that this research was so important that we must be careful to do it well and, as importantly, be cautious about how we wrote about it. This apparently was not what was heard. We were accused of advocating a ban on sex difference research – ‘sex differences deniers’ and ‘feminazis’ were some of the more publishable epithets hurled our way. Why was this putting women’s lives at risk? Because, it was fervently pointed out, there were many brain-based physical and mental conditions where sex differences were clear, so it was vital that all research into such conditions assume that biological sex was exerting some kind of powerful effect on who did or didn’t succumb, and research programmes must be designed accordingly. Top of the list for ‘male’ conditions were almost invariably Parkinson’s disease and autism. We feminazis could not and should not ignore ‘male-specific risk mechanisms’ and ‘female-specific protective mechanisms’.


And that is when I started to pay much more attention to what research should be telling us about sex differences in autism in general, and about sex differences in autistic brains in particular. Why were fewer females diagnosed as autistic? What had brain imagers found so far in comparing the brains of autistic females with those of autistic males? No spoiler alert, but, as you will see, what I found certainly startled me out of my own biased view of autism and made me ashamed of how much I had unthinkingly contributed to the disconcerting state of affairs in autism brain research.


WHAT IS IT LIKE TO BE YOU?
PRETENDING TO BE NORMAL


I should also have been taking note of the powerful personal testimonies from autistic women that had been emerging, actually some time before we brain imagers started paying attention (or not!) to the issue of the male bias in autism science. Bravely laying bare the difficulties they had struggled with all their lives, they were providing the answer to the question that autism researchers so rarely seemed to ask – ‘What is it like to be you?’ Some described their miserable school years, relentlessly being teased and bullied. Some described their ‘diagnosis bingo’, being offered ‘generalized anxiety disorder’, ‘attention deficit hyperactivity disorder’, ‘borderline personality disorder’, ‘eating disorder’ before eventually arriving at autism, not uncommonly in the context of becoming the mother of an autistic child and spotting their own autism when working through the diagnostic checklist with their child’s clinician. The quirky titles of their books often brilliantly summed up what life as an unrecognized autistic woman was like: Odd Girl Out: An Autistic Woman in a Neurotypical World; Nerdy, Shy, and Socially Inappropriate: A User Guide to an Asperger Life; Autism in Heels: The Untold Story of a Female Life on the Spectrum; and (one of my personal favourites) I Overcame My Autism and All I Got Was This Lousy Anxiety Disorder.


To be fair to the autism research community, there were several scientists who had woken up to the issues of autism in females. They were asking the ‘What is it like to be you?’ question, and had started to lay out a framework to show what it was that autism researchers had been missing. Sometimes these scientists were themselves autistic, thus making them uniquely qualified to ask (and answer) such questions. Their enquiries began to reveal why it was that autism in girls and women had been overlooked for so long – often rather shockingly identifying just how many barriers have blocked their path to the recognition they needed.


‘Pretending to be normal’, as well as being the title of one of the female autism books, sums up a key issue in this whole saga. There appears to be a powerful drive in some autistic individuals, many of them female, to do everything they can to disguise their difficulties, to ‘hide in plain sight’ or ‘fly beneath the radar’, as it has been described. Understandably, this did not really come to light until these ‘Chameleons’, as they have been dubbed, themselves revealed their undercover activities. This book will show just how important the discovery of this camouflaging behaviour has been to uncovering the mystery of the missing autistic females. It also underscores how important it is to talk to the people you are studying!


Bearing this in mind, and having decided to explore the shortfalls in autism science that had led to so many autistic women being misdiagnosed or missed altogether, I didn’t start by diving back beneath my brain scanner. I realized I should talk to as many girls and women as I could, to get a better handle on what their experiences were like. I wanted to write about the science behind the stories, but I wanted to get the stories first.


This was the most fascinating part of this book’s journey. Face to face or via Zoom, in people’s homes, in research centres, and in schools, I talked for hours to late-diagnosed women, to teenagers, to parents, carers, and teachers of autistic girls, and to the autistic girls themselves. The youngest of my interviewees was ten, the oldest was seventy-two (and just diagnosed!). Almost to a fault, they were among the most thoughtful and self-aware people I have ever met.


I wanted to keep the conversations as open-ended as possible, so there was no strict questionnaire-type format. But I nearly always included a version of ‘What kind of questions about your autism do you think brain scientists should be asking?’ Common responses were along the lines of ‘Why do I get so panicked when people change their plans?’ or ‘Why does the world make me so anxious?’ ‘Does my brain make my clothes feel scratchy?’ came from one of the younger interviewees.


To get some insight into their lived experiences, I also asked various versions of the ‘What is it like to be you?’ question. The answers, across all ages, almost all spoke of various kinds of social difficulties. They referred to being bullied, or called weird, or being drawn into abusive relationships. To ‘standing on the outside of life looking in’, revealing the importance of what social psychologists call ‘belongingness’, which seemed so much more intense in some of the girls and women I talked to.


This ‘outsider’ theme has come up time and again in the conversations I have had with autistic people over the years, females in particular. I heard it so often from the people I spoke to for this book that I was tempted to incorporate ‘through the looking glass’ into its title (acknowledging, of course, that there was a precedent). I got quite carried away with this as a possible authorly device, which was partly why I have used the name Alice in the introduction to this book. As it turned out, my pleasingly original idea was not that original after all. Joanne Limburg, author of the wonderful autism book Letters to My Weird Sisters, has also published a book of poems called The Autistic Alice, which even has a cover that looks like a small child reaching through a mirror. And there is also a child’s book called Alice, an Autistic Aardvark! So, nothing new under the sun then, but at least a confirmation that this outsider-ness is registered as part of the autistic experience.


There was also a certain amount of disquiet (to put it politely) at how hard it had been to get a diagnosis of autism for themselves or their daughters. This was not to do with long waiting lists for autism diagnoses; it was to do with getting past the ‘autism is a boy thing’ attitude when they asked for help. One of my interviewees had a son who had already been diagnosed with autism but was ‘given the brush off’ when she raised the possibility that her daughter might also be autistic. She was told that she was being hypersensitive about her daughter (who was eventually diagnosed as autistic at the age of twelve, having been referred to an eating disorder clinic by the special needs coordinator at her secondary school). So this book is also about the detective work behind diagnosing autism and why, until quite recently, it has failed to spot so many who needed to find their place on the spectrum.


I used the material from these interviews to determine what aspects of autism I would focus on, and, in a few cases, selected quotes from the interviewees who, as ever, made their points so much more tellingly than I could ever have done. (Look out for the brilliant description from one woman about her life as an untrained undercover agent.) I have not used the real names of the interviewees except in one or two specific cases, and I have made efforts to anonymize any stories that might identify any of my interviewees without their explicit consent.


I also managed to contact many of the researchers who have been responsible for finally sparking interest in autism in women. This was more to get insights into why and how they were asking the questions they did than to swap methodology tips. They were incredibly generous with their time, and helpfully willing to share their research stories. Any misrepresentation or misapprehension of their findings must be laid at my door and not theirs.


So, yes, girls do ‘get’ autism. You will find out that this was known for some time before the so-called ‘fathers’ of autism set out their stalls. You will find out how autism’s male spotlight problem has skewed just about everything in the world of autism, from what it actually is and how it is measured, through to who is included in science’s hunt to solve the autism puzzle. This book is the story of the lost girls of autism, and, hopefully, its telling will make sure they are afforded their rightful place on the spectrum.


SEX, GENDER, SEX/GENDER, GENDER/SEX


The terms sex and gender have become something of a hot topic in recent years, and it is important for readers to be clear how these terms are being used in this book. The World Health Organization (WHO) informs us that ‘Sex refers to the biological characteristics that define humans as female or male. While these sets of biological characteristics are not mutually exclusive, as there are individuals who possess both, they tend to differentiate humans as males and females’.2


Broadly speaking, the relevant ‘biological characteristics’ can be grouped into genes, genitals, and gonads – measures of which have historically (and medically) been used to divide the human race into two categories, female and male, in accord with what the WHO is telling us. When we speak of sex differences, therefore, we should normally be limiting ourselves to those aspects of the human condition that relate only to biological factors, such as chromosomes and hormones. In the past, however, the term sex differences has also been applied to additional human characteristics such as personality and temperament, or cognitive and emotional skills, with the assumption that these are causally linked to sex-differentiated biology. Further, social roles have been similarly linked to biology, accounting for differences in educational achievement, career choice, or leadership skills, for example. The underlying assumption was that who you were, and what you could do, was biologically determined, hardwired, fixed, inevitable, and invariant. This is known as the essentialist or ‘nature’ argument.


Such extreme essentialist arguments have been dismantled in recent years, with powerful evidence that much of the variability in humans is not solely determined by sex, but is also influenced by powerful, lifelong external factors such as education and socio-economic status, and by experiential differences that may well reflect different social and cultural opportunities.


‘Gender’, the WHO tells us, ‘refers to the characteristics of women, men, girls and boys that are socially constructed. This includes norms, behaviours, and roles associated with being a woman, man, girl or boy, as well as relationships with each other. As a social construct, gender varies from society to society and can change over time’.3


Linked to the emerging feminist arguments in the 1970s and 80s, this social constructionist approach asserted that biology was broadly irrelevant in determining social roles and status, and that any evidence of social and cultural differences between females and males should be referred to as gender differences and linked to social construction or ‘nurture’. However, over time, the term gender has come to be applied to all aspects of being female and male, including these very categories. Hence, gender pay gaps or, even worse, gender reveal parties.


In the twenty-first century, particularly in the light of contemporary understanding of how much our brains can be influenced by social pressures, it is becoming harder and harder to sustain a neat distinction between ‘sex’ and ‘gender’, between ‘nature’ and ‘nurture’. Biology is not irrelevant in understanding psychological and social differences between females and males, but its influence is clearly powerfully moderated by external factors. As I have described elsewhere, we are looking at a biological script playing out on a social stage. This may well be as true in understanding autism as in understanding female/male differences in general.


In academic circles, the use of terms such as ‘sex/gender’ or ‘gender/sex’ has been offered as a solution to the evident entanglement of biology with society, of society with biology. This terminology flags up the need to acknowledge the likely influence of both in determining individual differences. Coming back to the WHO, we are told that ‘Gender interacts with, but is different from, sex’.4


The starting point of much of the work I shall refer to in this book is an emphasis on the primary role of biology in discussions about autism in general, and in discussions about why there are apparently fewer females than males diagnosed as being on the spectrum. Hence, you will come across the terms ‘sex’ and ‘sex differences’ more frequently than ‘gender’ and ‘gender differences’. But, as part of my argument is that socialization factors can be inextricably entangled with biological factors and both will have a powerful role to play in the different presentation of autism in girls and women, the term ‘sex/gender’ will also make an appearance.


GENDER IDENTITY


As we shall see, issues of autism and autism identity also intersect with those of gender identity, so some understanding of associated terminology will be needed. Going back to definitions from the WHO, we find that ‘ “gender identity” refers to a person’s deeply felt, internal and individual experience of gender, which may or may not correspond to the person’s physiology or designated sex at birth.’5 In the twenty-first century, the relationship between personal identity and biological characteristics associated with sex assigned at birth has become a matter of intense debate, often at odds with the WHO’s cautious definition. In addition, there are challenges to the notion that gender identity can only be a binary choice between the categories of female and male, feminine and masculine, again as associated with biological sex.


The term transgender refers to individuals who feel their gender identity does not match the sex category to which they were assigned at birth, based on the presence of female or male genitalia. In some instances, such individuals may wish to be identified as of a different sex and/or gender. This is linked to the traditional binary understanding of female and male, with some individuals assigned female at birth transitioning to a male identity or some individuals assigned male at birth transitioning to a female identity. Transgender people might choose to dress and behave in ways more associated with a different gender, with multiple genders, or with androgyny. They may also choose to undertake medical procedures to alter bodily sexual characteristics.


Gender identity issues can also mark a move away from traditional binary female/male categories, with the term gender diversity encompassing a wide range of gender identities. The term can include transgender people, as above, but also non-binary individuals, who do not identify exclusively as male or female. Additionally, there are individuals whose gender identity may change over time or who reject the idea of a fixed gender altogether.


There is strong evidence of an intersection of autism and gender in issues of identity. There are reports of higher rates of gender diversity in autistic populations than in non-autistic populations, with one study finding that as many as 15 per cent of autistic adults identify as trans or non-binary, with higher rates among those identified as female at birth.6 There are claims that autism, or high levels of autistic traits, is three to six times as common in transgender or gender variant populations.


Understanding this intersection of autism with gender identity may not only provide valuable insights into autism itself, but also offer a lens through which to view issues of personal identity.


Within discussions of gender identity and gender diversity, ‘assigned female at birth’ and ‘assigned male at birth’ are emerging as terms more acceptable to the gender diverse community than ‘female’ and ‘male’. These will be used when referencing such discussions and their links to autism. Otherwise, the terms ‘female’ and ‘male’ will be used throughout the book.


In writing not only about autism, but also matters of sex and gender, as well as contending with historical material where little or no attention was given to the stigmatizing possibilities of labels applied to what was seen as ‘abnormal’ behaviour, I appreciate the need for caution in the terms I will be using. So I thought it worth flagging up that I am aware of some of the sensitivities attached to different words and phrases, and will do my best to address these appropriately. In addition, we should be aware that some words may have subtly different meanings when used in an academic science context as opposed to everyday use.


WHEN IS A DIFFERENCE NOT A DIFFERENCE?


Caution is needed in the use of the term ‘difference’ when discussing group comparisons, in this instance between females and males and/or autistic and non-autistic groups. In common parlance, ‘different’ can imply ‘distinct’ or reliably distinguishable. When referring to the outcome of statistical comparisons, this impression can be compounded by the use of terms such as ‘significantly different’. With respect to the kind of measures of behaviour or cognitive skills, it is rarely the case in comparisons of groups of females and males that the two populations are, indeed, distinctly different. Data from each group will show a certain amount of variability, and, more importantly, there will be considerable overlap between the two groups. So although there may be an average difference at the group level, it will be so small as to be virtually meaningless. At odds with populist presentations of female/male differences such as the Mars/Venus genre, made famous (or notorious) by John Gray’s best-selling self-help relationship book Men Are from Mars, Women Are from Venus, women and men are often much more similar than they are different.


Overall, when describing the results of research studies, I will use the term ‘different’ (or even ‘significantly different’) in its statistical sense, but would not want this taken to mean that the findings have proved the existence of two or more distinct groups.


DISORDERED, DYSFUNCTIONAL, OR JUST DIFFERENT?


The term for autism as used by official diagnostic manuals is currently ‘autism spectrum disorder,’ in line with the terminology for other mental health conditions such as depressive disorder. ‘Disorder’ implies a deviation from some objectively determined acceptable norm – perhaps the presence of some form of atypical (or ‘abnormal’) behaviour in the individual being studied would come into this category. The use of the term ‘disorder’ is firmly tied to the medical model of mental health problems, that there is some pathological process underlying an individual’s unusual behaviour. The implication of terms such as ‘disorder’ and ‘dysfunction’ is that there is something wrong with an individual, something about her or him that needs correcting in order to bring them in line with the rest of the world.


Advocates for the autism community have drawn attention to the potentially stigmatizing use of the terms ‘disorder’ or ‘deficit’, particularly when they refer to patterns of behaviour that may readily be found in so-called ‘typical’ populations, but are perhaps expressed in more extreme forms by autistic people. Rigid adherence to routines is characteristic of many autistic people. This could be viewed as a strength, and accommodation could be made, for example, by ensuring that any changes to an autistic person’s schedule were clearly flagged in advance. Similarly, adjustment to the environment, or to the stereotypical expectations found there, could normalize certain autistic behaviours. Motor stereotypes such as hand-flapping or finger-tapping are common in autistic populations. They have been identified as an adaptive or calming response to disturbing levels of sensory stimulation or to anxiety induced by an unexpectedly unpredictable environment. Yet, self-stimulation, or stimming as it is called, is often deemed socially unacceptable, and can be the subject of ‘re-education’ programmes to train autistic individuals to eliminate or suppress such behaviour. But an alternative solution could be to accommodate stimming and accept it as part of an autistic individual’s way of dealing with the world.


Issues such as these are part of the neurodiversity movement, which advocates that those with less usual ways of behaving should be accepted, accommodations should be made for them, and they should not be treated as in need of therapies or cures. As part of this approach, it is felt that the term ‘disorder’ should be avoided. To support this, ‘autism spectrum disorder’ should become ‘autism spectrum condition’. ‘Autism spectrum condition’ can be found in more recent writings about autism, but most research papers, particularly in the field of neuroscience, still refer to autism spectrum disorder or ASD. Where I cover such work, the term ASD may therefore appear, but I will do my best to use the term ‘condition’ where possible.


However, in the context of the current concept of autism as a spectrum, it should be remembered that the term also encompasses individuals who display extremely challenging behaviours, may be nonverbal and self-injurious, and will require lifelong care. The terms ‘disorder’ and ‘disability’ may well be used more often by those researching or working with such communities. In addition, ‘profound autism’ has been proposed as a term to apply to those who require constant care and have limited or no language and significant intellectual disability.7 We should acknowledge that this term has not been universally accepted within the autism community, but it is sometimes encountered in clinical or research categories and so is a term used in this book.8


The terms ‘puzzle’ and ‘jigsaw’ have often been used in the past as metaphors to convey the complexity of autism, but more recently have attracted some criticism. This is because they can be taken to imply that autism is something to be decoded or fixed, or is difficult to understand. When this matter was raised following a sensitivity read of this book, I contacted some of my interviewees for their opinions. None of them felt that such terms were disrespectful of the autistic experience, although (once I had raised it!) they could see how they might be thought problematic. Where possible, I have altered the use of such terms, but, occasionally, I have used them when reflecting the context in which they were originally employed.


In the same vein, terms such as ‘risk’, ‘at risk’, ‘high risk’, and ‘vulnerability’ have been criticized as equating autism with a pathological condition (possibly to be avoided). In many cases, these terms reflect specific scientific terminology; for example, when identifying genetic factors or selecting the siblings of autistic children for study on the basis of their increased possibility of also being autistic. It is in this sense that you will find these terms used in this book.


MATTERS OF IDENTITY


One aspect of the destigmatizing of autism is an emphasis on the condition as having a specific and positive identity. As a consequence, it is suggested that individuals with an autism diagnosis should be referred to as ‘autistic people’ (identity-first language) rather than ‘people with autism’ (person-first language), as the latter implies that autism should be considered as separate from who they are, and perhaps as somehow negative. I will generally use the former term, although the latter might come up in describing earlier coverage of the autism story.


Autism as an identity is also a clear theme in many of the personal testimonies of late-diagnosed autistic women, where a powerful aspect of the relief they report when diagnosed refers to finding their ‘tribe’, a recognizable community to which they belonged, where their lived experiences finally made sense. So one serious consequence of large numbers of people apparently being overlooked by the current diagnostic process is that, as well as being deprived of help and support, they may also be deprived of an identity. Therefore, in discussing matters linked to the ‘what is autism?’ question, it should be acknowledged that answers should cover more than diagnostic and scientific issues.


Having started this preface with a confession, I shall finish with an apology. The focus of this book comes very much from a WEIRD (Western, Educated, Industrial, Rich, and Democratic) perspective. This reflects my own experience and the research culture in which my career has been embedded. With respect to the wider social issues raised in this book, I must acknowledge, for example, that the intersecting experiences of being both female and a person of colour have not been covered. Sadly, this reflects the state of research to date, and hopefully will be addressed in the future. Should I have a chance to be academically reborn, I would love to be an anthropologist exploring autism issues in different cultures. I believe this would intersect powerfully with questions about gendered socialization, and could indeed shed some light on how cultural pressures determine the expression of autistic differences, and how these are perceived in different cultures. Autistic people of colour may be even more susceptible to those pressures of conformity and the fear of exclusion that I identify as relevant to the under-representation of women in autism. Sadly, the question of race and its impact on autism’s presentation is outside the scope of this book, but it is clearly an area where further research is needed. I am sorry that I could not include it here, but hopefully the appropriate baton will be picked up soon.


Overall, I hope that no one finds any of the terminology used in this book insensitive or offensive. I asked many of the people I had interviewed to flag up any such problems (as if they hadn’t already done enough for me!) and made changes where necessary. If there are any terms or comments that cause discomfort, I take full responsibility and will certainly avoid them in the future.










INTRODUCTION



IF YOU GOOGLE ‘FAMOUS HISTORICAL FIGURES WHO MIGHT have been autistic,’ the list of results will be headed by figures such as Albert Einstein, Thomas Jefferson, Nikola Tesla, and Hans Christian Andersen. If you ask someone to name famous people (fictional or real) who are known for having autism or being ‘on the spectrum’, Raymond Babbitt, the main character in the movie Rain Man, is often the favourite, possibly followed by Sherlock Holmes (especially in his recent incarnation by Benedict Cumberbatch) and Sheldon in The Big Bang Theory. No women will figure. There is a powerful popular conception of autism as a world of socially awkward, male creative geniuses whose divergent thinking may have driven human progress, but whose idea of small talk at a party might involve a monologue about steam trains. The individual presentations may differ but the common characteristic is that they will almost invariably be male.


This impression is backed up by repeated claims in research papers, on autism websites, and in autism advice manuals that boys are, on average, four times more likely to be diagnosed with autism than girls. (Spoiler alert – we should note that such statistics refer to the likelihood of being diagnosed with autism. As we shall see, that is not necessarily the same as ‘having’ autism.) This belief in the maleness of autism even informs the world of in vitro fertilization, where choosing a female embryo to avoid the possibility of autism can be part of pre-implantation gender selection advice in places like Australia. This, perhaps more than anything, indicates what a powerful hold the notion of autism as a boy thing has on our understanding of the condition.


According to the WHO, it is estimated that about 1 per cent of the world’s population has ASD – over 75,000,000 people. And, again, the WHO reports that autism is nearly four times more common among boys than girls.1 In 2023, the U.S. Centers for Disease Control and Prevention (CDC) reported that one in thirty-six children is diagnosed with an ASD.2 In the UK it has been estimated as one in fifty-seven.3 Again, it is worth noting the phrase ‘is diagnosed with’. The confident reporting of such statistics carries the implication that there is a universally agreed measure of this particular condition, carefully constructed, with assured reliability and validity. It suggests that there is a well-established and long-standing database, with a range of norms and statistical measures, adjusted for variables such as age, gender, socio-economic status, level of education, different languages, different cultures. It suggests that autism is an easily recognized and readily described condition. A glimpse at the history of autism reveals that this has never really been the case.


The very first boy to be formally diagnosed as autistic, Donald Triplett, only died in June of 2023, at the age of eighty-nine. If you track descriptions of autism over the years since five-year-old Donald’s diagnosis by the Austrian child psychiatrist Leo Kanner, its shape-shifting nature becomes clear. Initially described as ‘rare’, we are now apparently looking at prevalence rates of one in thirty-six. But this figure can vary from place to place, even clinic to clinic. Autism has been described as a stigmatizing condition, with autistic people historically being shunned and institutionalized, but it has also been hailed as a significant ‘tribe’ to which previously homeless, ‘othered’ individuals are thrilled to be admitted. This lack of clarity can affect everything from research agendas to educational care plans, from self-identity to cultural expectations and stereotypes. And, of course, it will be a factor in deciding who is or isn’t autistic. But the consistent message has somehow always remained that autism, whatever it actually is, is more common among boys.


But, in the last decade or so, there has been a wave of powerful personal testimonies from late-diagnosed autistic women who had not been ‘spotted’ until their thirties, forties, fifties, or even later. In the first decade of this century, there were a number of books published by such women, writing about their lifelong struggles with feeling different or weird (or being treated as such) – with not fitting in, with finding themselves in inappropriate and/or abusive relationships, with having a feeling that they were always on the outside looking in, as I described in the preface. Some of the titles tell it all: Pretending to Be Normal by Liane Willey, Odd Girl Out by Laura James, Nerdy, Shy, and Socially Inappropriate by Cynthia Kim, and Autism in Heels: The Untold Story of a Female Life on the Spectrum by Jennifer Cooke O’Toole. Not only were these women demonstrating that there were, indeed, women out there with autism, but they were spelling out, loudly and clearly, what it was like to be autistic, to experience the world differently, to live a different kind of life.


They have always been there. Why have we missed them?


The absence of women from the autism story is not because it actually is a story that can only be about men and boys, but because no one had ever challenged this stereotype. The dawning awareness of this ‘male spotlight’ problem has impacted all parts of the autism community and is starting to uncover its downstream consequences. We find that clinicians have refused referrals because ‘women don’t get autism’ or because they didn’t appear to fit the male-based stereotype of friendless loners who avoid eye contact. We hear stories of parents, even those with sons who had already been diagnosed with autism, having to exaggerate their daughter’s struggles to get the help she needed. Scientists are waking up to the fact that all their research to date has been skewed by the lack of female participants, screened out by the rigid, male-based criteria of the so-called gold standard autism assessment schedules. And there are too many stories of women who have suffered decades of mislabelled and mistreated mental health problems before someone said, ‘I wonder if you might be autistic’.


Why should it matter that women had been overlooked in the unfolding story of autism? Because it means that, in our search for an understanding of autism, our search area has been too narrow – diagnostic dice have been loaded, clinical decisions have been distorted, research agendas have been constrained, and autism awareness programmes have been limited. The model of autism as a ‘boy thing’ has affected our efforts to find out its causes, to understand the lived experiences of all of those who are autistic, to identify the most effective support. And there may indeed be parallels with other stories where women have been overlooked or ignored, as chronicled in, for example, Caroline Criado Perez’s Invisible Women: Data Bias in a World Designed for Men, or Elinor Cleghorn’s Unwell Women: A Journey through Medicine and Myth in a Man-Made World.


It turns out that the idea of autism as a male problem might actually be a form of self-fulfilling prophecy. If clinicians meet a young boy with disturbed patterns of behaviour and delayed cognitive and social development, they are much more likely to reach for their autism screening schedules than if they encounter a girl with similar characteristics. Even if such clinicians do ignore the odds and look for autism in their girl referrals, it has been shown that the diagnostic tools they use can actively screen out girls, as they have been developed by focussing on problems in boys. Girls with behavioural problems are much more likely to be given alternative diagnoses such as social anxiety or borderline personality disorder, so they don’t figure in the autism statistics. Others who might be well-placed to spot those who are having daily struggles can be blinkered by beliefs in autism as a male problem. I have met teachers who have told me that in their thirty years of teaching they have never encountered an autistic girl. A recent study showed that teachers given identical scenarios of problematic behaviour were much more likely to conclude that the child might be autistic (and would need help) if they were told that it was a boy.4


How has this affected people like me, a research scientist who has studied autism for decades? If a key characteristic of the condition is its maleness, then it is this aspect of human biology that will primarily determine the focus of the research we carry out, the variables we measure, the cohorts we recruit. Geneticists will root around on X chromosomes to see if they can discover the source of the ‘female protective effect’. Endocrinologists will explore the effects of testosterone on behaviour in order to understand a ‘male vulnerability factor’. Brain scientists will research links between ‘male brains’ and autism. Researchers will only recruit their participants from among those with an official diagnosis of autism, and will build their models of autism’s characteristics and causes from this skewed community, the male one.


It is becoming increasingly evident that over many decades of research, we have actually excluded, overlooked, or ignored a significant proportion of people who present with the very condition we are looking at. As a result, the carefully thought out research programmes we have been putting together, the next round of tests we want to try out, the tentative explanations we are proposing, could be misinformed and potentially misleading.


AUTISM’S MISSING GIRLS: WHERE HAVE THEY BEEN?


In order to unpick this puzzle, it is important to start at the beginning. How did the emergence and evolution of the condition we now refer to as autism, which allegedly affects one in thirty-six people today, come to, at best, underestimate or, at worst, overlook, so many additional members of their community? From the outset, it has been clear that women can be autistic – in the most well-known early description of autism, a 1943 report by Leo Kanner, three girls were described in addition to eight boys.5 But the ‘maleness’ of the condition was established sufficiently early in autism’s timeline that it became a self-fulfilling prophecy, with this belief guiding diagnostic decisions and slowly, but surely, increasing the male:female ratio in diagnosed autistic populations.


As long ago as the 1980s, there were some early discussions about autism’s missing females in the clinical and academic literature. The UK psychiatrist and researcher Lorna Wing, one of the key players in the widening of diagnostic criteria and the development of our modern-day understanding of autism, commented at that time on the lower numbers of females in the reported statistics.6 She (presciently) speculated that perhaps females were better at disguising their difficulties; so there might be more autistic women than had been counted, but they were hiding in plain sight, or flying beneath the diagnostic radar.


Others suggested that autistic females presented with a ‘milder’ form of autism, so did not pass the diagnostic threshold. There seemed to be no discussion that this might have something to do with the threshold itself. The definitive maleness of autism seemed to be a given – there was little suggestion that the system for recognizing autism may be at fault and that the male:female ratios were reflecting a flawed system.


It was really the voices of autistic women themselves, and those insightful researchers who listened to them, that shook up the world of autism. As well as the autobiographies mentioned previously, autistic women harnessed the power of social media with YouTube videos such as Hannah Belcher’s Changing the Face of Autism: Here Come the Girls and Barb Cook’s The Chameleons: Women with Autism Spectrum Disorder. In 2015, the British television network ITV aired the documentary Girls with Autism, about Limpsfield Grange School in Surrey, a state-funded residential special school for girls with communication and social interaction difficulties, including autism. In 2017, the research journal Autism published an entire special issue titled ‘Women and Girls on the Autism Spectrum’. The website Autistic Girls Network, campaigning for better recognition and diagnosis of autistic girls and non-binary young people, was launched the same year. People were starting to pay attention.


Some researchers suggested that perhaps autism had been overlooked in women because it presented differently. An ever-changing array of diagnostic manuals had focussed on the presentation of autism in those in whom it was most commonly spotted – the boys. So, in another of those self-fulfilling prophecies that seem to characterize this particular narrative, if you were a girl and didn’t behave like an autistic boy, then it was assumed you weren’t autistic. This might seem like an admirably ‘gender-free’ or ‘gender-irrelevant’ approach to diagnosis, but it does presume that, in fact, gender is irrelevant. And you could only determine whether or not gender was irrelevant by checking to see if the manifestation of female autism (or phenotype) was different from the male autism one. Up until the early 2000s, little attention had been paid to whether diagnosed females were markedly different from diagnosed males. Given the male bias in the diagnostic schedules being used, those females who did ‘make the cut’ were, of course, quite likely to be pretty similar to diagnosed males. So there needed to be more of a focus on the possibility that autism might present differently in females.


So, researchers started listening to the people they were researching. They went beyond just devising complicated tasks that were supposed to measure the difficulties that previous researchers had concluded were the defining characteristics of autism. It became clear that for many diagnosed women, or women with high levels of autistic traits, the need to fit in, to have friends, to avoid being noticed as different, was a powerful driving force in how they interacted with other people – much more so than for autistic males. Take Gill, one of the late-diagnosed females who shared her story with me, who still remembers the pain of realizing that she had always been overlooked by her contemporaries:




I still remember the moment when I realized I really didn’t fit in. The school had a big thing about class photos in your last year, and we all got to get copies and get them signed by everybody so we would remember all of our school friends forever. So you really had to be there and groups of special friends made arrangements with each other to make sure they stood together. I got the time wrong and missed the photo shoot. No one came looking for me because no one noticed I wasn’t there. So, in that ‘precious’ memento of my time at school, I am nowhere to be seen. Which pretty much says it all.





Worrying about fitting in was, of course, at odds with the classic aloof loner image of autism and certainly wasn’t the kind of behaviour that, up to that point, was being studied by brain scanners or via questionnaires. Once researchers started to focus on autistic women’s lived experiences, it turned out they could identify common themes. This meant they could then generate self-report questionnaires that tapped into the realities of everyday life for autistic females and could quantify key aspects of their experiences across groups of participants. We were, at last, starting to build a picture of what it was like to be female and to be autistic.


‘YOU MUST BECOME A CHAMELEON TO SURVIVE’


One consistent theme that runs through both the personal testimonies and the research findings is that so-called camouflaging or masking is a pattern of behaviour that is more common in autistic women than in autistic men. We will return to this theme throughout this book. Masking includes a range of strategies employed to disguise autistic traits, or to ‘pass’ as normal. It can include training yourself to maintain eye contact, or mimicking gestures and body language, even devising and rehearsing elaborate social scripts in advance of social events. This pattern has become a key focus of much of the contemporary research into sex differences in autism. On the surface, being able to disguise your difficulties sufficiently to ‘pass as normal’ might seem like an adaptive strategy, especially as ‘fitting in’ is such a powerful social drive. There is also evidence, especially from observational studies and personal testimonies, that even very young girls display these kinds of behaviour, which could partly explain findings showing that girls are diagnosed at least two years later than boys, and that it takes longer to get a diagnosis for girls once concerns have been expressed.


But there is a dark side to camouflaging behaviour, again only becoming clear once autistic women were asked to share their experiences. The daily effort of monitoring and adjusting behaviour to fit in can be mentally exhausting and lead to heightened stress and anxiety, eventually even collapse and burnout. Maintaining a façade can cause identity issues, with the constantly changing masks hiding an individual’s true self and, paradoxically, preventing genuine relationships. The loss of self-esteem and feelings of inadequacy associated with repeated failures to fit in can lead to depression and even suicide. So understanding the motivation behind this high-risk social strategy is key to gaining new insights into autism, especially as it more commonly presents in women.


This newer perspective on aspects of autism in females raises wider issues. Why might camouflaging be more common among autistic females? Is it due to a particular characteristic of autism more common in females, or is it, more fundamentally, a particular characteristic more common in all females? Discussing sex/ gender differences in autism has strong parallels with contemporary discussions about sex/gender differences in the wider population. Age-old discussions have taken place about the different demands that the world makes on females as opposed to males and, indeed, how females respond to these demands. Is the need to belong more powerful in females? Do females have some kind of innate social awareness that gives them a head start in social situations? Or are we looking at the consequences of sex-based biases in social programming? Do girls face more pressure to play nicely together, stay quiet, and obey the rules? As is so often the case, the atypical world can offer powerful insights into what is going on in ‘everyday’ life.


The study of camouflaging behaviour in autistic women is driving the new agenda in autism research. This is a pattern of behaviour that seems to set this particular group apart. They appear to be highly socially motivated to fit in, to belong, which is at odds with the traditional picture of autism. But the strategies women adopt to achieve this belonging appear to be only partially effective, if at all, and are also mentally and physically damaging. Yet still they persist. What is it that drives these individuals to put themselves through this day after day?


Part of the answer, at least, may lie in our newer understanding of the brain’s role in making sure we humans are socially accepted and well embedded in our social networks. The human brain does not just provide the foundation of individual human abilities such as language or abstract thought or artistic and scientific creativity. It also, perhaps more significantly, ensures our survival and success as social beings, as individuals who will fit in with others. We have a powerful need to interact with others, and our behaviour is constantly adapted to fulfil that need. And this need appears to be a fundamental human driver. Group acceptance will provide a powerful reward, whereas social rejection or ostracism will be a devastating experience and should be avoided at all costs.


Brain imagers can demonstrate the effects that social interactions (or lack of them) have on the human brain and human behaviour. The brain networks activated by social rejection are the same networks activated by real physical pain – so not belonging or not fitting in is a powerfully aversive experience. The networks activated are also associated with severe mental health problems such as self-harm and eating disorders, disorders with the highest mortality rates of all. So fitting in and avoiding ostracism can, for some of us at least, be more than a social nicety and feel more like a matter of life or death.


Autistic individuals may withdraw from a world that brings such pain. Or they might painstakingly develop a set of strategies and elaborate social scripts that allow them to be accepted and included by those around them. As time goes on, the costs of these camouflaging or masking behaviours build up, but they persist, because fitting in, and not being dismissed as weird, is more important than anything else.


This drive for social acceptance can provide a new filter through which we can explore the autistic brain. A focus on the structures and functions of the social brain, with particular attention to the patterns of activation associated with the social reward system, could have a better chance at revealing more answers about autism.


For research scientists like me, the dawning awareness that autism in females might be different from autism in males was a wake-up call. Decades of research would need to be revisited to see if the conclusions we had confidently (or even tentatively) reached actually applied to only part of the autism community. If there were aspects of autism that were different in females, then we would need to replicate the work previously carried out only with males to see if we came up with the same answers when we included females. If the questions we were asking were based on assumptions that were true of only part of the autistic population, then we would need to ask different questions. If we had a fixed picture of reduced social activity in our autistic participants (because that was what the diagnostic schedules were telling us), and it turned out that there was a pattern of behaviour that indicated obsessively overactive social behaviour in an overlooked group of our autistic participants, then a rethink was definitely called for.


The new ‘vision’ of female autism needs to inform more than the research world. Many late-diagnosed women have run the full gamut of alternative labels for their distress, with associated ineffective treatments and therapies. Autism is a lifelong condition, present from birth, so if you are not diagnosed until you are in your thirties or forties or fifties, or even older, you may well have suffered decades of misery and misunderstanding. Once you do get recognized, you will find that all the support is geared towards young children. You will have to confront the disbelief of others that you can’t be autistic because you don’t conform to the stereotype of a nerdy, male loner. At every level, the current unbalanced picture of autism is causing multiple problems for a significant number of women and girls who badly need help. We need to put this right.


Bringing females into the fold of the autistic community is about more than completing a membership checklist. One of the responses most often reported by women on receiving a (late) diagnosis of autism is of overwhelming relief, of ‘finding their tribe’. At last, they have received an explanation for a life of being ‘othered’, of being labelled as ‘weird,’ of always feeling as if they were an outsider. Of trying so hard to be like other people that they lost a sense of their own identity, of continually (and mainly unsuccessfully) ‘pretending to be normal’, of suffering inexplicable bouts of mental illness and of being offered virtually all available diagnostic labels except the one that finally made sense, that of autism.


Given the powerful human need to belong, a positive self-identity brings a sense of well-being and boosts self-esteem. Whatever the rights and wrongs of the labels we humans attach to others, and ourselves, they do serve a purpose. They can give us a sense of self, offer some kind of explanation and expectation of what we are like, how we will behave, how we might get things wrong. If we are deprived of such a label, or are given the wrong one, it can have profound influences on our self-identity, our self-esteem, our social acceptance or rejection. Therefore, with respect to autism, it is important that we have a clear-eyed view of what it means to be autistic and especially why it might be different for different people, both female and male.


ALICE’S STORY


Let me introduce you to Alice, whose story typifies many of the struggles autistic women have faced. Alice is not her real name, and her story represents and reflects several of the lived experiences that autistic women shared with me when I was preparing this book, some of whom wished to be heard but not named. As explained in the preface, I have been struck by the similarities between the tales of life as an undiagnosed autistic woman I was hearing from my interviewees, and the adventures of Lewis Carroll’s Alice, in both Alice in Wonderland and Through the Looking-Glass. So I chose the name Alice to represent these women. Alice was a mature student with two young sons, the elder severely autistic, his younger brother neurotypical. Alice had had many mental health struggles during her time at university. After nearly three years of pleading for an autism assessment, it was eventually confirmed that she was indeed on the spectrum and clearly always had been.


Over the years she had received many different diagnoses – the most recent was borderline personality disorder with social anxiety. It was not until what she called her ‘light bulb moment’ that she started the quest to ‘prove’ she was on the autistic spectrum.


The light bulb moment came when she accompanied her second child, Peter, aged two and a half, to his first day at nursery school. Alice had had a miserable time in her own school years, especially in secondary school, and had eventually become a school refuser. Her first son had never made it to any kind of mainstream schooling, so she was anxious to see how Peter would settle into his ‘normal’ nursery. She had visited the nursery on several occasions and had walked Peter there to make sure he would not be anxious about this new experience. She had asked to stay for his first morning at least to make sure he settled.


As soon as they arrived, Peter dived into the melee of early morning nursery, pausing only to hang his coat on the peg as Alice had made him practise at home. Stunned, Alice watched her tiny son effortlessly fit into what seemed to her to be a maelstrom of potential social pitfalls.




He was a native of the world I had been watching from the outside all my life. Nobody had to tell him how to fit into the group around the sandpit. He cheerily handed over the toy saucepan he’d picked out of the toy box to the girls constructing a kitchen, who then included him in their activities. He roared around the playground playing some kind of game with apparently rigid but invisible rules. He just seemed to automatically . . . belong. I suddenly realized that I was looking at what not being autistic meant. I knew then that he had all the skills I had been missing. I knew then that I was autistic.





A nursery worker, watching Alice’s anxious scrutiny, came over. ‘Looks like he’s having a good time’, she said reassuringly. Alice could only ask: ‘How does he know how to do that?!’


THIS BOOK IS ABOUT ALICE’S STORY, AND THE STORIES OF ALL the other Alices, misdiagnosed or missed altogether, and their invisible struggles with feeling ‘other’, their faces pressed against the window into a world to which they desperately wanted to belong.


Of the little Alices who painstakingly pieced together exquisitely detailed scripts they could follow to give them a role in that world, carefully camouflaging themselves to avoid being spotted as ‘different’.


Of the teenage Alices, who became overwhelmed when their scripts were no longer fit for purpose, their world becoming too complicated and too exhausting to negotiate any more, with every day ending in meltdowns and tantrums, their distress expressing itself in ways that have attracted misleading labels – self-harm, eating disorders, gender dysphoria – masking their true problems.


And of the older Alices, some struggling through years of misunderstanding, mislabelling, and misguided treatment, many still standing on the other side of that looking glass, still ‘othered’, still exhausted by negotiating a social world through which everyone else seemed to sail through with automatic ease.


THIS BOOK IS IN TWO PARTS. THE FIRST WILL TAKE US BACK IN time to find out how and why clinicians and psychologists lost our autistic sisters in the first place. It explores how a persistent belief emerged that autism was primarily a condition found in boys, and how this belief skewed the early understanding of what autism looked like, and how it should be tested for. It then charts how powerful wake-up calls from these undetected women, as well as observant researchers, galvanized the autism world (and beyond) to start filling in the missing pieces of this part of the quest to understand autism. At last, we are starting to get a glimpse of an overlooked part of the autism spectrum.


The second part of the book investigates how this male spotlight has affected my world, the world of the autistic brain, and how scientists have also ignored autism’s lost girls. You will see how the early years of autism brain research left females out of the equation altogether. Exciting developments in our understanding of the typical brain were enthusiastically adopted by autism researchers, but were only tested on the brains of autistic males. Luckily, the wake-up calls reached the research community as well, and we will see how brain scientists are finally beginning to unearth the neural underpinnings of this once hidden form of autism.


There is much more work to be done but we are starting to rebuild our picture of autistic behaviour and autistic brains, and as a bonus, gaining more understanding of human brains and human behaviour, to the benefit of us all.










PART I


HIDING IN PLAIN SIGHT











CHAPTER 1


WHAT IS AUTISM?


THE HUMPTY DUMPTY PROBLEM


WHEN TRYING TO ANSWER WHAT APPEARS TO BE A straightforward question – what is autism? – we immediately encounter the amorphous nature of the definition of autism. If we had asked this question in the 1940s, we would have been given a different answer than if we had asked it in the 1980s, and we will see that the answer has changed yet again during the first two decades of this century. Echoing Alice’s concern, we will discover that the term has been applied to an ever-widening collection of unusual behaviours, themselves packaged in a variety of different ways. It was originally used to describe a quite specific and rare type of behaviour, found in perhaps two to four cases per ten thousand children, but it has now become an umbrella term that is applied to a wide range of different behavioural problems, of different levels of severity, variously estimated to affect about one in a hundred children worldwide. It is also a term that has entered the public consciousness and so has acquired an even wider set of meanings and connotations.1
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