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For Elliot and Boika




As rates of autism diagnosis escalate in almost all high-income countries, researchers today mostly agree that there is no single cause or even single clinical picture of autism. Rather than a neat and well-defined entity, autism is described as a spectrum or constellation of traits, varying in intensity, distribution and severity, with practically everyone in the general population1 showing at least some autistic trait or feature.

Whereas autism was once considered to affect 1 in every 2,500 people in the UK, with spectrum diagnoses 1 in 400, today figures estimate roughly 1 in every 400 for severe autism and, at the very lowest, 1 in every 100 for spectrum diagnosis, and with new statistics changing so fast, by the time this book is published there may well be newer and even more startling figures. Talk of an autism epidemic has been common for many years now, and there are currently close to 400,000 people in the UK on waiting lists for an autism assessment.

Autism is everywhere in popular culture, depicted in films, TV shows, plays and novels. Whereas the media once tended to portray the autistic subject as isolated, incapable and uncommunicative, today the emphasis is more on savant qualities, as we see in shows like The Big Bang Theory, The Bridge and The Good Doctor. Autism here may appear socially awkward and unconventional, but outweighing this are the intellectual skills, prodigious memory and capacity for pattern recognition.

Although savant skills2 are present in less than 5 per cent of autistic individuals, these more positive representations are a counterpoint to the depiction of autism as a plague, scourge or demon to be vanquished. Starbucks even ran a campaign on five million coffee cups in 2007 alerting the public to early-warning signs, and the message that autism must be conquered or wiped out – like cancer – has been ubiquitous. At the same time, autistic subjects and advocates do their best to tell the world that autism is not a disease to be eradicated but a natural variation of the human condition, an identity and not a pathology.

The fact that the majority of funding in autism research has gone into genetic and neurobiological studies rather than explorations of different kinds of support and individual outcomes has made these testimonies even more urgent. Although no one thinks that there is a ‘gene’ for autism, the few hundred susceptibility genes linked to an increased risk of autism mean that testing – and hence a decision to progress or to terminate pregnancy – is a very real possibility, already occurring in some parts of the world today.

Researchers recognise that the presence of such genes is not a guarantee of future autism, and that an epigenetic approach is more suited, studying the interaction of gene expression with the environment. Yet the complexity of genetic research rarely translates easily into media reporting or pop psychology, leaving prospective parents with an often one-dimensional picture. Despite the popular reframing of autism in terms of savant skills, the prognosis may seem bleak.

Although there are some autistic subjects who endorse genetic research, many have concerns about the horizons being opened up, and the message being transmitted about how welcoming the world is to autistic individuals. When Cambridge3 University’s Autism Research Centre announced its much-touted Spectrum 10K project in September 2021, which aimed to collect data from 10,000 autistic adults and children, it was shut down after only ten days due to protests from autistic subjects, their families and advocacy groups.

As well as concerns about eugenics, they highlighted the conception of autism as a disease that seemed inherent to the research, and asked how it could ever even be useful. A project like this would only compound prejudice against autistic people, adding weight to society’s medicalisation and pathologisation of difference, as if they were to be marginalised as the result of genetic or chromosomal mistakes rather than accepted as human subjects with the same legitimacy and status as everyone else.

This essential tension now characterises many contemporary approaches to autism: on the one hand, a medicalised perspective that uses the vocabulary of disease and deficit, and on the other, a more inclusive perspective that embraces neurodiversity and recognises human difference.

Expectations

This tension casts its shadow over the debates about autism and its diagnosis. Parents who are exhausted, drained of resources and struggling to get the best care for their child may be sceptical when reading accounts by highly articulate autistic subjects who have jobs, families and apparent autonomy. The mother of an autistic three-year-old told me of her disbelief and anger when her boss, a powerful and successful businesswoman, disclosed that she too was autistic. ‘What does she know about autism?’ she raged. ‘She can sit opposite me at a table, look me in the eyes and explain exactly what’s wrong with her. Is that autism?’

This encounter brings into relief some of the key issues around autism today. Government agencies – and some health professionals – have found it near impossible to understand that someone can be functional for one day or one hour and not functional the next. A depressed person, for example, might oscillate between capacity and collapse. Pain, loss of hope, immobility, brain fog and despair can come and go within a short space of time in an often unpredictable and inexplicable cycle.

What this means is that the person may feel that they are not taken seriously or believed, as to be unwell entails behaving in a certain way – fulfilling the role of the unwell person and following the script that society writes for them. Disability activists are continually trying to disseminate this fact: that there are many different ways in which someone can experience a disability, and these rarely conform to the narratives and stereotypes we see in the media and that circulate in health services.

With autism, although there can be more ‘stable’ presentations, there is also extraordinary variety both between and within individuals. Diagnostic manuals emphasise three criteria – social and communicative difficulties, with restrictive and repetitive behaviours and interests – yet an autistic child may be able to focus in a classroom in one lesson yet then have to flee from the next, just as they might be able to listen quietly and then start to shriek or bang their head on the desk. A breakthrough moment of communicating might be followed by months of silence, or a single episode of pretend play with toy figures never repeated. Shifts in behaviour can be extreme, belying expectation, just as abilities and capacities can elude diagnostic definitions.

When teenager Carly Fleischmann4 used a voice-output device to tell the world about what autism was for her, many were incredulous. Both health professionals and parents of other autistic children questioned her diagnosis, and her family were forced to post years of accumulated diagnostic reports online. If she had the rich inner life that her writing attested to, sceptics claimed, she couldn’t be autistic. Autistic subjects didn’t do creative thinking. Her narrative didn’t fit with what society expected an autistic child to be, and so it must have been faked or somehow ghost-written, with others shaping or even authoring her words.

The same scepticism greeted the publication of thirteen-year-old Naoki Higashida’s bestselling book The Reason I Jump, a series of responses to questions about autism combined with a beautiful short story. The complexity and depth of thought couldn’t issue from an autistic teen, some researchers claimed, and the text must have been somehow ‘facilitated’ by adults around him. This would subsequently become a human rights issue: who can speak ‘for’ an autistic subject, and what claims to authorship might they have if someone else is making keyboard prompts?

But why shouldn’t autism include a complex and multilayered inner world? A biting sense of humour, the ability to tease and an acute sensitivity to the mental states of other people? And why shouldn’t an autistic person be successful and powerful? If we expect autistics to be suffering, trapped in a bubble or shell, unable to do or say much, what will we make of examples where this is not the case? We could put the diagnosis in doubt, claiming that of course they are not autistic; or we could recognise that autism is always different for each individual and will manifest in different ways; or we could try to distinguish disparate forms of autism; or simply adopt the popular notion of an autistic spectrum with highly discrepant levels of functioning.

The spectrum

The spectrum idea has been around for a long time – in fact, since the 1930s – yet gained currency in the late 1980s, entering the Diagnostic and Statistical Manual of Mental Disorders (DSM) in 1994 before being cemented in the 2013 edition when Autism Spectrum5 Disorder (ASD) took up some of the previous categories of autism, Asperger’s syndrome and developmental disorders. A rigid distinction between Asperger’s and autism was no longer considered tenable, and broadening the conception of autism was intended to acknowledge the difficulty of differentiating categories both clinically and biologically, and to allow for overlap, since autistic subjects were known to move in and out of subcategories. Degrees of severity took the place of rigid distinctions.

Despite initially aiming to provide an alternative to a linear model, with autistic features and traits occurring at multiple points in varying degrees, the spectrum concept was arguably unable to shed this evaluative dimension. The older distinction between autism and Asperger’s, which had generally – if incorrectly – been translated into that between ‘low’- and ‘high’6-functioning autism, was simply given new form here. Despite the new ASD category, people still spoke of levels of functioning, and held out historical figures from Isaac Newton to Margaret Thatcher as examples of autistic subjects who made significant contributions to society. This unfortunately just reinforced old inequities, implying that the value of human life was equated with social utility. What about all those people who would never be Newton or – for better or worse – Margaret Thatcher?

Even for those categorised as ‘high-functioning’, the descriptor could be dehumanising, demeaning as well as misleading. When Swedish autism advocate Gunilla Gerland received the medical letter that labelled her with ‘high-functioning autism’, this was far worse for her than an autism diagnosis, as it sounded ‘so degrading’, like ‘something you might say about an object that was slightly defective’. It’s wrong, or spoilt, or a failure, but high-functioning nonetheless.

And what counts as functioning here is almost invariably set by neurotypical standards, calibrated to performance, ability to work and, crucially, language abilities. ‘High’ is often equated with speaking and ‘low’ with not speaking, despite the fact that many non-verbal autistic subjects communicate through writing. Likewise, someone can be high-functioning in one area and low-functioning in another, just as their performance can vary in that same area from day to day depending on context. There might be no problem with some task in a quiet classroom or office, but add more noise and people and it could now be insurmountable.

As the ASD label spread, although many embraced it as a coalition-building tool, some researchers and autistic subjects questioned its validity. It seemed much too general, encompassing radically divergent presentations. Surely a distinction had to be made? A non-verbal child who needed more or less twenty-four-hour care and was totally unable to perform basic acts of self-care must be different from a verbal, perhaps slightly rigid child who was brilliant at maths and computer science yet who just preferred playing on their own.

We’ll return to these questions later on, but for now let’s flag up a fundamental problem that we can’t ignore. Historians7 of autism mostly agree that the reason the diagnosis is so common today is because of a broadening of the diagnostic criteria, increased awareness by parents and schools of the supposed signs of autism, the availability of newer evaluation scales and tests, and crucially, the inclusion of many older categories within autism. The diagnosis of developmental language disorder, for example, has decreased in proportion to the increase in autism diagnosis, just as the diagnoses of mental deficiency and feeble mindedness have now disappeared entirely. Intellectual disability, although often diagnosed together with ASD, is arguably often now subsumed within it, inflating numbers even further.

The broadening of the category meant that many children and adults who would have received either no diagnosis or a different diagnosis were included. When language difficulties no longer became necessary for an autism diagnosis after the 1994 edition of the DSM, rates burgeoned beyond expectation, and although there are arguably certain core features, the fact that the definitions and criteria have shifted over the years so many times suggests that, as epidemiologist Ginny Russell puts it, the borders of autism are artefactual and permeable even if other neurological aspects are real. In a humorous reflection on this, poet, translator and autism researcher Charlotte Simmonds described herself in an author bio as ‘currently autistic’. After going to press, the consensus definition of autism may change and she might no longer qualify.

Now, the more inclusive ASD label carries with it the possibility of support, benefits and accommodations that, if the older categories had been retained, would be in some cases less obviously available and subject to struggles in the allocation of resources – already of course a major problem. Some of the older categories carried stigma and poor prognostic prejudices – for example, childhood schizophrenia. Would you rather your child was diagnosed with schizophrenia and given perhaps minimal resources and outlook, or Autism Spectrum Disorder, which carries less prejudice and, in some parts of the world, the promise of better care, support and accommodations?

So as ASD took up more and more diagnostic ground, we saw a global rebranding of older diagnostic categories and the possibility of better care. This is not to say that life with autism is a walk in the park for autistics or their families, as accessing support and accommodations is always difficult, frustrating and relentless, not to speak of having to battle misunderstanding and prejudice. But there was arguably a benefit as the fine-tuned differentiations between different kinds of childhood issues that had once preoccupied psychiatrists and psychologists were now overridden in the new category. In this diagnostic trade-off, what was lost out at a scientific level was gained at a societal level. And this is surely a good thing.

What this creates, however, is the absurd situation where many researchers strive to make claims and prove hypotheses about autism that are doomed to failure for the simple reason that autism is not one thing. Although there is a kind of surface agreement that autism is heterogenous and with no single causality, the autism industry8 continues to generate studies and papers making and testing claims about some underlying and immutable object, and a highly lucrative industry has developed to franchise tests and certification for professionals. The number of meta-analyses and systematic reviews has increased exponentially, absorbing material from what are clearly quite diverse phenotypes.

Faced with this situation, the pendulum seems to be swinging back in many areas today to attempt subdivisions of autism and to dismantle, or at least relativise, the spectrum category. In some ways this evokes the argument made in the 1940s that autism is not in fact a diagnostic category at all, but simply designates a set of strategies9 and behaviours used to generate equilibrium and safety for a variety of conditions that may have nothing in common: mild to more severe neurological damage, childhood schizophrenia, congenital rubella and even retinopathy of prematurity.

Is autism, then, an actual condition, with significant subdivisions, or the name for a set of patterns through which children, and later adults, deal with other, distinct neurological or perhaps emotional and cognitive problems?

A bit of history

When I started working with children in the 1980s, we were taught that autism is a form of psychosis, and that as autistic children grew up, they became schizophrenics. This was stated as gospel truth, and if you questioned this view, you put yourself in some jeopardy. The history of autism was presented as leading inevitably to this conclusion, yet today all of my teachers have now changed their minds, forgotten their earlier publications, and recognise autism as a category distinct from childhood schizophrenia.

How did this shift happen? Curiously, it had already occurred decades previously in the States, where clinicians and researchers debated passionately in the 1940s and 50s, ultimately separating the two categories. We need to sketch the history of autism now as a way both to gain perspective on current debates and to understand some of the theories and therapies that were proposed, many of which are still absolutely relevant today, and that continue to shape both therapeutic work and research.

The standard histories of autism tend to be strong in some areas and weak in others. This is due to a couple of factors. First of all, academic researchers will often use digital search engines to gather their data, when many relevant documents from the 1940s, 50s and 60s are not yet digitalised. Engines will pick up keywords, yet their scope is ultimately limited, which perhaps explains why so much of the early work is just absent from the histories. The journal Case Studies in Childhood Emotional Disabilities, for example, has zero internet trace and has never been digitised. Digital uploads are also hardly foolproof: the German term autistisch (autistic) sometimes appears in electronic versions as artistisch (artistic), as in Roman Markuszewicz’s10 1920 study of ‘autistischen Denken bei Kindern’ (autistic thinking in children), which doesn’t come up in searches as its title is digitised as ‘artistischen Denken’. Open-shelf research is the way to go here, yet few researchers have the time to pursue this.

The second reason is language. You can’t do a comprehensive history of autism without reviewing the German-, French-, Dutch- and Russian-language texts in addition to the English ones. The published histories often pre-date the availability of robust translation software, which has limited sources. There are of course exceptions here: Charlotte Simmonds reads an amazing twelve languages, a fact reflected in the scope and depth of her work. I’m not suggesting that you can only do the history of autism if you are multilingual, but this has had its effects on earlier work on the subject, which has not benefited from current software opportunities.

The English-language reader is also compromised by the problems in the translations of Hans Asperger’s11 work. Asperger was a Viennese physician specialising in paediatrics, who studied neurodiverse children from the 1930s, and whose name has become synonymous with those who seem especially centred on certain highly focused, often technical interests, appear largely unaware of social customs and cues, and lack fluency in verbal ambiguity and humour despite having excellent if rigid language delivery. Uta Frith published the first English translation of Asperger, at the behest of psychiatrist Lorna Wing, yet Asperger’s thinking was frequently tailored to fit the views of different commentators. His classic 1944 text on autism was made to suggest that the children he described were more likely to use rote learning rather than possessing real intelligence and creativity. Similarly, the lengthy and highly significant opening section of the first translated essay was cut, and it was through the unpublished work of the historian of ideas Stephen Haswell Todd – and later scholars – that we were able to have a better understanding of where Asperger was coming from.

So let’s start with a summary of the received history of autism, and then show where it needs to be corrected and complicated. The term ‘autism’, we are almost always told, was introduced by the Swiss psychiatrist Eugen Bleuler in 1911, to designate the self-absorbed, fantasy states of his schizophrenic patients, who had ‘retreated into cocoons with their wishes’, where an affective wish-fulfilling preoccupation governed mental processes rather than a more logic-driven, rational one. ‘Cutting themselves off from reality,’ he wrote, ‘together with the relative and absolute predominance of their inner lives is what we call autism.’ Bleuler did not see autistic thinking as inherently pathological, but considered it a normal part of cognitive processes, when balanced by the countervailing force of rational thought.

Leo Kanner12 in the States is then credited with introducing the category of early infantile autism in the early 1940s. Kanner – who wanted his name to be pronounced ‘Konnor’, leading to post being sent to ‘Lee O’Connor’ – was a self-taught child psychiatrist, trained formally in cardiology, who had moved from Berlin first to Yankton in South Dakota and then to Johns Hopkins in 1928. He noticed how several child patients and referrals seemed to present a particular clinical picture, and defined the core of the disorder in his initial 1943 article as ‘an inability to relate themselves in the ordinary way to people and situations from the beginning of life’. There was an ‘extreme autistic aloneness’ that, ‘whenever possible, disregards, ignores, shuts out anything that comes to the child from the outside’.

Anything that disrupted or threatened the state of ‘aloneness’ would either be treated as if it wasn’t there, or resented actively as a distressing interference. Being addressed and spoken to might have no effect, yet noises could be especially disturbing, due less to their volume than because they were experienced as intrusions. Anything coming ‘from the outside’ was potentially dangerous, an unwelcome interruption, and feeding difficulties were ubiquitous due to food constituting the ‘earliest intrusion’.

Unlike other infants, in their earliest months these children failed to show the anticipatory posture prior to being picked up, with no bodily adjustment to the adult who tried to take them into their arms. Spontaneous activities seemed very limited, and the child’s behaviour was governed by the ‘anxiously obsessive desire for maintenance of sameness’, which would generate panics if changes were introduced by anyone other than the child themselves. Small variations in where furniture was placed or in some daily routine would be experienced as catastrophic.

Sequences had to be followed to the letter, and if the slightest change appeared, it would have to be run through again. Even a walk outside the home would only be possible if the return route matched the outgoing pathway exactly. Broken or incomplete objects and sequences were difficult to accept, whereas objects that were stable and unchanging were welcomed. Kanner noted how these children sought a sense of ‘undisputed power and control’ over their objects, spinning them and jumping up and down ‘in ecstasy’ as they spun, with a kind of ‘masturbatory orgastic gratification’.

Compared to objects, people were more or less ignored. The mother or father could leave the home for an hour or a month with no sign that the child had even been aware of their absence. When adults were present, unless they interfered with the child’s activities they seemed to be no more than accessories, and ‘figured in about the same manner as did the desk, the bookshelf or the filing cabinet’. Rather than playing with other children, they might play alongside them, displaying a consistent and ‘innate inability’ from the start of life to form conventional kinds of affective contact.

Note that Kanner is saying here that these children cannot form the ‘usual’ forms of affective link, which is not the same thing as denying their capacity to feel or to show affects in unusual or idiosyncratic ways. The emphasis on conventional forms of display indexes what would later be called neurotypical, and Kanner adds that as they get older, many things can change: noises can be better tolerated, food more readily accepted, language more communicative and panics less frequent.

This was not, he stressed, a withdrawal after a period of ordinary development – as would be found in schizophrenia – but an aloneness that seemed present right from the start. Whereas the schizophrenic child steps out of the world they’ve inhabited, the autistic child only steps in cautiously, and as they get older, they may extend ‘cautious feelers into a world in which they have been total strangers from the beginning’. This formulation was almost textually identical to Asperger’s.

Language for these autistic children was not used to convey meaning, but words could be used for labelling, and rote verbal recitals of lists, verses and titles were common. Kanner felt that the forced imparting of such mechanised speech might have affected the child’s ability to develop language use, where speech could function to receive and deliver meaningful messages. Pronouns might be repeated as heard, so the child would refer to themselves as ‘you’ – with the first person appearing around age five – and echolalia – the repeating of what has been said – was frequent. Kanner felt that as far as the communicative aspects of language were concerned, the speaking and the mute children in his study were more or less the same.

In terms of social relations, the child might have no interest in their peers yet know every detail about them from age and height to eye colour. Pattern and sequence recognition were remarkable. Kanner noted the cognitive capacities of these children, and thought that their future was not at all necessarily bleak. They were able to show an ‘excellent, purposeful and “intelligent” relation to objects’ that did not threaten them. As they grew, the desire for aloneness and sameness was unchanged, but there was a varying degree of ‘emergence from solitude’ and an acceptance of at least some people around them, together with an expansion of their limited set of interests.

His later follow-up13 studies found that out of his initial eleven children, two were doing well in the community, one ‘had reached a state of limited but positive usefulness’ on a farm, five were languishing in institutions, details of two were unavailable and one had died. Of a later 63 cases, 31 remained more or less unable to speak, while 32 had developed some communicative language by the age of five. Sixteen were described as well-adapted socially. Reviewing his material, he emphasised that the two central diagnostic criteria were ‘extreme self-isolation’ and ‘the obsessive insistence on sameness’.

Kanner noted, however, that these follow-up results could not factor in the many treatment options being developed at the time, from analytically inspired therapy to behavioural conditioning programmes and pharmacology, just as they were no doubt negatively weighted by the effect of institutional confinement. Although the results could not really offer a coherent picture of current prognostic predictions, he thought that a more accommodating world might make the lives of autistic children easier and more open to progress.

Later work showed fairly unambiguously that the children who fared better inhabited more inclusive and understanding environments. Journalists John Donvan and Caren Zucker14 tracked down Kanner’s first autistic patient, Donald Triplett, who had worked for decades as a bank teller in a small town where his parents were well-known and influential figures. If he greeted customers with their account number rather than their name, or abruptly ended conversations, this was tolerated, and the fact that his family part-owned the bank no doubt helped to provide the latitude he needed. Treated with kindness and inclusivity in the community, his story shows how a sensitive and caring environment – together with social and financial resources – can provide the support that can turn a pathologised person who had once been institutionalised as a child into someone who is just different.

Meanwhile, in Vienna, working at the Lazar Clinic of the Vienna Children’s Hospital, Asperger was seeing children who seemed equally cut off yet, in contrast to Kanner’s group, were said to have far fewer language delays, as well as showing prodigious memory capabilities, and were in some cases more able to make contact. Many of them also excelled at some kind of logical, abstract thinking, so the opposite of the emotion-driven rumination that Bleuler had evoked with his term ‘autism’, although both argued that a degree of autistic thinking formed part of all mental processes. Asperger thought there was a continuum of severity here, ranging from the more savant type to what he called the ‘autistic automaton’, whose prognosis was not favourable.

Since both Kanner and Asperger spoke of autism – with Asperger’s15 ‘autistic psychopathy’ softened to ‘Asperger’s syndrome’ – and were supposed to be describing the same thing, this was taken to be a confirmation that there is a real unambiguous entity that they discovered simultaneously, a clinical and nosological reality immune to the vagaries of social construction. It turned out, however, that Asperger himself didn’t think that the children he described had much in common with Kanner’s, and Kanner thought likewise, describing Asperger’s cases as ‘at best a 42nd cousin’ of infantile autism. Later autism researchers have in fact argued that the cases Asperger catalogued and discussed may not even have had Asperger’s, although he himself might well have received the diagnosis.

Complicating the history

When we look at the history in detail, a lot of this is more complicated than the potted summaries suggest. Lorna Wing, who popularised the idea of Asperger’s syndrome, is credited with linking the Kanner children with Asperger’s in 1981, after reading a 1962 discussion of his work by the Dutch psychiatrist Dirk van Krevelen, yet Gerhard Bosch16 had written a well-known monograph also in 1962 carefully comparing Asperger’s and Kanner’s research and discussing spectrum ideas.

Wing had read Bosch’s book and was familiar with the debate about the two cohorts. Indeed, the claim that there is a spectrum here, ranging from the most severe of Kanner’s cases to the least compromised of Asperger’s, is already present in Asperger, and it is misleading to present the two as dealing with very different sets of children (as van Krevelen assumed). Both saw children with severe autistic presentations as well as some who fared better with language and found some degree of accommodation in the world around them.

When we go further back to Bleuler, his ideas about autism are also more complex. He had introduced the term ‘autism’ not in 1911 but in 1907, as we know from Jung’s correspondence with Freud, and had hoped to find a word that was less suggestive of sexuality than Freud’s ‘autoerotism’. In 1911, he added a footnote to his celebrated book on schizophrenia: ‘Autism is roughly the same as what Freud called autoerotism.’ This allusion to sexuality would become progressively written out of later autism research, although Bleuler himself would continue to flag it up for a number of years

Not long after the 1911 book, Bleuler was in America, invited by Adolf Meyer to give the opening address in 1913 at the Phipps Psychiatric Clinic at Johns Hopkins – where Kanner would later arrive – which was published in The American Journal of Insanity that same year. The title Bleuler chose was ‘Autistic Thinking’17, and it recapitulates an article he had recently contributed to a journal he co-edited with Freud. American psychiatrists would all have been familiar with the word ‘autism’, and it indeed appears frequently in the subsequent literature, not just in the sense of an introspective state of withdrawal from reality but also to qualify any affect-driven cognitive or perceptual process.

Bleuler had in fact pointed out that autism could certainly mean withdrawal, but also a movement towards others, giving the example of the schizophrenic social reformer who needs to convince the world of their delusions. The dominance of wishes and emotional striving was what characterised autism, and if it could be clearest in psychotic delusion, it was present equally in the common daydreams of being rich and famous, or in the imaginative play of children. He reminded his audience that psychiatrists too shared such fantasies with their psychotic patients, and that the barrier between them was relative and not absolute.

Now, this isn’t the place to go into a detailed study of Bleuler’s lecture – and the previous work it had been based on – but it is worth noting that it is in part a commentary on Freud’s 1911 paper ‘Formulations on the Two Principles of Mental Functioning’, a difficult and complex exploration of how reality is constituted and symbolised for the young child, and how pleasure-seeking mechanisms are both built into and mediated by this. Although the article was barely eight pages long, it was described at the time as ‘explosive’, and one contemporary commentator noted how it would be easier to write a tract of several hundred pages than condense Freud’s thinking into the brief space of a review.

The text had itself been written in dialogue with Jung’s work, which would appear in the same issue of the journal as Freud’s, and which would soon form the opening section – ‘Two Kinds of Thinking’ – in Jung’s book Transformations and Symbols of the Libido. Bleuler had an essay in the same issue, in which he discussed autistic withdrawal and the thought processes around it. When he told his American audience that Freud, Jung and himself were all writing about autism at the same time, the claim was thus not incorrect.

But what he didn’t spell out so clearly was that his concept of autism was intended to replace or inflect Freud’s idea of the psychical processes at play in schizophrenia. With his student Karl Abraham, Freud posited a retraction of libidinal investment from the external world, but Bleuler felt that it was not justified to speak of ‘libido’ here, worried that Freud’s term would be taken too literally to mean sexual interest. He considered it a broader withdrawal of affect, which did not necessarily imply a withdrawal from the world, as elements of internal, fantasy life could invest external reality or be projected there, as could be seen in some delusional states.

Bleuler made a point of reminding his audience that autism was by no means confined to schizophrenia, and that the child’s autistic thinking is not only ubiquitous but actually plays a part in preparing for the situations of later life, especially through pretend play, where wishes and fantasies govern the make-believe activities of childhood. Autistic thinking is likewise always present within ‘adult’ thought, to greater or lesser degrees, and it is the dynamic between the two that allows both creativity and progress.

The theory of autism was thus much more than a description of states of withdrawal in schizophrenia, expanding to encompass the whole of psychical life. Bleuler probably envisioned this as an alternative to Freud’s theory of mental processes, yet it is also clear that the label he minted didn’t quite work as he’d hoped. Not long afterwards, he replaced ‘autistic’ with ‘dereistic’, to indicate lack of correspondence with reality, blaming the substitution on persistent misuse of his term. Autism was not, he reiterated, limited to schizophrenia, but there was a ‘normal autism’, especially in childhood, which could be fleeting or prolonged, and involved the replacement of reality with fantasy. Everyday life too involved multiple ‘autisms’ in the form of superstitions, emotionally driven prejudices and daydreams.

So Bleuler hardly aimed to confine his term to pathological states, but rather to open up an exploration of autism as it was woven into thought processes, personality and culture more generally. Yet despite this wider project, he still maintained that an excess of ‘autistic thinking’ could generate a pathological inertia, so that it became ‘autism’ as such: a person ‘completely immersed’ in autistic thinking will appear ‘apathetic and stuporous’, and thus profoundly self-absorbed and isolated. This was the sense of the term used most often in the American psychiatry that would eventually create the diagnosis ‘early infantile autism’.

Withdrawal

There is another aspect of the dialogue that is relevant here for the future discussions on autism. Abraham uses the term ‘Abkehr’, a turning-away-from, where Freud and Bleuler refer more often to ‘Zurückziehen’, withdrawal. The resonance of the words is slightly different, with ‘Abkehr’, as Todd18 points out, suggesting perhaps a more volitional position, like a rejection or repudiation, and ‘Zurückziehen’ a kind of retreat or distancing. Bleuler also refers to an ‘aktive Abwendung’, an active turning-away, leaving little ambiguity as to how he saw the process. Now, why this matters is that when later analysts and psychiatrists were debating autism, they disagreed on precisely this point: if a child starts to ignore family members, turns inwards and loses whatever speech they might have had, is this an actual turning-away – which suggests some sort of more active, intentional process – or is it rather a more archaic and non-volitional kind of withdrawal?

This is not an abstract question, as clinicians and researchers continue to debate today whether there is a difference between autism that becomes apparent in the first six months of life and so-called ‘regressive’ or ‘secondary’ cases, which usually appear between eighteen months and three years. For some, this is a difference between being born autistic – a primary autism – and a withdrawal into autistic behaviours – a secondary autism, where it seems as if progress in language and sociability is suddenly reversed or arrested.

This is sometimes confused with Heller’s disease, nowadays known as Childhood Disintegrative Disorder, a rare condition in which previously acquired language, social and motor skills are lost, and the child ‘regresses’ to a state of severe intellectual disability. But this is not the same as secondary autism, where abilities can be reacquired, change is not always so dramatic and wholesale, and motor skills are hardly ever compromised. There is, nonetheless, much disagreement about whether the demarcation here between primary and secondary autism is genuine or simply the result of a failure to spot the early signs of autism in these latter cases.

From 1911 on, the terms ‘autism’ and ‘autistic’ were widely used in psychiatric and psychological literature in English, German, Russian and French, and for some writers their sense shifts away from emotion-led thinking to more abstract, logical thought, a trend that seems at odds with Bleuler’s original argument. The kind of clinical picture described is in fact often closer to the one associated with Asperger, with an emphasis on systematising, detail and the pursuit of order, yet there are still many published cases that foreground also the refractory and asocial dimension emphasised by Kanner.

The terms were also often used to refer to children, and are prominent in the work of Ludwig Binswanger, Eugène Minkowski, Jacob Lutz – who had visited Johns Hopkins and met with Kanner in 1938 – Grunya Sukhareva, Eugenia Grebelskaja-Albatz and Ernst Kretschmer, to name only the most well known. When Kanner uses the term in his 1943 article, although it is usually claimed that he has transformed Bleuler’s concept, the way he uses it is in fact absolutely consistent with Bleuler, rather than other writers. It refers to a cut-off, withdrawn state and not much more than that, and there is no radical redefinition of the word itself. He describes one of the children as ‘giggling and whispering autistically’, and as being ‘extremely autistic’, evoking self-absorption rather than reactivity, and lists ‘extreme autism’ as one of the symptoms of the group of children he is describing.

The article is also usually credited with linking autism to disturbances in ‘affective contact’19, although Kanner devotes merely one sentence in the whole text to this point. There is simply no theory of affective contact presented in this landmark paper, and there is also no reference to the important contribution six years previously by pioneering child psychiatrist Louise Despert at the First International Congress of Child Psychiatry in 1937, where she argued that schizophrenia in children – the blanket term that generally included autism – involved a loss of affective contact coincident with or determined by autistic thinking. She remembered the hostile reception her paper received, and how the European psychiatrists present ‘were almost downright rude’ to her for formulating her concepts in the way she had.

Despert had also drawn attention to the distinction between language as ‘sign’ and language as ‘function’. When speech is used to communicate, it is operating as a function, but if it is used purely mechanically as a sign, it merely indexes a situation in an inflexible way. Later researchers like Simon Baron-Cohen would also distinguish language as sign – arguably characteristic of autism – and language as symbol, allowing operations that distanced word use from any original context. For Despert, words here operate as ‘mere phonetic signs, devoid of emotional content’, and there may also be anomalies in the use of pitch, tone, rhythm and modulation of speech. These points would be elaborated by Kanner and by later autism researchers, and still raise many questions.

The ‘discovery’ of autism

We also now know that the miraculous contemporary ‘discovery’ of autism by Kanner and Asperger was hardly fortuitous. As Todd has shown, in research simultaneous with the better-known book NeuroTribes by Steve Silberman20, there was no magical synchronicity between Vienna and Johns Hopkins. The psychiatrist Georg Frankl – who together with his partner, the psychologist Anni Weiss, trained up the young Asperger at the Lazar Clinic when he arrived there in 1932 – had been documenting and discussing cases of autism for several years before then moving to the States in 1937 to escape persecution, arriving at Johns Hopkins as an unsalaried volunteer in the summer of 1938.

With the rise of the Nazis, Asperger, still a very junior registrar, was promoted to head up the Vienna clinic, where he wrote and lectured about ‘autistic psychopathy’, obviously without citing his Jewish teachers and colleagues, whose influence is nonetheless very clear in his work. When he visited the States after the war, he made the effort to seek out Frankl and Weiss and meet with them. There is thus a direct line connecting the work of Asperger and Kanner through Frankl and Weiss, and several of the cases included in Kanner’s 1943 article were reviewed by and discussed with Frankl beforehand. Frankl’s own paper, ‘Language and affective contact’, was published in the same issue of the journal The Nervous Child as Kanner’s ‘Autistic disturbances of affective contact’.

Frankl21 is also credited by Kanner in unpublished correspondence, where he says that he will make his debt to him clear
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