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Introduction

Bringing Autism into Focus

WHEN MY DAUGHTER ISABEL was diagnosed with autism in 1994, I knew little about the condition and knew no one else who had it. It was, after all, considered a rare disorder, occurring in only about 3 in every 10,000 live births.

A little more than a decade later, there’s an autism crisis. Scientists now report rates of autism as high as 60 in 10,000 live births, and major news organizations, as well as members of Congress, are calling the sharp increase in diagnoses of autism an epidemic.

The epidemic, we are told, is devastating families.

Even those who are not directly affected by autism within their family circle are affected indirectly. The reports in the media, and speculation about possible causes of autism, have caused many parents and parents-to-be to become concerned. An increasing number of them are choosing to withhold much-needed vaccinations for their children out of the fear that they will contract autism, although a connection between vaccinations and autism has never been firmly established. The epidemic is taxing our country’s ability to provide an appropriate education for all the children with special needs, and our pediatric clinics and hospitals are overwhelmed by parents seeking information about the disorder and help for their children.

And it is no wonder that people are worried. When Isabel was diagnosed, information on autism was scarce. But today, autism is making headlines, and the stories can be heartbreaking. The stream of information is increasing in momentum, and along with it, a sense of urgency and even panic.

I believe that this extraordinary momentum is a signal that we should stop, step back, and take a closer look at our fears about autism. Clearly, the reported rates of autism in North America and in Europe are way up. But what is causing the increase, and does it reflect a true epidemic, or is it a byproduct of changes in the way the statistics are gathered or the way the disorder is defined and diagnosed?

 

 

I’M AN ANTHROPOLOG IST, a social scientist who studies culture. Therefore, even though I study illness, my research does not look at chromosomes, antibodies, toxicology, vaccines, or the circuitry of the brain. Rather, I’m interested in the intersection between culture and illness—that is, how culture affects the way we define and classify illnesses. Psychiatry is a good topic for someone like me because, unlike the problems many physicians see from day to day—a rash, a virus, a tumor, a broken bone—most of the illnesses psychiatrists treat and study are incredibly hard to describe and open to multiple interpretations. Compared to other branches of medicine, psychiatric diagnosis is highly subjective.

Take pneumonia, for example. The most common severe form of the disease is caused by the bacterium Streptococcus pneumoniae. Whether it afflicts a slum dweller in Brazil or a rice farmer in Bangladesh, it is exactly the same disease.You can see the bacterium under a microscope, you can devise a way to treat it, and the treatment will be the same no matter where you are.

Now take a disorder like autism.You cannot see autism under a microscope or discover it through a lab test. The only evidence we have that someone has autism is the individual’s behavior. There is little agreement, even in a single culture, about exactly what it is or how to treat it.

So when we start to panic about the rise in the prevalence of certain conditions or disorders, it is good to remember that most psychiatric diagnoses are essentially just descriptions and classifications based on the behaviors particular clinicians have seen and chosen to emphasize at a particular point in time, and they can even reflect the personal and cultural biases of the individual clinicians. One clinician’s description of a certain patient, and hence the diagnosis given to that patient, may vary  considerably from another clinician’s description of the same case, even when both clinicians are part of the same culture.Variations in diagnoses are even greater across cultures. Many societies, for example, do not even have a word for autism, and in others, the symptoms of autism are not thought to be abnormal as much as divine or spiritual.

Moreover, psychiatry—especially child psychiatry—however valuable, is an imprecise science that can change rapidly in response to new ideas, methods of training, and especially changing historical and cultural conditions. Many psychiatric diagnoses come and go—and hence rates of diagnoses go up and down, not unlike fashions. For example, several million Americans have been diagnosed with depression. But many people with depression, perhaps hundreds of thousands, would not have been diagnosed with it just fifty years ago. The increase in the number of those reported to be clinically depressed does not mean that depression is more common today than in the past, but only that our way of defining depression has changed. Fifty years ago, the term was used to describe only serious, debilitating depressions that may have required long-term hospitalizations. Likewise, there exists the logical possibility that the incidence of autism has not increased but that we are defining it differently and counting it differently than in the past. Of course, the fact that some diagnoses become popular or fade away does not mean the conditions they describe are not real. Isabel would have the symptoms of what we today call autism whether she was diagnosed with autism, schizophrenia, something else, or nothing at all. It does mean, however, that what may be called an “epidemic” is really a reflection of a change in the way a culture perceives a condition or disease.

Since rates cannot rise without diagnoses, it makes sense to ask how and why autism is getting diagnosed more. And since rates cannot rise without scientists to count the diagnoses, it also makes sense to ask how and why they are counting more cases. Finally, if culture does affect the way we view autism, we ought to look at autism around the world to see if it exists in cultures very different from ours and, if so, what people do about it.

When I began to look for answers to these questions, I discovered that the current crisis about autism in the United States is the culmination of a complex process that began several decades ago. It started with  the first description of autism in 1943 and with the birth of child psychiatry after World War II, when scientists began using medical knowledge to understand children’s behavior. This process picked up speed when society began integrating a wider range of people into schools, the workplace, and communities, and it reached its maximum velocity—its “tipping point,” in the phrase made popular by journalist Malcolm Gladwell—when doctors began to use a set of criteria to diagnose autism that included people who, in the past, would never have been diagnosed with the condition at all.

This book therefore addresses the clear rise in the prevalence of autism—and, more precisely, the range of conditions now called autism spectrum disorders—by exploring the cultural factors that have changed our perspectives on children and mental disorders. The shift in how we view autism, in other words, is part of a set of broader shifts taking place in society. The growth of child psychiatry as a field of inquiry and area of practice, the decline of psychoanalysis, the rise of advocacy organizations, greater public sensitivity to children’s educational problems, and changes in public policies (for example, the establishment of autism as a valid special-education code under the Individuals with Disabilities Education Act, or IDEA, passed in 1991) have together changed the way autism is diagnosed and defined. As a society, we have become more aware of children’s behavioral and learning differences at earlier and earlier ages and more comfortable with diagnosis, medication, and psychiatric labels. Under the rubric of autism we now find a multitude of emotional and cognitive problems, problems that used to be given other diagnostic labels or that were even considered within the range of the normal. Doctors now have a more heightened awareness of autism and are diagnosing it with more frequency, and public schools in the United States, which first started using the category of autism during the 1991-1992 school year, are reporting it more often, developing ways to help children with autism, and directing parents to appropriate resources. Epidemiologists are also counting it better.

As a result, the statistics on autism that we have today are the most accurate we’ve ever had.There are more people with a diagnosis of autism now than at any time in history. After all these years, we have realized that autism is a major public health concern. Still, these rates may not be  proof of an epidemic.Why? Because the old rates were either inaccurate (because cases went unreported or misdiagnosed) or based on different definitions of autism than the ones we use now. Indeed, before 1980, when the criteria we’re familiar with today were first standardized by the American Psychiatric Association (APA), there was little agreement among clinicians and researchers about what was and was not autism. Today, in fact, autism is more than just one disorder; it is a spectrum of disorders that encompasses a wider range of people than ever before. Some of those considered autistic—or “on the spectrum”—under this broader definition are so high functioning that in the past they might have been considered simply eccentric. Identical definitions need to be used if rates of occurrence are to be compared, but as it is impossible to go back into the past and gather statistics according to today’s standards, there can be no comparison. And without a comparison, there can be no spike in the incidence of autism.

“Epidemic” is a powerful concept. It implies danger and incites fear, calling up associations with plagues that can sweep through the streets, something contagious in the air you breathe or in the food you eat, threatening the ones you love. With autism, the label of “epidemic” sounds both frightening and tragic.

But what if, paradoxically, the rise in rates of autism as gathered by schools, epidemiologists, and public-health officials is evidence not of tragedy, but of good? What if the power of the term “epidemic” lay not in creating new illness but in treating it and finding a cure? This book argues that the newer, higher, more accurate statistics on autism are a sign that we are finally seeing and appreciating a kind of human difference that we once turned away from and that many other cultures still hide away in homes or institutions or denigrate as bizarre. The result of the new rates is that we are fortunately seeing more research, more philanthropy, and more understanding of how families struggle to cope.

Just thirty years ago, my daughter Isabel might have been labeled mentally retarded, and there would have been little opportunity for her to find her place in the world. Our family would have been at a loss as to what to do. Isabel would probably have been placed in a residential institution with a minimal education plan, where the symptoms of her autism would have worsened. A mildly autistic child living at the same  time at home would have been teased and bullied mercilessly, would have had little access to special-education services, and would have failed at school and suffered profound emotional distress. Pediatricians, mental health care practitioners, speech and occupational therapists, and educators still need to know more about autism, but they know enough now to make a big difference.They are diagnosing autism and providing therapy to children with autism at earlier ages than ever, and they are discovering how to use safe and effective medicines to ameliorate some of the symptoms of autism. Today my teenage daughter is mainstreamed into a high school classroom for part of the day. Numerous tests have shown that she has above average intelligence. She even plays cello in the school orchestra.

Autism is a terrible, lifelong disorder, but it’s a better time than ever to be autistic. A child with a diagnosis of autism has access to more services and educational opportunities than ever before. As a result, there are parents whose children have rare chromosomal disorders that involve social and language deficits or mental retardation, including Down syndrome, who want them to be diagnosed with autism, though the early writers on autism never dreamed the term would be applied to these diseases. Perhaps this is not so surprising, since there is much less stigma attached to autism than there once was.

 

 

WHEN ISABEL WAS FIRST DIAGNOSED, in April 1994, and was two and a half, things were just starting to change for people with autism. Washington, D.C., was beautiful that month. The cherry blossoms were in full bloom and there was even some good news in the world. In India, the Untouchables, or outcastes, were out in the streets for everyone to see, protesting for better jobs and pay. South Korea, a country whose people barely knew what a North Korean person looked like, had just accepted a hundred North Korean defectors from Siberia. And in South Africa, President F. W. de Klerk conceded to Nelson Mandela in an election that would finally give blacks the political rights and representation they deserved. And in my little corner of the world, a suburb of Washington, D.C., more and more children with special needs were being included in mainstream classrooms, being challenged and succeeding academically to a degree that few educators ever thought possible.

The changes in India, South Korea, and South Africa made visible the formerly invisible. Autism is becoming more visible too, and in some unexpected places.

 

 

IN THE WINTER OF 2005, Mamta, a young mother from Nainital in the foothills of the Himalayas, brought her three-year-old boy, Ohjyu, on the seven-hour train ride to New Delhi, despite her family’s protest. She was convinced he had autism, even though none of the doctors in Nainital believed her. She was going to learn how to interact with him and help him learn even if it meant abandoning her husband and parents-in-law in their mountain village for months, an action many of her friends and neighbors thought was outrageous. Mamta could only imagine the insults hurled behind her back.Within days after arriving in Delhi, her son was diagnosed with autism and she had a treatment plan in place.

In KwaZulu-Natal, in South Africa, Suzanna and Golden Khumalo didn’t know what to do about their six-year-old son, Big Boy. He had stopped talking, didn’t respond to his name, made strange movements with his hands, and avoided all eye contact. Suzanna and Golden fought with Golden’s parents, who insisted Big Boy go to a nyanga, or witch doctor. But Suzanna and Golden were afraid of what the witch doctor might do. He would likely arrange goat sacrifices to please the ancestors, give Big Boy an emetic to make him vomit, and give him a laxative to expel the evil inside of him. Finally, Suzanna and Golden surrendered to custom and brought Big Boy to the nyanga. After they had spent three days in the doctor’s village, he finally gave Big Boy a diagnosis. It was “autism,” he said, a word no one ever expected to hear from a nyanga’s mouth. Suzanna and Golden now know a lot about autism. Suzanna even told me that in South Africa, 1 in 166 children have autism. She couldn’t tell me where the figure came from—I knew there hadn’t been an epidemiological study conducted anywhere in Africa—but she promised to find out. When I saw her in the parking lot of Big  Boy’s school the next day, she called out to me, “It’s from Brick Township, New Jersey!”

Just outside Lima, in 1975, a young Peruvian schoolteacher named Lily Mayo visited a church hospital where children and adults with autism were kept in cages. Over the adult cages the priests had hung a sign that read, No Te Acerques Por Que Muerdo (Beware, I bite). The villagers and the priests believed the children were either possessed by the devil or being punished for the sins of their parents. In the yards of state institutions, she saw naked boys tied to poles as punishment for biting themselves or banging their heads. Lily recalls those days from behind her desk at the Anne Sullivan Center in Lima, an autism treatment and education facility she directs. Her assistant, a thirty-two-year-old man with autism, brings her papers to sign. In 2005, exactly thirty years after her first encounter with autism, Lily is writing agreements with some of Peru’s largest corporations to hire young adults with autism, people who will become a visible part of their communities. Mayo finds it hard to believe so much had changed in just thirty years. “It’s like that old line,” she says: “The past is a foreign country; they do things differently there.”

 

 

IT SEEMS AS IF NEARLY EVERYONE I meet these days knows something about autism. It’s on the front pages of major newspapers and magazines, it’s discussed on morning talk shows and in best-selling books, and celebrities lead high-profile fund-raising efforts. Considered a rare condition when first named by the child psychiatrist Leo Kanner in 1943, autism was thought to occur in fewer than 3 in 10,000 live births in the United States. Current estimates range from as few as 30 cases per 10,000 (about 1 in 300) to as many as 63 per 10,000 (about 1 in 158). Even the lower estimate of 1 in 300 tells us that autism is not a rare disorder, certainly more prevalent than cancer, diabetes, spina bifida, and Down syndrome in children. The U.S. Department of Education figures show a national increase of 544 percent in diagnoses of autism over a period of nine academic years (1992-1993 through 2000-2001), with startling increases in some states (for example, Alabama—1000 percent, Arkansas—2000 percent, and Kentucky, 2000 percent). The  Department of Education in Wisconsin reported 18 new autism cases among public school children in 1992-1993 but 1,823 new autism classifications in 2000-2001. The Autism Society of America, the major advocacy organization for autism, estimates that 1.5 million Americans suffer from some kind of autism and predicts a figure as high as 4 million for the year 2014.

Federal, state, and local agencies in many countries, especially the United States, Canada, and the United Kingdom, have been mobilized to manage the heavy public health burden of autism. Special-education programs are expanding; in the United States, new money is pouring out of the National Institutes of Health into autism research, and donors are contributing millions of dollars to parent advocacy organizations, private schools, and research foundations. Even scientists who never before had an interest in autism, but work in a related area such as neuroscience or genetics, are joining an increasingly long parade of autism researchers. Between 2003 and 2004 the number of grant applications to the National Alliance for Autism Research, the leading private foundation for autism research, doubled. Through the Internet, people in remote areas of the world read news stories about the epidemic. Media reports consistently refer to autism with phrases like the “hidden epidemic” and the “mysterious outbreak,” citing the “exploding number” of autism cases, leading to fears that causal factors such as vaccinations, mercury poisoning, or other environmental exposures (a subject I do not discuss at length in this book) might be contributing to the rise in cases of autism.

But is there really more autism, or are we just seeing it more? There are lots of theories around to explain the rise in diagnoses, none of them proven. Some scientists think that the “increase” is due to more aggressive epidemiological methods that make it easier for researchers to count the right number of cases. Others think that the broadening of diagnostic criteria over the past two decades to include more symptoms, and a bigger range of severity of symptoms, has made it easier for physicians and psychologists to fit their clients into the framework of autism. Still others—though not most scientists—think that the number of cases of autism started to increase when a mercury-containing preservative called thimerosal (no longer in vaccines) was added to many common childhood vaccines in the 1930s and 1940s.

However, no single factor seems to account for the rise. Nor should any single factor be accepted at face value. For example, if we accept that scientists are counting cases more accurately than before, we should look into how and why they started counting them better. If we accept that new diagnostic criteria are responsible for the increase in prevalence rates, how and why did the new diagnostic criteria emerge at this time in our history? And if we believe that autism awareness is at an all-time high, how did this happen? At what point did autism shift from being just a terrible disease to an “epidemic”?

Amid all the disagreement and debate about the origins and nature of autism, most experts will agree that autism is a highly variable syndrome that resists easy definition. There is a multitude of symptoms, appearing in different constellations in different people, and most of these symptoms will also change in form or severity throughout childhood and adulthood. In addition, some people diagnosed with autism are much more affected by autism than others. “Autism” today is really an autism spectrum. The spectrum is broad enough to encompass both a severely mentally retarded autistic person without speech and a super-intelligent but socially awkward mathematician or physicist. Hence, many people today refer to the various manifestations of autism (Pervasive Developmental Disorder, Asperger’s Disorder, and Autistic Disorder, for example) as “autism spectrum disorders,” or ASD. In fact, autism researchers are already beginning to suggest that there is no such thing as the singular “autism,” but rather many autisms, many distinct disorders, perhaps defined not only by their different symptoms but by the many different genes involved.

Most experts would also agree that nearly all their knowledge about autism spectrum disorders is based on research in North America and the United Kingdom and that little is known about autism in other parts of the world.Yet we know that autism is a brain disorder that can affect anyone in any culture.We also know that huge countries like China or India that seldom use the category of autism as a medical diagnosis are just beginning to do so more often—and to count their cases.

The dearth of information about autism in other cultures is a glaring absence of knowledge. We know how important it can be to study illnesses in multiple countries.World Health Organization (WHO) studies  on schizophrenia conducted in the 1970s, for example, showed that even though schizophrenia occurred with similar frequency all over the world, people with schizophrenia in developing countries did better over time than those in industrialized countries. They needed less care and fewer medicines, and they had fewer traumatic, psychotic episodes. We need similar information about autism around the world today to know if certain cultural conditions help people with autism improve their ability to learn, communicate, and participate in social and economic life.

 

 

THIS BOOK IS ABOUT how culture affects the way we view autism. It looks at autism as a global phenomenon and sees it not only as a biological disorder but as a group of symptoms that have become especially meaningful in particular times and places. The first part of the book chronicles the complex process through which autism became a widely diagnosed disorder in the United States and culminates in an analysis of the changing prevalence rates of autism. In the second part of the book we travel to a variety of different countries (South Africa, India, and South Korea, among others) to find out whether autism is also more visible today in the rest of the world and to see what the study of the disorder across cultures might teach us about our own experiences and interpretations of autism.

Over the past several years, I have met children and adults with autism in the Democratic Republic of Congo, South Africa, India, Korea, and the United States, and in all of these places autism, at first, looks the same. Whether in a rural South Korean village, Manhattan, or New Delhi, autism usually presents itself just after a child’s second birthday with a core set of symptoms that includes a severe language delay, problems relating to other people, and repetitive or stereotyped behaviors. The symptoms change over the life of the individual, with some symptoms falling away and others emerging, but the same symptoms are found across cultures and, based on what we know about autism in the distant past, across time as well.

However, autism, like all disorders, does not exist outside of culture. It is culture that sees something as abnormal or wrong, names it, and does  something about it, and all cultures respond to illness differently. For example, when I did research in central Africa with the Efe Pygmies, I found that a person with a serious or intractable illness would rarely go to a doctor alone; his entire family would go. They believe that the affliction within the individual is the expression of a larger underlying problem with the family, and so it is important to treat both the person and his relatives. I also learned, too late, that if I gave someone twenty-eight pills (four a day for a week) to cure a bacterial infection, he would give one pill each to twenty-eight different relatives. And so, when a boy not far from my village wouldn’t talk or make eye contact, and began to have seizures, his parents assumed that the family’s ancestors had attacked him. They gave him herbal medicines and sent him to a village far away, where he wouldn’t have contact with any blood relatives.

In urban South Korea, psychiatrists often diagnose children on the autism spectrum with Reactive Attachment Disorder (RAD), a mental illness often linked to child neglect, because RAD is the more culturally acceptable of the two diagnoses. Diagnoses of either RAD or autism are made at a very early age in South Korea, often before the second birthday, whereas in other countries, such as South Africa, children tend to be diagnosed when they enter elementary school at about age six. Despite being diagnosed early and living in one of the most medically advanced societies in the world, South Korean children with autism or RAD seldom receive medical treatment for the disorder, whereas South Africans—even poor, rural South Africans—find and make use of several different treatments.

There are also many differences within each country. In stark contrast to the big city, in the rural South Korean villages that I visited autism is a more common diagnosis than RAD. In addition, children with autism are known to everyone. They are often well integrated into community life, and, to some extent, they are accepted for who they are. In Seoul, however, a city of more than 11 million people, children with autism are often hidden from neighbors and seldom seen by relatives, in large part because of the extraordinary stigma associated with having a disabled child. In South Africa, whites tend to seek only Western medical care, while the Zulu and Xhosa peoples, in contrast, use a variety of health-care systems, including Western medicine, traditional medicines, and  healing rituals. In the United States, white children are diagnosed earlier than black children (6.3 years on average versus 7.9 years).

The study of these kinds of variations is the stuff of my discipline, cultural anthropology, a field that often studies the complicated relationship between culture and biology. The anthropologist Marshall Sahlins once compared the relationship between culture and biology to an artist and his or her medium, like Michelangelo and an unworked slab of marble. There is only so much one can do to the stone since its natural properties limit us. But it is culture that determines the decision to take the marble in the first place—to select one section of stone from all others—and culture that determines whether the stone, meaningless until someone sees it and imagines its future, becomes a Roman column or the David. To paraphrase this idea in the context of medicine, illnesses may be biological, but they are never simply biological.

Ironically, the process of understanding autism itself parallels the work that anthropologists do, since the minds of people with autism are sometimes as hard to understand as foreign cultures. Anthropologists spend their days teaching about the customs of other cultures, many of which our students at the university level find irrational, even frightening. Our goal is to make the strange familiar. Indeed, with every day that passes, as autism advocates, parents, and researchers teach us about the complexity of human behavior, autism seems less exotic and more “unstrange,” a word invented by the poet e.e. cummings in an untitled poem rebuking societies in the thrall of conformity.

But cultural anthropologists also try to make the familiar strange, seeking to turn our gaze homeward and see our own culture in a new light. And when we do, we find that scientists also belong to different cultures, and that their research is often a product of their time and place, their community’s interests and values. As we’ll see, the discovery of autism wasn’t so much a discovery of new truths as a new way of seeing a group of cognitive and social differences. Although it’s likely that autism has existed among humans for at least hundreds of years, until very recently no one thought to create a distinct category for it because our culture—our social, educational, and medical systems—was not ready for it.

Autism was first defined and described in the United States in the 1940s, but it took nearly forty more years for the American Psychiatric  Association to officially name and classify it in its bible of diagnosis, the Diagnostic and Statistical Manual of Mental Disorders (DSM-III, 1980), and to consider it something other than a childhood psychosis. It took the French psychiatric establishment another twenty-four years to officially state, in November 2004, that autism is a developmental disorder rather than a kind of schizophrenia, and it did so only because parents demanded it, not because the French psychiatrists had actually learned anything new. Science didn’t change our culture, as much as culture changed our science.

 

 

ONLY A DECADE AGO, Mamta, Golden, and Suzanna had never heard the word “autism.” Neither had the rural healer that Golden’s parents consulted in Zululand.There is more awareness of autism now than ever before, and the Internet has made much of the difference. That is how Suzanna arrived at the figure of 1 in 166. And that is also how Suzanna learned enough about autism to fight for government services and find Big Boy the best educational setting possible.

I envy the parent whose child has just been diagnosed with autism. When Isabel was first diagnosed in 1994, our local public school system regarded her as if she were from outer space. Autism was a strange word to most people. “You mean like Dustin Hoffman in Rain Man?” people would ask.“You mean she’s artistic?” In 1994, newspapers and magazines ran autism stories infrequently.When they did, they usually talked about a truly unusual person, such as a “savant,” someone with miraculous talents—like the autistic person who located an error in one of Isaac Newton’s mathematical calculations, or another who could recite from memory a dozen of Shakespeare’s plays.

A person with autism is no longer an oddity. In a remote Appalachian mountain community, I met impoverished parents of autistic children, moms and dads who never went to high school, can barely read or write, and certainly have no Internet access. But they all knew the word “thimerosal,” the mercury-containing preservative that used to be in some vaccines. They had heard about it from parents in support groups they attend who had printed out dozens of pages from Web sites on vaccines and autism.

The parent whose child has just been diagnosed can find dozens of books on autism, many of them published in the past five years. And these books are becoming available in other countries too, where they are slowly but surely replacing copies of Bruno Bettelheim’s 1967 book on the subject, The Empty Fortress. Societies that never had words for autism are inventing them, and parents throughout the world are founding autism societies.

If Isabel had been born ten years later, my wife Joyce and I wouldn’t have felt so alone, and the teachers and staff at her school would have known how to talk to her, how to help other students interact with her, and how to teach her. The experienced county psychologist assigned to our local elementary school said that he’d never seen a child quite like her before, a child who, at first glance, looked normal—he said that she “looked very intelligent”—and yet had little ability or desire to communicate, echoed whatever anyone said to her, repeated words and phrases from videos, and made little or no eye contact.

How was that possible? The truth is, in his job as a school psychologist in a mainstream school, he had met only a few children with a diagnosis of autism. In 1993, the state of Maryland told the U.S. Department of Education that the public schools of the state had provided special-education services during the 1992-1993 academic year to only 28 children with autism (ages six through twenty-one). Other states had higher numbers—California reported 1,605, Georgia 262, Florida 582, and New Jersey 446—but some densely populated states had even lower figures, like Ohio, which reported only 22 cases. When Isabel was diagnosed, the public schools of the state of Maryland, from kindergarten through the community college and university level, claimed to have served only 300 people with autism under the age of twenty-two during the academic year 1993-1994 (a small number, but still an enormous increase over the previous year).

The principal of Isabel’s elementary school was equally lost. She had already worked for twenty years in the school system and was responsible for sending in the annual child counts for the disabled children served in her school. Under the Individuals with Disabilities Education Act of 1991, the federal law guaranteeing that every child is provided a free and appropriate education in the least restrictive environment,  disabled children in public schools have to be given a code, such as “multiple disabilities” or “traumatic brain disorder,” and then the number of children in each category has to be reported to the U.S. Department of Education. But the principal said she wasn’t familiar with the autism code, since it was new, and that they were using autism only for kids who were mentally retarded because, as she put it, “parents don’t like the term mental retardation anymore.” Because Isabel had never been called mentally retarded, the principal was confused by the diagnosis of “autism.”

I realized only later, while writing this book, how pejorative a term “mental retardation” has become, and how a diagnosis of autism gives hope to parents of children previously labeled mentally retarded. Many parents I’ve met have faith that autism means there is a “normal” person imprisoned inside (echoing Bettelheim’s “fortress” terminology) and that, with the right therapy or medication, their child’s true self will emerge.

Isabel was diagnosed just as autism diagnoses started their steep climb. By 2003 there would be more than 4,084 children (ages three to twenty-two) coded with autism in the Maryland public school systems, a rate of 1 in 183 children.

A diagnostic label really does influence the way we view someone. If Isabel had been diagnosed with schizophrenia, as might have happened in the 1950s and 1960s, the psychologist could have immediately recommended a mental institution where she could live, or assigned her to a class or school for mentally disturbed children. If she had been diagnosed as mentally retarded, as so many autistic people were and are, he would have been able to put her in any number of different classes for cognitively challenged kids, since mental retardation is so common (as much as 1 percent of the U.S. population). What was our school supposed to do with a child who was just one of a few hundred kids in the whole state school system labeled with autism?

The key word here is “labeled,” because there were certainly thousands of people in Maryland with autism at the time the state reported just over 300 cases. Some, of course, were in private special-education schools, but if they received government assistance they would still have been counted. So where were all the kids with autism? The answer is  that most of them were in school; they just didn’t have the label “autism.”

The category of “autism” was introduced as a U.S. Department of Education category for the annual “child count” of children in publicly provided special education only in the 1991-1992 academic year—and during that year only as an optional category—so before that time children with autism were called something else. Kids who entered the school system with autism, or with one of the other popular and vague diagnoses that were once given to people with autism, like “non-specific developmental delay,”“brain dysfunction,”“obsessive compulsive disorder with brain dysfunction,” “seizure disorder,” or any combination of these terms, would often be given a code of “mental retardation” or “multiple disabilities” because these were the codes available in the school system at the time. Today we know better: Mental retardation—mild, moderate, or severe—often accompanies autism, but mental retardation, defined largely by IQ score, can exist in a host of different disorders without all the impairments in communication and reciprocal social interaction characteristic of autism.

Today, there are still only a small number of codes that schools use in their reports to the federal government: they include learning disorder, speech/language impairment, multiple disabilities, mental retardation, autism, and traumatic brain injury. There isn’t even a code for Attention Deficit Hyperactivity Disorder (ADHD), one of the most common child psychiatric diagnoses in America. Children with ADHD, cerebral palsy, muscular dystrophy, and AIDS all receive the same code: “Other Health Impaired (OHI).”

Of course, once the autism code was added, school autism figures rose quickly. Between 1992, a year after autism was added to the coding system, and 1993, the Department of Education statistics showed a national increase in autism cases of 23 percent. Percentage increases can appear dramatic when you’ve just introduced a new category. For example, if in one year you jump from, say, 22 to 66 cases in Ohio, which has a population of 12 million, it might sound like an insignificant increase. But phrased differently—a three-fold increase—it sounds alarming.

By comparison, the same year autism was introduced, the Department of Education also added “traumatic brain injury” as a reporting category.  By 2000, the number of kids with “traumatic brain injury” had risen by more than 5,000 percent. This does not mean that there was actually a 5,000 percent increase in traumatic brain injuries across the nation in the span of a few years; the new category simply opened up a way for cases of traumatic brain injury to be reported. Likewise, the new code for autism made a way for cases of autism to be reported. It also opened up a way for children with autism to begin to get appropriate help.

 

 

WHEN ISABEL FIRST ENTERED the school system as a kindergartner, she couldn’t be mainstreamed. She couldn’t sit still or communicate with teachers or students, and she was simply too disruptive. The psychologist thought about recommending placement in a class for children of normal intelligence with emotional disturbances, but dismissed that idea because her classmates would then be mostly boys with attention and aggression problems—poor social models. Our psychiatrist concurred. Children with autism, he rightly argued, need to be around children who interact in socially appropriate ways. So instead, the school psychologist recommended that Isabel join a class of children with multiple disabilities, such as cerebral palsy and a host of chromosomal disorders.

We were convinced that Isabel was more intelligent and educable than the school thought. So we looked at a local private school for children with mental retardation, autism, and other severe deficits, called Ivymount, in the hope that they would be able to place her in just the right environment. But the Ivymount administrators said that Isabel was too high functioning for them and that we should look at a school for bright but learning disabled children called the Lab School of Washington. When we visited the Lab School, we were told, “Your daughter is quite impaired.You should look at Ivymount.”

Had Isabel been mentally retarded, there would have been more options for her, public and private. Had her autism been more mild, she might have been mainstreamed in the public school system or even enrolled in a private school for exceptional children. But like many children with autism she was betwixt and between, and no one knew what to do with her. There was not a single private school in the greater Washington, D.C., area that was appropriate for her.

Someone with a newly diagnosed child might have a similar experience with these private schools, but now there are many more good public placements available throughout the United States. In the mainstream schools in many counties, even in some of the most rural areas of the United States, such as the Appalachian Mountains, there are whole classes just for children with mild autism.

 

 

PARENTS STILL STRUGGLE to find appropriate placements for their autistic children. They fight with school systems, even hire lawyers and file complaints and lawsuits. But the “epidemic” means that a newly diagnosed child is no longer a mystery, and no psychologist with even one or two years’ experience could say today that he or she has never seen a child like Isabel. Whether or not we want to believe the idea that there is an epidemic, one thing is evident: Autism is more familiar and visible than ever before. And this is true no matter where you are, whether you’re in a suburb of Washington, D.C., or in Seoul, Cape Town, or the hills of northern India.
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One in Three Hundred

SOMETIMES, AT NIGHT, ISABEL has a hard time falling asleep. It helps her if I sit in a chair in her bedroom. Looking at her then, from across the room, I see two different Isabels.There is Isabel awake—often hyperactive and isolated—and Isabel asleep, a beautiful child drifting into a calm night. And then I realize something unsettling: I feel more affection for the sleeping Isabel. She looks so peaceful and relaxed. And I wonder what this says about me. Do I love her less when she’s a real person, awake and in the world?

When I can hear each breath, I know she’s finally fallen asleep, but I sit for a minute more—just to make sure, I tell myself. The truth is, it’s nice to be in the same room with her without having to work so hard.

Isabel has always been a slim girl, but she has a round face that invites kisses. Joyce calls her cheeks “bo-bo-bos,” some Korean baby talk she learned as a child that refers to balls of fat in adorably plump babies. Before I leave her room, I kiss her cheek, and she’s usually sweating, as children so often do in their sleep. I think about how much she has to struggle every day, just to deal with what to her must be chaos, and what to most of us is simply everyday life.

I try not to think about what other teenage girls are like—the ones I see outside our local middle school, gossiping and talking about boys—and focus only on Isabel. If I compare her to the rest of the world, she seems so impaired. But if I compare her with herself, and consider all the progress she’s made, more than any doctor ever predicted, I’m  suddenly filled with respect for her. I don’t know how she keeps herself so happy.

It’s at those moments I have an odd feeling of liberation. I remember that during my childhood one of my cousins described having a child with a severe disability as “a prison sentence.” It doesn’t seem that way to me because I cherish the idea of being with Isabel forever. Joyce and I are free of the stressful ambition of having Isabel go to a high-status high school or college, free of the anxiety about a child leaving us to live somewhere else or marry.

I am not a religious person, but there is something profoundly meaningful, if not spiritual, about being the father of a child with autism that has pushed me to consider lofty, abstract principles of life like truth, beauty, and goodness. I just have a hard time seeing them during the day when I’m fighting with Isabel to stay near me on a sidewalk next to a busy street, pay attention to her homework, or turn off the television.

Now she’s asleep for the night, her plush Panda bear under her right arm.When she wakes up, the everyday struggle will begin all over again.

It’s the struggle of getting her to communicate, to learn, to say yes or no to a simple question, to come to the dinner table and sit with her younger sister, Olivia, to eat foods other than hot dogs and pizza, to stop putting her hands over her ears in response to some sound or frequency no one else can detect.

Especially in the early years, I’d lose my temper when I was frustrated by her inability to communicate. Joyce would lose her temper too. Our younger daughter, Olivia, would start to cry if we raised our voices.There are moments of intense emotion in any family, and most people regret them. But when you’re facing something like autism, whether your child is severely affected or not, you’ve got to cut yourself some slack. I used to justify my expressions of anger and frustration by insisting that Isabel needed to be exposed to the full range of human emotions. The problem was that Isabel has usually responded to anger and loud voices and ignored gentle, quiet ones. I’d start out quietly, asking, “Do you have to go to the bathroom? Yes or no?” But she’d only notice me when my voice got loud. “Answer me!” The more I expressed my frustrations, however, the guiltier I felt, especially at night when I looked at her sleeping, so beautifully. How could I have been so mad at such an angel?

And if you knew how far she’s come, you’d probably ask me the same question.

 

 

JOYCE AND I WERE MARRIED in the summer of 1990. I had finished my Ph.D. in anthropology at Harvard University, having spent two years living with the Pygmies in what was then called Zaire, now the Democratic Republic of Congo. I was studying ethnic conflict and nationalism, nothing at all to do with mental disorders or autism. Joyce was a newly minted psychiatrist doing a fellowship at Harvard Medical School in medical anthropology, the branch of my profession that studies how culture affects the way we experience and treat illness.

Our first child, Isabel, was born in September 1991 in Minneapolis, where we had taken our first jobs. Isabel was extraordinarily beautiful, with an enigmatic face, a mixture of Korean and Caucasian features. She would have Joyce’s lovely black hair, my pale skin, and eyes a gray-blue color we thought genetically impossible, eyes framed by eyelashes so long they looked unreal. We never had a clue that anything was wrong until 1993, a year after we moved to Washington, D.C., and Joyce gave birth to our second daughter, Olivia.

Isabel was two, and she couldn’t talk.

 

 

WHEN I THINK ABOUT THE DAY Isabel was diagnosed with autism—as if that was the first day she really had autism—I’m reminded of how memories privilege events over process. We think of our marriages, for example, as a first date, an engagement, the wedding; we punctuate our children’s lives with birthdays, or the first day of school. But the reality of our social lives is a gradual march of time, a complicated process of building relationships.

I trace the beginning of my knowledge about autism, and Isabel’s identity, to a single event, a beautiful spring day in 1994, when a short, slightly overweight, affable child psychiatrist told us, “Isabel has enough features of autism to be called PDD-NOS, Pervasive Developmental Disorder Not Otherwise Specified. It means that she’s not severely autistic.” But, in fact, by that time we had already been worried about  Isabel for more than six months and we were sure there was something different about her. The diagnosis was really just about someone we could trust telling us what we knew all along, even if we didn’t admit it to ourselves.

Despite the joy of our second daughter’s birth in November 1993, the year 1994 would begin poorly. In her first two years, Isabel had seemed to us like any other child, and at twelve months she had begun to make some of the sounds that seemed like the beginnings of words. But she was our first child, and so we didn’t really have a standard for comparison. We thought she was fine. But when I look at our home movies today, I see that she never once tried to communicate with us; in none of the videos of Isabel between eighteen and twenty-four months does she say a single word.

She may not have tried to communicate with words or gestures, but she did interact with us, and she looked so normal. There’s a pretty, happy, dark-haired little girl hugging and kissing us, playing hide-and-seek and ring-around-the-rosy in the living room of the house we rented in Chevy Chase, Maryland. I play an electric piano as she dances on her toes. Joyce tickles her, one hand on the camera, one hand on Isabel’s belly, and they both squeal. Had there been someone else in the room watching, he would have thought to himself, “Now there’s a happy family.”

She used to carry Mickey and Minnie Mouse dolls with her everywhere. In one film, Isabel throws Mickey and Minnie on the floor outside of our bedroom, then goes inside and shuts the door. A few seconds later, she peeks outside the door to see if they are still there. Our new baby, Olivia, sleeps in her crib as Isabel meticulously arranges the dolls on either side of her and tucks her, Mickey, and Minnie into bed, as if they were three dolls.

It had been just the three of us, until now. Three, a unity so perfect that it blinds you. Only now, with Olivia here, an outsider in the way that all second, third, and fourth children are outsiders, did we start to look at Isabel with a worried eye. Olivia made us see Isabel anew, if only because we tried to assess how far we and Isabel had come, what kind of parents—and what kind of sister—Olivia was about to meet. And what we saw gave us pause, like when relatives come late to a dinner already  in progress, and you stop what you’re doing, take stock, and feel somewhat sorry for having begun without them.You make way, starting over. We looked at Isabel as if for the first time, and we began to see how different she was from other children her age. It was a bit like we had two new children.

A few months before Isabel’s second birthday, and Olivia’s birth, Isabel appeared to be losing what little language she had. That winter, in December 1993, while Joyce and I were focused on things other than Isabel—making dinner, changing Olivia’s diaper, cleaning the house—our ears would occasionally perk up when we thought we heard Isabel say a word or two. We called these events “Elvis sightings” because, even though we were never certain she’d actually said something, we were still excited. We may have just believed what we wanted to believe. But she had crawled and walked on schedule, was almost completely toilet trained, and apart from the speech problem, didn’t seem unusual. We didn’t notice that she made little eye contact.

Our new pediatrician in D.C. had been reassuring. He was a bland, if brusque man who insisted that Isabel was “normal” and that there was nothing to worry about. He blamed the speech delay on the fact that Joyce and I spoke some Korean to Isabel at home—Joyce is Korean American and I have studied Korean—and had a Korean babysitter who spoke little English.

“Normal.” It’s the word every parent wants to hear. Pediatricians are so well trained to use it that I’ve wondered if they get bored with it. I realize that in most cases they are right, that new parents often need reassurance, and that speech delays do sometimes occur in bilingual households. But there is that cynical side of me that imagines new pediatricians attending a training center someplace where they learn how to look sweet, dress in Disney ties, bow ties, or scarves to look just a little ridiculous, and say things like “He’ll be fine” so the hysterical mom will just go home.

It turns out that my cynical side is not that far off the mark.Years later, after interviewing dozens of families with autistic children in several countries, I repeatedly heard different versions of the same story—in India, South Africa, Korea, and in telephone conversations with parents in Trinidad, Croatia, Peru, Kenya, Namibia, and Venezuela. Typically, the  mother is the one who brings the child to the pediatrician. He dismisses her concerns and makes her feel that she is overanxious, if not hysterical. If it is a boy, he says that boys always speak late; if it is a girl, he says she’s just a polite child. Pediatricians are trained to be reassuring. But the directors of parent-run advocacy organizations will tell you that the number-one target for all their efforts in promoting autism awareness is the pediatrician.

And they are right to do so. Some pediatricians still think of autism as fairly uncommon, and they have been taught not to go searching for uncommon disorders—as the medical school saying goes, when you hear hoofbeats, look for horses, not zebras.Yet we know that the earlier autism is “picked up,” the better the potential outcome. Many pediatricians want to wait until things are really bad before giving a diagnosis—until, as one doctor told me, “the delay is bad enough that the kid cannot do what is expected of him.” The problem is that little is expected of one- and two-year-olds, when the symptoms of autism sometimes appear, an age where pediatricians can dismiss parents’ concerns because children develop at different rates.

To be fair, I also think that pediatricians are getting a bit of a raw deal. The pediatrician may say something like, “He’s probably just fine. We can’t know yet if anything is wrong; for now, give your child a stimulating environment—take him to baseball games, go on a camping trip, do fun things together, and let’s see how he’s developing in six months.” The parents later retell the story with the bitterness of someone who has been called a liar or hysteric: “Our pediatrician told us we should just go to a baseball game.”

Joyce did not like our first pediatrician, finding him too paternalistic. I thought the new doctor was too anxious, but Joyce had been given her name by physician colleagues, so she felt comfortable with her.“We need to know if something is wrong with Isabel,” Joyce said. “We need to pursue it.” The first exam proved that Isabel did not have a hearing problem (one of the first things you rule out when assessing a language delay), but the developmental checkup was inconclusive. She told us to come back in a few months. We were satisfied that she took our concerns seriously, but she certainly never used any diagnostic terms. Joyce and I never talked about autism. It wasn’t in the air; I didn’t know anyone with autism.

We had an infant, a child with a mysterious developmental problem, and on top of it I was getting ready to come up for tenure, the make-or-break time in a professor’s career, when you find out if you’ll be given total, life-time job security or be fired. Joyce was working long and difficult hours as the director of the psychiatric in-patient unit at George-town. The stress was unbearable at times, and it took a toll on our marriage and on our relationships with our respective parents and parents-in-law.

Isabel, now twenty-five months old, made only fleeting eye contact. She began flapping her hands and arms occasionally and didn’t respond to her name consistently. We were at a point where we demanded clarity and accuracy from doctors. A valid diagnosis of what was wrong with Isabel would be more satisfying than devastating. But neither of us thought any doctor would again tell us that Isabel was normal.

By this point, the time for Isabel’s follow-up visit with the pediatrician had arrived. She noted the same symptoms we had seen but focused more on Isabel’s speech. Her ability to talk, even to make sounds, had diminished since the last visit. The doctor paged Joyce at work the next day: “I’ve been thinking about my exam with Isabel and I’d really like you to see a child psychiatrist who specializes in autism.” Joyce knew little about autism. In her entire psychiatric residency at Harvard’s Massachusetts General Hospital, arguably the best residency in the United States, she had never once seen a case of autism.

 

 

THE PEDIATRICIAN RECOMMENDED we see a speech pathologist at Washington Children’s Hospital as well as a child psychiatrist. The speech pathologist determined that at the age of thirty-two months Isabel could say about 70 words, which might not sound so bad for a two-and-a-half-year-old, except that a typical child knows about 100 words by the age of two, about 500 by the age of three, and well over 1,000 by the age of four. More importantly, a typical two-year-old also uses what few words he or she knows to interact with others. Of Isabel’s 70 words, all were nouns. A third were the names of “Thomas the Tank Engine” trains, a third the names of Disney characters, and the rest numbers and Korean nouns she learned from Joyce or our Korean babysitter.

The list didn’t include “mommy” and “daddy.” Isabel was unable to create sentences or even issue commands. She couldn’t tell us if she was hungry or thirsty. She couldn’t even say “yes” and “no.” And except for pulling Joyce or me to the refrigerator when she was hungry, she didn’t use gestures to communicate. Five months later, she had yet to learn a single new word. On the plus side, her articulation was great, so if she did learn language she would likely have no speech impediment, and the speech pathologist noted that Isabel seemed to be good at doing simple puzzles. Her visual and spatial memory looked strong, and this, we were told, was a sign of good intelligence.

The first child psychiatrist we saw was a disaster for us because he blamed Joyce for Isabel’s autism. Joyce left his office angry, and I left feeling like I must be a horrible father. So we moved on to a child psychiatrist in Baltimore. We were lucky to be able to get these appointments, since there is a shortage of child psychiatrists in the United States.

By the time of the first meeting with our new psychiatrist, we had looked at a few books on autism and we had a strong suspicion of what was wrong with Isabel. In Baltimore, the psychiatrist sat calmly with Isabel on the floor, dolls and toys scattered around him. Isabel picked up a small, plastic brush for combing a doll’s hair and started to brush the doctor’s hair. Never the distant doctor observing the child like a scientist, he was engaged and comfortable with Isabel while she brushed him. He had in his office a DSM-III-R (Diagnostic and Statistical Manual, Third Edition, Revised), the current diagnostic manual at that time. He showed us the criteria for autism and related disorders, all classified under the heading of “PDD,” and then drew our attention to PDD-NOS, Isabel’s diagnosis. But it seemed to me that Isabel did fit the criteria for autism. She couldn’t make friends or communicate with words or gestures. She used repetitive speech and was preoccupied with lining things up in a row. So why didn’t he say she was autistic?

He explained that while it was true that Isabel had most of the features of autism, she had them to a lesser degree than many of the other children he had seen in his years of practice as a child psychiatrist, and she showed no evidence of being mentally retarded (though the absence of mental retardation never rules out an autism diagnosis). In retrospect,  I think he may have been afraid to give us a devastating diagnosis like autism when Isabel was so young and in some ways functioning at a higher level than other children he had seen. As a child psychiatrist from Fairfield County, Connecticut, told me recently: “Things are different now. Even in the mid-90s, autism used to be like the ‘c’ word [cancer], and I didn’t use it if I didn’t have to. So it was only the severe cases that got an autism diagnosis from me. The others got ‘PDD-NOS.’”

In fact, I remember that, despite knowing little about autism, I felt happy that Isabel had PDD-NOS instead of autism. I didn’t realize then that, over time, PDD-NOS would prove to be an ambiguous and cumbersome diagnosis, that it would morph into “autism” or “autism spectrum disorder,” and that I’d rarely use the term PDD again. Today, Isabel is simply a child with “autism.”

 

 

ISABEL WAS ENROLLED IN a small preschool in Chevy Chase, Maryland. Our psychiatrist recommended that we keep her there so that she could be with “unimpaired” children, children who might serve as good social models. The topic of arranging one-on-one, intensive, in-home therapies came up only briefly. Then Joyce heard about the kind of preschool you just don’t turn down, a hands-on, museum-based preschool at the Smithsonian Institution.

I remember well the mornings I brought Isabel to the Smithsonian. She used to linger outside the National Museum of American History, where her classroom was located, exploring the trees and gardens. Watching her there I realized for the first time that she had heightened visual skills. She looked around constantly, memorizing everything.

On winter mornings, you could see the glow of sunrise above the Capitol building, sometimes turning the Washington Monument a light shade of orange or yellow or even purple, a color so pale you weren’t sure what it was. There are twenty-foot Saucer Magnolias around many of the museums, lindens and hollies, ginkoes and weeping birches, whose shapes and textures made Isabel stop and stare, not so she could avoid going to school, but, it seemed to me, to fix in her mind memories of the place she now spent all her days. I recall most vividly the occasional patches of Corylus avellana “Contorta,” one of the strangest  looking trees you’ll ever see. The Corylus branches, revealed in winter, twist and curl as if afflicted with a mysterious disease. It doesn’t grow like a tree is supposed to.

Every day at the Smithsonian Early Enrichment Center the children went to at least one of the more than eighteen museums at the Smithsonian, or to nearby museums, such as the National Gallery of Art, extending across the Washington Mall. If they were supposed to learn about shapes, they went to the Hirshhorn Museum and Sculpture Garden, the Smithsonian’s museum of contemporary art, to find shapes in paintings or sculptures; if they were supposed to learn about insects, they went to the entomology department at the National Museum of Natural History. When they needed to learn about emotions—one of Isabel’s most difficult tasks, largely because she didn’t like to look at faces—they went to the National Portrait Gallery on a hunt for as many emotions as they could find. The Smithsonian was an ideal place for a child with strong visual and spatial skills, like Isabel, but few verbal skills. She had the opportunity to move around a lot, and she could be with unimpaired kids who modeled social behavior for her.

I don’t know for sure if the Smithsonian was the key to Isabel’s development, but she started to communicate more, even if she was still socially awkward. Going out in public became more difficult for us as she began to try to interact with people—there were some embarrassing moments—but we were happy that she was interested in initiating social interactions. At Disney World in Florida, she walked up to strangers and tried to get them to repeat whatever sentence she was fixated on at the time. She would say something like, “Mickey is a boy,” and then, “Mickey is a _____.” She’d wait for the other person to fill in the blank, a practice she continues today with more complicated sentences. Outside a restroom near Cinderella’s castle, she approached a man with a big beer belly, pointed at his stomach, and said, “Baby inside.” He wasn’t thrilled, but we applauded Isabel for using a preposition. At a hotel swimming pool, she snapped a stranger’s bikini top. The woman, less good humored than the pregnant man, lectured Joyce about being a bad mother.

Isabel would take phrases and distort them, sometimes to odd effect. One of these times—more recently—occurred after she had a blood  test at a doctor’s office when she was ten. She was so terrified of having her blood drawn, even a small finger prick for a typical blood count, that to do so would require several people holding her down while she screamed and flailed. As a result, we delayed one of her booster shots for two years. It was awful to see her this way, acting as if she were convinced she was about to be murdered. We got her to repeat the words “It’s just a little finger prick,” in the hope that she could reassure herself. After one visit to the doctor, Joyce dropped Isabel off at my office on her way to work. The department faculty, having adjourned from a meeting, mingled in the lobby of the anthropology building as Isabel ran in crying,“My prick is filled with blood!”

By the time Isabel was six years old and we entered the public school system, she knew about 200 words, mostly nouns and proper nouns, and was getting better at school routines. But it would be a tough and extended battle to get the school system to understand Isabel and figure out what type of classroom was most appropriate for her and how to provide it.That’s a story better saved for later in this book. Any parent or guardian of a child with a disability already has an idea what that fight entails.

Our story is, in fact, a happy and hopeful one. Isabel has gone beyond what we imagined possible. She’s now a teenager—a cellist, a good artist, a caring sister. She adores and takes good care of our two French bulldogs, Linnea and Natasha. She’s made Joyce and me better parents, and she’s made her sister, Olivia, a better, more compassionate human being. And autism doesn’t seem so bad anymore, especially in comparison to the many other tragedies we read about in the newspapers every day.

We’re not so embarrassed by Isabel anymore, not because she always acts appropriately in public, but because things have changed so much in American society since Isabel was born. Autism is less a disease to be hidden than a disability to be accommodated; it is less a stigma, reflecting badly on her family, than a variation of human existence. People pity me less for Isabel, and praise me more for her progress. Recently, at a shopping mall, when Isabel acted oddly, I told the cashier that Isabel had autism. The cashier repeated a romantic and popular idea whose origin remains a mystery to me. “I’ve heard,” she said, “that autistic people are supposed to be very beautiful.” I was stunned that this  stranger knew about autism, let alone that she thought about autism so positively. In our community I hear not only about Isabel’s achievements, but about how she contributes to the lives of others. Not long ago the parent of a “neurotypical” (“normal”) child in her grade told me that Isabel had made her son a better person, that her son had learned from Isabel that the concept of diversity isn’t just a positive way to think about racial or ethnic differences, but about differences in learning and intelligence as well.

As time goes on I’m getting more comfortable with Isabel’s disorder, more grateful for who she is and less mournful of the person she might have been without autism. And the difference between Isabel asleep and Isabel awake seems to be getting smaller. I’m comfortable enough now to write a book about her and about autism, something I never expected to do.

To be honest, for most of Isabel’s life, I have had little to say about autism. Like most parents of children with autism, and perhaps any disability or disease, I knew enough. Enough to describe the basics to strangers when she did something embarrassing in public, enough to navigate the educational system in the county where I live, enough to convince doubting family members who insisted that, like Albert Einstein, who is said to have been speechless until the age of six, Isabel would one day outgrow her social and language problems. How much more did I really need to know?

Someone I never met changed my mind. In 1999, I began writing In the Arms of Africa, a biography of the anthropologist Colin Turnbull (1924-1994). A gifted writer, he made anthropology accessible to readers beyond the ivory tower, in books that were equal parts passion and science, emotion and intellect. As I wrote, I began to talk more about Isabel and autism with my students and colleagues. And the more she crept into my lecture material, the more I recognized that I, too, was trying to make anthropological perspectives understandable and relevant to a general public.

Turnbull used to say that anthropology can be a method both to convey one’s personal involvement in a culture and to teach about the diversity of human experience. This book is guided by Turnbull’s belief that anthropology is about much more than going away to distant cultures. It’s also about coming home and seeing your own world, even your own child, in a new light. It’s about finding that, in the end, the people who can teach you the most might very well be in your own backyard.

Isabel has taught me that the unexpected, even the beautiful, can emerge even from the undesirable, like a lotus growing out of the mud, its beauty and purity unsullied by its origin.That beauty can be found in a single person, inside of whom there is something—no, not something “normal,” but a brilliant light or an inner truth struggling to blossom.

So when people pity me for my daughter, I don’t understand the sentiment. I work hard for Isabel, but I don’t regret it or feel sorry for myself. At the end of the day, when I tuck her in, she’s not a case of autism, or even a child with social deficits and language delays. She’s simply my daughter. My job is to clear the land for whatever growth is to come, even if, sometimes, no one else believes it will happen, even if the growth is twisted like the Corylus in front of the Smithsonian.

 

 

WHEN ISABEL WAS FIRST DIAGNOSED, the experts we consulted told us that she was lucky to be alive in the 1990s, that in times past she would have been diagnosed with mental retardation or schizophrenia and institutionalized. Autism itself wasn’t new, they said. What was new was the diagnosis and management of the disorder.

Over the past decade, we’ve seen autism move from being a rare disorder to a common one. It seems like the “epidemic” happened overnight. But it actually took decades to arrive. After all, Leo Kanner first identified and named autism way back in 1943. What did he see in the early 1940s that no one else had seen before? And why did it take so long for autism to become well known?
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Theme and Variation The “Discovery” of Autism

WHEN THE AUSTRIAN DOCTOR Leo Kanner (1894-1981), the father of contemporary understandings of autism, took his first job as a psychiatrist in the United States, he had to go to an asylum. There was little else he could do. Almost all psychiatric work was done in big institutions, many of them warehouses for the “chronically insane.” During Kanner’s medical school years, the American Psychiatric Association was still called the Association of Medical Superintendents of American Institutions for the Insane.

Most of these institutions were less than thirty years old, but by 1904, 2 in every 1,000 Americans lived in one. By mid-century, more than 500,000 Americans lived in mental institutions, more than 3 in every 1,000. The patients, many of them violent and with signs of psychosis, were often locked in barren cells, straitjacketed. Not surprisingly, they usually got worse the longer they were there. Most asylums were depressing and inhospitable, unsanitary and with poor ventilation. And the psychiatrists, working in miserable conditions and having little hope of actually helping anyone improve, questioned the goals of their discipline. Was it simply to decide who was abnormal and then separate them from society, or was it to treat people and make them productive members of society? They were demoralized and found themselves denigrated by the medical establishment as second-rate caretakers. In 1928,  the psychiatrist Werner Heinz poked fun at himself and his colleagues, saying that those doctors who decided to become psychiatrists were “afraid of failing,” “physically and intellectually inadequate.” They enjoy the asylums, he joked, because “they stand out there less.”

This was the same period during which my grandfather, Roy R. Grinker, Sr., became a psychiatrist. His career spanned most of the twentieth century, from the early 1930s to his death in 1992, and for much of that time he was, like Heinz, cynical and pessimistic about psychiatry’s future. For a time, he thought the only hope for psychiatry was psychoanalysis. At least psychoanalysts tried to treat patients, usually fairly healthy patients, people who were capable of making real progress. Psychoanalysts listened, too, rather than shutting their patients away in silent cells, and they believed the patients had something important to say. In 1935, my grandfather founded the Department of Psychiatry at the University of Chicago, with an annual salary of less than $10,000, just weeks after he returned from Vienna and his expensive analysis with Sigmund Freud ($25 an hour, equivalent to $330 in today’s economy, all paid for by the Rockefeller Foundation).

But there wasn’t much they could do for the most severely ill patients, other than sedate them, and little would change until May 1954, the month Smith, Kline, and French introduced Thorazine, the first antipsychotic medicine. Before that time, doctors used hypnotics such as chloral hydrate and paraldehyde, or mixed them together in a colorful concoction many doctors called the “Green River.” It wasn’t metabolized by the liver, so the patients exhaled it, and because it had a fruity odor, it attracted insects. “You would always know the patients with schizophrenia,” my grandfather told me, “because they’d be the ones with flies buzzing around their faces.”

Leo Kanner was born Chaskel Leib Kanner, at home, to orthodox Jewish parents in a small Austrian village called Klekotow in 1894, and he would struggle with these names for the rest of his life. He hated the sound of the name Chaskel, a Yiddish version of Ezekiel. Nor did he like Leib, so he changed it to Leo. And in the United States, despite the fact that he kept telling people that Kanner should be pronounced “Connor,” only one person ever got it consistently right, a longtime Irish patient of the Phipps asylum in Baltimore who always called him  “Father O’Connor” and said he was ready to give confession. In his retirement, Kanner would often ask himself whether all the fuss over names and naming in the world was really worth it.

Kanner described his father as abnormally short, socially awkward, obsessively dedicated to Talmudic studies, and eager to absorb large amounts of useless information on just about anything in the world. Had his father lived in the twenty-first century, he might well have been diagnosed with Asperger’s Disorder. Kanner recalled that his mother played with his father’s unusual skills as if he were a toy and enjoyed having him perform his amazing memory in public. If she had a skill, it was the art of opposition. She strayed from Jewish tradition often, and eventually she placed her son in a public, non-Jewish high school, where he excelled in science but felt isolated and unusual. He was the only Jew in the school.

Kanner, his four other siblings, and their parents knew that for the children to get anywhere in life, they had to leave Klekotow. So at the age of twelve Kanner went to live with his uncle in Berlin. He was soon followed by the rest of his family. The Kanners lived simply, managing a small hotel while Leo’s father became a middleman in the rag business, and lived in a small ghetto occupied by Galician immigrants.

Now that Kanner didn’t live near his paternal grandparents, he visited them as often as possible. He never understood why he liked them so much, but it could be because they were as socially awkward as him and his father.They were both emotionally flat to a fault, matter of fact, seemingly incapable of showing much feeling. In later years, Kanner would remember how odd it was that their personalities and emotions seemed unchanged during and after tragedies—as when their son (Leo’s uncle) was called to military duty during World War I, or when their seventeen-year-old daughter (Leo’s aunt) died from typhoid. When his grandfather died, Kanner didn’t shed a tear. He wrote in his unpublished papers, now lodged at the American Psychiatric Association, that both grandparents were “paradigms rather than real people of flesh and blood.” How can you love or mourn people, he reflected, who were almost shadows of real human beings, people whose feelings never break the surface?

So Kanner was a lonely boy raised by bizarre, unexpressive people. And he often felt himself to be on the margins of society. Is it any wonder,  then, that as an adult, he would be so sensitive to the needs of the handicapped, and so acutely aware of the social deficits that would become the hallmark of autism diagnoses?

Kanner did prosper in Berlin, and, though sidetracked by military service during World War I, he eventually went to medical school at the University of Berlin. In 1924, newly married, a freshly minted M.D. with no experience in psychiatry—and no specialty, for that matter—Kanner decided to go to America, largely for economic reasons. In Germany in the early 1920s, the inflation rate was so high that people tried to spend their paychecks the same day they received them: the money earned one day would be worth less the next.

In 1924, Kanner took a job as assistant physician at the State Hospital in Yankton, South Dakota, a town not much larger than Klekotow. In a disreputable field of medicine like psychiatry, you had to start somewhere. In 1879, ten years before South Dakota became a state, the governor of Dakota Territory had selected 1,700 acres in Yankton as the site for the new hospital for the insane. It became the state hospital, with an initial population of seventeen patients, a number that rose to almost 1,300 patients by the time Kanner got there. Situated in the middle of the prairie, the hospital was a beautiful place with expansive lawns lined with petunias, gladioli, and giant cannas. The main building is still there—and it is named after Kanner—but it has little to do with psychiatry (despite being a stressful place).Today, the Kanner building is where Yankton residents get their driver’s licenses renewed.

In those days, one became a psychiatrist not by doing a psychiatric residency but simply by working in a mental institution. There were no social workers, no trained nurses, just six doctors, a few dozen farmer’s children who worked as attendants, and 1,300 patients.There were open cottages for the better patients, but many, such as those who were incontinent or violent, were locked in buildings that reeked with disinfectant. Kanner called it the “snake pit,” after a well-known book at the time about mental illness. He was frustrated by psychiatry’s inability to treat anyone, and he was ambivalent about diagnostic labels. On the one hand, he deplored the fact that there were only a handful of diagnoses available. Unlike the nearly 300 listed in the American Psychiatric Association’s manual of mental disorders today, psychiatrists had only a small  number of terms to work with, such as dementia praecox (schizophrenia), manic-depressive psychosis, paranoia, senility, epilepsy, and the most popular,“disorder undiagnosed.”

On the other hand, he disliked labeling because he found it dehumanizing. In a rare burst of anger, he once stormed out of a colleague’s case conference. The patient, who had hallucinations, was an anthropologist of the Near East whom Kanner referred to in his papers as “Miss Geral.” The attending doctor said in front of the patient, “I cannot decide if she is Praecox or Hysteria.” Kanner said in a rage, “She’s Miss Geral,” took her arm, and escorted her back to her room. He ranted on about how surveys named diseases and their frequency but did nothing to cure them. In an article that I do not think was ever published (it was described to me by his former colleague, Leon Eisenberg), entitled “Surveys: No Cure-All,” Kanner said that psychiatrists could count all they wanted, but in the end someone had to care for the patients.

In photographs, Leo Kanner appears an awkward man with poor posture, just slightly taller than his five foot two father. He’s bald, looks exhausted, and has droopy eyes, resembling what I imagine Edvard Munch’s subject in The Scream might have looked like after he finished screaming. But beneath the gawky, sad surface was a man who combined great confidence and ambition with caring, especially when it came to the welfare of children.

Kanner had reason to be sad. His father died just before the start of World War II, and it was to be the only natural death in the family. The Nazis shot his mother while she was napping in a rocking chair, his three sisters and their families were murdered in concentration camps, and his brother, Klias, a lawyer, committed suicide as the Nazis approached the small town in which he lived. The only survivors were Leo’s sister, Dora, born while Kanner was in South Dakota, who escaped with her husband and eventually became a librarian at Hebrew University in Jerusalem, and a brother, Wolf, who fled to Shanghai, where he worked as a pharmacist for seven years before returning to Austria to become a violinist with the Viennese Philharmonic Orchestra. One wonders if Kanner’s commitment to helping the disabled and marginalized came, at least in part, from his hatred of the Nazis, who wanted to  exterminate the sick and disabled—or, as the Nazis themselves called them,“life unworthy of life.”

Kanner’s personality was much like his father’s, defined in large part by his strange memory. He could recite by heart long poems learned in childhood by conjuring up a mental image of the exact page of text he read in school, but it was the words he was reciting, not the meaning. He could repeat the poem if asked to do so, but he wouldn’t bring it up, or be able to recite it, in reference to a particular context, as when one recites a portion of a Shakespeare sonnet in a romantic gesture. I’m not saying that Kanner had autism—his social skills and his extraordinary compassion and empathy for his patients argue against such a conclusion—but he did have some traits that may have helped him identify with the patients with autism. Scientists today call these subtle traits “subclinical.”

He used to teach courses for public school teachers who needed re-certification. Once, when he and a colleague were on a street in Baltimore, a woman approached him and said, “Dr. Kanner, you’d never remember me, but I took one of those teacher’s classes you gave, about ten years ago.” Kanner not only knew her name but proceeded to tell her the names of the four students who sat directly in front of and behind her and to her left and right. Leon Eisenberg, the colleague who was with him that day and who is the former chair of psychiatry at Harvard, told me, “He’s the only person without autism I’ve ever met with that kind of memory.”

In 1943, a New York psychoanalyst named Abram Blau wrote a paper in which he argued that whereas there were numerous words, proper and slang, for the penis, there were few words, and virtually no slang words, for the analogous organ in women, the clitoris. Based on this assumption, Blau made grand arguments about the universal symbolic importance of the penis to humanity. Kanner, as evidence-based as anyone in psychiatry at that time, was furious about Blau’s assumption, based on no data collection at all, and quickly wrote a paper with the dry title “A Philological Note on Sex Organ Nomenclature,” which he published in a psychoanalytic journal. In it, Kanner listed dozens of words for the clitoris, from languages all over the world, and all of them, he claimed, from memory. He destroyed Blau’s argument. 

AFTER FOUR YEARS IN SOUTH DAKOTA, Kanner had earned his stripes, and more. Indeed, his brilliance and clinical skills were easy to see. His first publication was a paper on the American Indians he had treated at Yankton, one of the few state hospitals in the United States that would treat them, and it received national attention. Kanner argued that Indians didn’t have as much insanity as the rest of the population, probably because the incidence of syphilis, one of the main causes of insanity in those days, was inexplicably low in Indian communities.

His observation seemed so simple in retrospect, but no one had thought of it before.That was the first sign of his clinical genius. Kanner received so much attention that the German physician Emil Kraepelin, the founder of modern scientific psychiatry—and probably the most famous psychiatrist in the world at the beginning of the twentieth century—decided to visit Yankton during his trip to America. Kanner soon became a professor at the Johns Hopkins University in Baltimore, working under the Swiss psychiatrist Adolf Meyer, perhaps the most well-respected psychiatrist in the United States at that time and founder of the first child psychiatry ward in any children’s hospital in the world.

Kanner is, of course, best known for describing autism, but in Maryland, where he would spend the rest of his life, many would remember him for his care of the mentally retarded. In the mid-1930s, unscrupulous lawyers had arranged for 166 mentally retarded residents of a state institution to be released, most of whom were placed as unpaid domestic servants with Baltimore families. Kanner decided to track them down.

At some level, even at such an early stage in psychiatry, he must have understood the need to avoid bias in scientific studies, and he was determined to find every one of the former residents. Through sheer hard work, he found 102 of them. Eleven had died before the age of thirty, 17 had tuberculosis or venereal disease, 20 were prostitutes, 8 were in mental hospitals, and 6 were in prison. One woman had married three different men. The 166 had produced 165 children, many of whom were in orphanages or had died of neglect. Kanner’s report made the headlines of the Baltimore Sun (“Scheme to Get Morons to Work in Homes Free Charged”) and the Washington Post (“Record of Misery Traced in Freeing of Moronic Girls”) and led to much greater protections for the mentally retarded.

During the mid-twentieth century, while doctors were advocating euthanasia for the “feebleminded,” and the Supreme Court continued to support forced sterilization of the mentally disabled, Kanner wrote: “Let us try to recall one single instance in the history of mankind when a feebleminded individual or group of individuals was responsible for the retardation or persecution of humaneness and science.”

In his article “Autistic Disturbances of Affective Contact,” published in 1943 and now famous, Kanner described eleven very different children (all born in the 1930s) who, he believed, were nonetheless similar, sharing something he called “infantile autism.” But Kanner did not invent the word “autism,” and he wasn’t the first to use it in psychiatry.

Coming from the Greek autos, meaning “self,” the term was used as an adjective by Swiss physician Eugen Bleuler in 1912 to describe the behavior of some people, then diagnosed with schizophrenia, who were disengaged from everything except their internal world. Before Kanner, “autistic” referred to a symptom, not a syndrome. Sigmund Freud talked about the word “autistic,” too. He contrasted the “social” with what he called the “narcissistic,” but was quick to point out that by “narcissistic” he meant the same thing as “autistic,” “in which the satisfaction of the instincts is partially or totally withdrawn from the influence of other people.” Freud didn’t like the word “autistic” at all, but it’s not clear why. He may have objected to the fact that by the early 1920s some physicians had started to use the word “autistic” to refer to daydreams and fantasies; Freud thought the word, if it was used at all, should refer to an impairment in social functioning. It’s amazing that Freud was so perceptive, so long ago.

Although many other features of autism would be introduced into the psychiatric literature in the decades to follow, most of Kanner’s descriptions are still relevant today—a testament to his acute observation skills. This is uncanny, historian Chloe Silverman has said, since virtually all the old descriptions of any other mental disorder sound so unfamiliar and antiquated today. Kanner argued that these children were fundamentally different from people with schizophrenia.Their disorder didn’t look like schizophrenia to him because they didn’t seem to hallucinate or have delusions, and besides, schizophrenia rarely emerged in early childhood. But, ironically, Kanner’s remarks in 1949 on the relationship  between autism and schizophrenia would make it much more difficult for autism to emerge as a full-fledged and common diagnosis. He noted, “I do not believe that there is any likelihood that early infantile autism will at any future time have to be separated from the schizophrenias.” He couldn’t have been more wrong.

Large numbers of people with autism would be diagnosed as “schizophrenic childhood type,” even into the 1970s, because that was the only official category of the American Psychiatric Association in which the word “autistic” appeared. “Schizophrenia childhood type” included people with symptoms of autism, especially “withdrawal” and mental retardation. Kanner believed that autism, or “infantile autism,” as he often called it, was its own distinct syndrome, but he wondered if this infantile autistic condition was a precursor to schizophrenia, early evidence of what would come later. In practice, clinicians distinguished autism from schizophrenia with the name “infantile autism” and occasionally “Kanner’s syndrome,” but the official name for autism was still “schizophrenia.” Two of Kanner’s original eleven patients had come to him after having already received a diagnosis of schizophrenia from another doctor.

Because Kanner thought his patients had had autism since birth, he refused to call their condition “withdrawal,” writing, “It is not a ‘withdrawal’ from formerly existing participation.” In other words, these children had never been engaged with the social world. Kanner didn’t think the condition was the same as mental retardation, either, because most of the eleven children he examined had, he believed, normal or above normal intelligence. The eldest of his patients, Virginia, born in 1931, could not talk, but she achieved an IQ score of 94 on nonlanguage items of the Binet and Merrill-Palmer intelligence tests. The psychologist who did the testing wrote, “Without a doubt her intelligence is superior to this.” Another child, Alfred, spoke rarely, and when he did he confused his pronouns and repeated the same sentences over and over with the same inflection. Nonetheless, a psychologist was able to complete a Binet IQ test with him. Alfred received a score of 140. Anything over 140 is considered near genius. Kanner wrote of the eleven, “They are all unquestionably endowed with good cognitive potentialities,” and he frequently used the word “intelligent” to describe them as a group.

KANNER BEGAN HIS DESCRIPTION this way.“Since 1938, there have come to our attention a number of children whose condition differs so markedly and uniquely from anything reported so far, that each case merits—and, I hope, will eventually receive—a detailed consideration of its fascinating peculiarities.” These were indeed unusual children, but there were many more he excluded from his article. The group he excluded comprised many children with symptoms of autism but who also had seizures or were mentally retarded.

Kanner was interested in defining a new syndrome, so he needed to set the boundaries of what would and would not qualify as autism. From the perspective of twenty-first-century psychiatry, his definition of autism was quite narrow. Today we know that about half of all people with autism are mentally retarded and that about a quarter of children with autism, mainly those who are more severely impaired, develop seizure disorders in their teens. But to anyone else, it might have looked as if the criteria for autism were broad. The children he included in his syndrome were extraordinarily diverse. Any other psychiatrist would have called the nonverbal children in Kanner’s group mentally retarded or brain damaged, and the few that were verbal might have been diagnosed with schizophrenia.

All eleven of the patients described in Kanner’s report had difficulty relating to other people, a condition Kanner called “extreme autistic aloneness.” This was, for Kanner, the determining feature of autism. In addition, most of the children had speech delays or unusual language (they echoed what they heard, or they reversed pronouns, using “you” when they should use “I”), had fantastic rote memories, and had an obsession with sameness and repetition. Most were highly skilled at one or two tasks, such as classifying animals or memorizing addresses or train schedules. He saw these similarities where others might have only seen the differences.

His first patient, born in 1933, was named Donald. Donald had a great memory even at the early age of twelve months, and as he grew he became even more precocious, learning to recite the twenty-third psalm when he was two. At two and a half, he could name all the presidents and vice presidents of the United States forwards and backwards. He had the kind of unusual memory that doctors in late nineteenth-century France had called “hyperamnesia,” but this extraordinary memory was seen as an impairment as much as a skill.

His parents noted that Donald was happiest when alone, didn’t ask or answer questions, and didn’t engage in conversation. By the time he was four, Donald made stereotyped movements with his fingers, shook his head from side to side, whispered to himself, and arranged and spun objects on the floor. When Kanner met Donald, then five years old, he couldn’t get him to make eye contact. Donald occasionally used language pragmatically, but only the same exact phrases, and he asked the people he spoke with to say exactly what he wanted them to say. For example, he said to his mother, “Say ‘Don, do you want to get down [from the bed]?’” His mother would say the phrase, and then Don would say, “Now say ‘All right,’” and his mother would say it. He was clearly bright, performing mathematical calculations, but in odd ways. If his mother asked him “What is 10 minus 4?” he would draw a hexagon.

Frederick, six years old when Kanner met him, was withdrawn as well, but he was very different from Donald. Frederick could make only unintelligible sounds, showing no sign of awareness that there were adults around to talk and play with him.

Richard, age three, was presumed deaf. Like most of the other eleven children, he was thought deaf because he neither talked nor responded to questions. And, like many of the others, he showed signs of normal cognitive development—or at least this is what the parents retrospectively argued—until he was about two. Then, as his mother wrote to Kanner, “It seems that he has gone backward mentally gradually for the last two years. We have thought it was because he did not disclose what was in his head, that it was there all right. Now that he is making so many sounds, it is disconcerting because it is now evident that he can’t talk. . . . He gave the impression of silent wisdom to me.” By the time Kanner saw Richard he didn’t speak to people and made only short staccato sounds, such as “Ee! Ee! Ee!”

Barbara, eight years old when she arrived at Johns Hopkins, had an ordinary spoken vocabulary at age two but excelled at spelling, reading, and writing. She seemed unable to comprehend the principles of basic mathematics, though she could perform mathematical calculations by memory. With seemingly no desire to please anyone, she only passively  agreed to do some psychological tests, playing with her hands and tongue throughout. Barbara read beautifully, at the level of a ten-year-old, but couldn’t answer any questions about what she had read. She liked to draw, but her drawings were stereotyped, with no evidence of imagination, significantly different from what a typical eight-year-old would produce. How could she and a mute child like Richard be classified with the same disorder?

Richard, a boy named Herbert, and a girl named Virginia were all mute, but seven others articulated their words precisely. The problem was that they didn’t use language to convey meaning. The parents, so pleased that their children could repeat numbers, nursery rhymes, prayers, lists of animals, or even songs in foreign languages, grew discouraged when it became clear that their children could do little with language beyond naming, memorizing, and echoing what other people said. None of them could consistently use pronouns correctly. A child might ask for milk by saying, “Do you want milk?” because that is exactly what he heard his mother say.

Now if Kanner had seen just one of these patients, he might not have been so interested. But this was another story—eleven patients, eight boys and three girls, all so different—some quite verbal and some mute—yet all socially and linguistically impaired. It was certainly worth a case report. Kanner saw each child as a unique individual—a function of the fact that his teacher, Adolf Meyer, had insisted on studying the whole person—yet he recognized that they seemed to have something in common. It wasn’t mental retardation, epilepsy, or any obvious neurological disease. It was something else, something yet to be named. And given how different these children were, it took an extraordinary observer like Kanner to find their shared features and see an overall shape to their variations rather than just an arbitrary collection of symptoms.

In retrospect, it seems that his task was actually very simple. All the children shut out or ignored anything that impinged on their aloneness. And when each set of parents thought back to their child’s infancy, they recognized that isolation in subtle absences. When Barbara was an infant, for example, she never seemed to change her position or look up when her parents approached her crib. This is something even four-month-old babies do. But, like sixteenth-century anatomists who never  noticed there were valves in our veins, even though they were right in front of their eyes, all the other doctors completely missed autism. They weren’t looking for it. They didn’t have a reason to. Or perhaps they simply didn’t have the autistic-like traits that Kanner had inherited from his grandfather and father—and thus, the particular lens through which he viewed these patients. When Kanner looked at these children, he saw a version of himself.

In addition to the social isolation of these children, Kanner noted in all of them an “anxiously obsessive desire for the maintenance of sameness that nobody but the child himself may disrupt.”They hated changes in routine, in the arrangement of furniture, or even the path taken from one place to another. Many would eat only a small number of different foods, refusing to try new foods or even to accept the same foods prepared in different ways. There were also sensory problems. Most of the children were highly sensitive to particular noises, such as running water or the sound of a toilet flushing.

Finally, the children were all concrete thinkers. In fact, no matter how intelligent someone on the autism spectrum might be, he or she probably has difficulty with abstract or symbolic thought. Their strengths are visual and concrete rather than verbal and conceptual. They might do wonders with an abacus, but they are unable to apply mathematical principles to a real-life situation. In Lima, Peru, a few years ago, the police launched a massive search for a missing teenage girl with autism named Carmen. An autistic boy from her school ran down the street to the police yelling, “I found Carmen! I found Carmen!” He hadn’t actually seen her. He was holding a photograph of her he’d found in the classroom. The concrete thinker is not unlike the famous Mr. Spock from Star Trek. In a risky situation, if Captain Kirk used the expression, “If we play our cards right . . .” Spock would ask, “Why do you want to play cards?”

Today, as I read Kanner’s vivid descriptions of the eleven children, written in 1943, I see my own daughter on almost every page.Though I thought Isabel was developing normally until the age of two, a look back at our home videos shows how little eye contact she made in infancy and how seldom she tried to communicate with us. Even today, she plays the same way, finding and maintaining sameness wherever she  can, whether it is by repeatedly drawing the same picture over and over again, or rewinding a video or DVD to watch the same fragment of a scene multiple times.

She is reluctant to try new foods, and she’s able to discern the smallest change in the way I prepare something. When we were in Spain, we had to hoard and bring packets of Heinz ketchup from McDonald’s to other restaurants, since the Spanish brand of ketchup tasted different. The sound of a toilet flushing caused her so much discomfort that we had to get new toilets, trying out every one until we found one that made a sound Isabel could handle. She gets upset if I wake her up in the morning using any words but the same repeated pair, “Get up, get up.” And she’s so concrete that if I forget myself and say something like,“I’m so tired I could die,” she becomes terrified that I am, in fact, going to die. Fortunately, she has now learned to ask,“Is that just an expression?” And, like Donald, who answered mathematical questions by drawing pictures, she insists on making indirect connections. On a social studies exam, the teacher asked, “Who invaded France after Charlemagne’s death?” The correct answer was “The Vikings.” Isabel wrote, “Daunte Culpepper” and stood by her answer, despite the teacher’s protest. Daunte Culpepper was the quarterback of the Minnesota Vikings.

Kanner’s ability to see shared features in this diverse group of children is truly remarkable, and his basic definition of autism still holds today. But he erred by excluding many children—such as children with mental retardation and epilepsy—from the diagnosis because they didn’t fit into a coherent pattern. Kanner didn’t think people with autism were either mentally retarded or had seizures (despite the fact that one of his original eleven patients with autism, John F., did have seizures).

He also made a crucial public relations error that made it difficult for psychiatrists to accept autism as a distinct syndrome. He ended his article by saying that autism was a biological disorder: “We must, then, assume that these children have come into the world with innate inability to form the usual, biologically provided affective contact with people, just as other children come into the world with innate physical or intellectual handicaps. . . . For here we seem to have pure-culture examples of inborn autistic disturbances of affective contact” (emphasis in original).

How many psychiatrists were going to listen to something so ridiculous? For one thing, with almost every psychiatrist under the sway of psychoanalytic thought in the 1940s, believing that nearly every mental disorder was caused by psychological disturbances, Kanner’s hypothesis had little chance of being accepted. For another, psychiatrists thought that if a mental illness was caused by biology and genetics it was untreatable, while psychogenic illnesses, those caused by psychological disturbances, could be treated with psychotherapy, virtually the only treatment at the time. They weren’t likely to believe that autism or any other mental illness was untreatable because that would make psychiatry irrelevant.

So the answer to the question, “Was Kanner seeing a new disorder?” has to be answered both yes and no.Yes, it was new, because no one had ever noticed how such varied characteristics fit together into a single pattern. Kanner gave it a name and made it a syndrome. But no, it was not new, because the symptoms were probably as old as humanity.

 

 

PEOPLE SOMETIMES ASK ME: “If there is no autism epidemic, then where were all the autistic children before now?” Older friends and colleagues say, “I know children with autism now, and I see them at the shopping mall or on the street, but I never saw them before. Where did they come from?” My first reaction is to ask: “Well, where were all the people with schizophrenia and bipolar disorder before those categories were constructed?” Autism is new because over the past century we’ve described mental disorders more precisely, differentiating one from another, and giving them names.

So did autism exist before it had a name? Yes, in the sense that there were people who, today, we would call autistic; no, in the sense that the concept of autism as a distinct illness didn’t exist and so we didn’t see it. We saw epilepsy or schizophrenia, mental retardation or brain dysfunction, but not autism. Autism also exists today without a name. There are still cultures in the world today that do not have a name for autism, or that do not even see as pathological the symptoms we call autistic; there are the so-called “marvelous children” of Senegal, called “Nit-ku-bon,”  or the Navajo Indian children with autism in the American Southwest, who are seen simply as perpetual children.

The cluster of symptoms we now know as autism has probably been around for a long time, but no one really knows for sure. And even assuming that there were such people, no one knows how many there were. Maybe the best way to explore the idea of autism in history is to ask whether, if we could travel back in time to the nineteenth century or earlier, we would find people who fit our current diagnostic criteria.

It is difficult, if not impossible, to make diagnoses from historical evidence, but it’s worth discussing briefly some of the evidence for autism in the distant past, if only to note that aspects of what we call autism today existed long before the invention of modern psychiatry. Several hundred years ago in Europe, there were people who exhibited symptoms we can now associate with autism. However, what we have are stories, some of them fanciful, and it is difficult to know if any of the descriptions are accurate.

In the Middle Ages, we find tales of alien children found in forests or hiding in ditches. There were the “green children,” for example, a boy and girl described by William of Newburgh in twelfth-century England. He said their skin was green, they could not communicate, and they didn’t know how to follow social customs.The British psychologist Uta Frith has described the thirteenth-century legend of the Little Flower of St. Francis. In this story there is a character named Brother Juniper who cannot understand that people might have an opinion that differs from his, a hallmark of autism. So when, for example, he commits a crime by cutting off the foot of a pig to give to someone who is ill and hungry, he joyfully confesses to everyone who confronts him, and with no sense of regret; he is repeatedly asked why he cut off the pig’s foot, but since he thinks concretely, like someone with autism, all he can do is simply recall the steps he took to cut it off.

There are many records in Russia, from the sixteenth through the nineteenth centuries, of so-called “blessed fools,” children and adults who were preoccupied with repetitive behaviors, needed to be confined so they didn’t wander away, and had seizures.They were often mute, and if not mute were echolalic (repeating back verbatim whatever they  heard, but not initiating independent speech) or spoke jibberish. Frith noted that in those days “blessed” really meant “feebleminded” or “innocence in the eyes of God.”There is the case of Pelagija Serebrenikova, who, in sixteenth-century Russia, was, like many other mentally retarded or mentally ill people at that time, considered to be the “village idiot,” but was also seen more positively as a blessed or holy fool. When Pelagija was not chained down, she carried rocks to the river and threw them in one by one. Then she’d go into the water, remove the rocks, and start all over again. But because she was “blessed,” she wasn’t expected to follow all the conventional rules of society.The fact that many of the blessed fools had seizures, Frith pointed out, suggests that they had autism rather than schizophrenia, since the frequency of seizures in schizophrenia is relatively low.

But the reality is that there is little we can do to find out about autism or other childhood-onset mental disorders in pre-nineteenth-century Europe. Majia Nadeson, a historian of autism, noted that because children weren’t usually admitted to European asylums, scientists had few opportunities to observe and document their symptoms. In addition, until the nineteenth century, when public schools expanded in Europe, most children did not attend school, perhaps the best place to compare children with each other. So it wouldn’t have been easy for scientists to identify children who deviated from a norm, even if they had wanted to. But perhaps most importantly, until the twentieth century Europeans and Americans accepted or even indulged eccentric children, especially if there was a social or economic role they could play in their communities.

However, symptoms of autism can be seen as well in the small industry of books and articles about wild or feral children published over the past 200 years. We now know that few or none of these children were actually wild or lived with animals.Yet, many societies believe in feral children. As of this writing, there is even an elaborate Web site called feralchildren.com that provides a lengthy list of children thought to have been raised by animals, or at least to have spent a significant amount of their early childhood alone in nature. The most famous cases include Wild Peter, found in what is today Germany in 1724;  Victor, whose story was depicted in Francois Truffaut’s famous film L’Enfant Sauvage; Kaspar Hauser, found in 1828 in Nuremberg; and the girls Kamala and Amala (possibly sisters), found together in 1920 in a forest in India.

It is also intriguing that Linnaeus, who in the eighteenth century established himself as the father of scientific classification, included in his scheme of things a feral child from Hesse, found in 1344; the Lithuanian “bear-boy,” found in 1661; and an Irish sheep-boy, found in 1672. He listed these children under the category Loco ferus, with subtypes that included mutus (mute) and hirsutus (hairy). Many such creatures were displayed in carnival atmospheres all the way into the modern age, when other “exotics,” such as the so-called Bushmen and Pygmies of Africa, were displayed at World’s Fairs. We only know about these children through a few historical documents, explorers’ reports, and folktales, but there is reason to believe that most, if not all, of the children who appeared to have been raised by animals were children with autism who had lived for perhaps just a few days in the wild before being discovered.

If they did have autism, they were probably abandoned by their parents (although severe emotional deprivation cannot cause autism, autism can motivate parents to abandon their children). They were then found a short time later, appearing so dirty that the discoverers assumed they must have been alone for years, raised by animals. (Curiously, of the 105 cases of feral children that I found reported in the press or in the literature of earlier times, 73 were boys and 32 were girls, a sex ratio not totally out of line with what we might expect in a random sampling of about 100 autistic children.)

There is also early evidence of autism from science. Darold Treffert from the University of Wisconsin is certain that autism is not a new disorder, but that it was in the past simply subsumed under the categories used for mental retardation, such as “feeblemindedness” or “idiocy.” He supports his view with the descriptions of what the British doctor J. Langdon Down called “idiot savants” in 1887 (from the French savoir, “to know”). Down, after whom scientists named the chromosomal disorder Down syndrome, wrote about a variety of different “feebleminded” children, so-called savants, who had great musical, artistic, or mathematical skills. One child, according to Down, was clearly mentally retarded but had memorized large portions of Gibbon’s The Rise and Fall of the Roman Empire. (Such people exist today, and have a diagnosis of autism. Leslie Lemke, at fourteen, blind and with cerebral palsy, played Tchaikovsky’s Piano Concerto No. 1 perfectly after hearing it once on television; he is a virtuoso pianist despite never having taken a lesson. Kim Peek, the man on whom the character of Raymond Babbitt in the 1988 film Rain Man was based, has memorized, among other things, 7,600 books.)

What most intrigued Treffert about J. Langdon Down’s patients was the group that didn’t seem to fit easily into any category. These were children who did not have what was thought to be the physical appearance of someone with mental retardation (and many appeared to have normal intelligence), and whose deficits didn’t seem to have been present from birth, and weren’t caused by an accident, a problem during labor, or some other physical trauma. Down termed their disorders “developmental.”

The children Down described often developed normally and then regressed, losing speech and what he termed “mental growth.” Some seemed to understand language but couldn’t respond. When they did talk, they confused pronouns, even talking about themselves in the third person. These children were strikingly similar to the group of children with autism we’re familiar with today, who are sometimes diagnosed with “autism with regression.” Another group of children that Down called “developmentally disordered” didn’t regress.They had been disordered from the start, moved their hands or fingers in stereotyped and repetitive ways, and were, he said, “beautiful.” Of them, Down wrote: “Living in a world of their own they are regardless of the ordinary circumstances around them, and yield only to the counter-fascination of music.” These children also fit into our modern conception of autism. But despite calling these children’s deficits “developmental,” Down continued to classify them as mentally retarded.

As recently as the 1908 publication of the first of what would become eight editions of Alfred Tredgold’s classic Textbook of Mental Deficiency,  many of the serious mental disorders we know today were lumped into a small number of categories, including “idiocy,” “lunacy,” “insanity,” or “feeblemindedness.”These, in turn, were part of a larger category of “defectives.” The tenth edition (1963), edited by R.F.Tredgold and K. Soddy, outlined three grades of deficiency, ranked from most to least severe: idiots, imbeciles, and the feebleminded. Well into the mid-twentieth century, the term “feebleminded” was used in England to refer to someone with a below average IQ—uneducable, but still able to work in some capacity. The American equivalent to the British “feebleminded” was the term “moron.” Tredgold described children who were seemingly normal after the first year of life, but who then became remote and unresponsive to their environment and often mentally retarded. They exhibited repetitive, obsessional behavior, sometimes giving the appearance of a “fantastic ballet.” The children ritually touched objects and seemed abnormally attached to objects or parts of objects—for example, they might play with a single wheel of a wagon rather than the whole wagon. The descriptions are consistent with what we today call autism.

 

 

WHILE KANNER WAS HARD AT WORK writing his famous 1943 article, another description of autism emerged independently in Kanner’s own homeland. Hans Asperger, another Austrian, was examining autistic children and used the word “autism” to describe them. Asperger, from whom we get the name for Asperger’s Disorder (one of the autism spectrum disorders), saw something in these children that he termed “autistic psychopathy in childhood.” He called them “autistic psychopaths.”

The two psychiatrists never met. Asperger (who published in German) and Kanner (who published in English) apparently knew nothing of each other, perhaps because of the absence of communication between the United States and Austria during World War II. Asperger apparently did little work on the subject after his lab was destroyed by Allied bombing. It’s too bad because he, much more than Kanner, believed that autism was a spectrum, and it took another thirty-five years for the idea of the spectrum to take off in the United States and the United Kingdom.

Asperger (1906-1980), twelve years younger than Kanner, was born in Vienna and, like so many child psychiatrists then and today, became a pediatrician first and a psychiatrist second. Kanner and Asperger were similar in several ways. They were both educated in the same German medical tradition. Both were influenced more by the classifier and empiricist Kraepelin than by Freud, so they were more interested in describing disorders than in trying to find their elusive causes. They were also both described by their families and peers as loners.

From the start, Asperger was convinced that autism was the result of a complex interplay between biological (genetic) and environmental factors. “Predisposition,” he wrote, “is not fate but rather a possible fate.” But he tended to side with biology. He was confident that future studies would show that “the autistic personality is neither biologically nor genetically related to schizophrenia.”

Kanner’s life story suggests the reasons why he was able to see a single syndrome in a diverse group of children.They were a reflection of a part of himself. But how was Asperger able to see it too? And why did they see it at the same time?

Child psychiatry was emerging on both continents simultaneously, and it was a mixture of medical and educational theories. In Austria, there was a field called “remedial pedagogy,” a totally different enterprise than just remedial education. It was about using medical research to describe and then treat learning disorders. Kanner, working under Adolf Meyer, and Asperger, working in a biologically based pediatric clinic, didn’t get caught up in Freudian psychology. They didn’t even use common Freudian terms like “id,” “ego,” and “superego.” In Asperger’s clinic, the doctors didn’t distinguish between psychotherapy and education; they were one and the same. Asperger simply seemed fascinated with people, especially boys, who weren’t severely affected by mental illness but still were, somehow, abnormal.

We know a lot less about Asperger’s life and personality than Kanner’s, but we do know that Asperger had become involved with supervising boys’ groups and camps—the Austrian equivalents of Boy Scouts—and this made him interested in figuring out why some boys didn’t join. Who, he wondered, were the misfits, and what was wrong with them?

Today, most mental health professionals think that Kanner and Asperger were treating different kinds of patients. Kanner’s name is associated with the classic, severe form of autism. Asperger’s is associated with more mildly autistic, or at least highly intelligent and highly verbal, children. In the late twentieth century, researchers in child development started calling Asperger’s kind of patient “little professors,” children with enormous vocabularies and a mature taste in art. As Asperger put it, in the context of art, “Autistic individuals can judge accurately the events represented in the picture, as well as what lies behind them, including the character of the people represented and the mood that pervades a painting.” To paraphrase: These “abnormal” children had a skill for appreciating visual media that most “normal” adults never achieve. “Asperger’s Disorder” would eventually denote not just a higher functioning form of autism but a distinct kind of higher functioning autism; in other words, most children with Asperger’s are higher functioning, but not all children who are higher functioning have Asperger’s.

In his 1944 article describing the syndrome, “‘Autistic Psychopathy’ in Childhood,” Asperger said that four children between the ages of six and eleven seen in his clinic looked like “they had just fallen to earth,” that despite being highly intelligent and highly verbal, they rarely made eye contact and were teased and bullied at school. Some had small movement disturbances, such as walking on their tiptoes. Their skills were intellectual in nature. So, for example, Asperger described a young boy so infatuated with chemistry that he spent all his money on experiments; another who, as a freshman in college, noticed an error in Isaac Newton’s calculations; and yet a third whose fascination with building and taking apart model spaceships took him away from any social life and even, Asperger believed, reality.

There are some important differences between the children described by Asperger and Kanner. Kanner had noted in his descriptions that autistic children were good with objects, meticulously arranging them, whereas Asperger said that his patients were generally clumsy. Asperger’s patients were more exceptional in their mathematical and verbal skills. In fact, today, many psychiatrists think that “Kanner’s autism” (usually called “autistic disorder”) and Asperger’s Disorder represent two  different phenotypes on a continuum of social deficits. So if Kanner was the father of autism as a diagnostic category, Asperger was the father of the concept of the autism spectrum.

In many ways, however, Asperger’s and Kanner’s patients seem more similar than different. Asperger presented only four patients in his famous article on “autistic psychopathy,” all of whom were quite verbal. Two performed complex mathematical calculations at a young age.Yet because of their behavioral problems, Asperger found it difficult, if not impossible, to do accurate intelligence testing on them. If you look beyond their islands of “intelligence,” you find that the children were just as socially impaired as any of Kanner’s cases. They were just as “unmanageable” in school, had poor eye gaze, and exhibited unusual repetitive behaviors. Six-year-old Fritz, for example, spoke “like an adult” in early childhood and was highly skilled at mathematics, but was referred to Asperger’s hospital after the local school considered him to be “uneducable.” He did not play with other children, he beat rhythmically on his thighs, and he banged tables, hit walls or other people, threw himself into puddles, licked tables, and played with his spit. He ate whole pencils. Nevertheless, educators, clinicians, and the media today present “Asperger’s Disorder” as a very “high-functioning” form of autism.

The most important feature of children with Asperger’s Disorder is that they do not have delayed speech. In fact, they sometimes talk too much. But they do have a lot of trouble communicating and interacting socially, in large part because they have highly circumscribed interests and do not seem to care if anyone else shares the interest. Children with Asperger’s Disorder are often very intelligent, and they are certainly knowledgeable about the one or two subjects they like.

One child I know, a nine-year-old boy named Andrew, talks about medieval castles and has difficulty stopping, even when you walk away from him. When in public—on an airplane, at a concert, or in a restaurant—he cannot tolerate sitting next to anyone but his mother or father. When I interviewed his family recently in Wisconsin, we went to a 1950s style diner, in which the only seats available were at the counter. He walked up to the few people eating there and said, while looking down to his left away from the counter, “Excuse me,  ladies and gentlemen, I would appreciate it if you would move because I do not like sitting next to strangers.” That kind of action may not seem typically “autistic.” His verbal abilities far exceed anything my daughter Isabel—or almost anyone with classic autism—is capable of. But he has just as much trouble communicating effectively. Both have strikingly similar social impairments, and neither can talk about abstractions. Andrew and Isabel both lack imagination, have highly restricted interests, and are preoccupied with a small number of behaviors or forms of play.

These children, like most on the autism spectrum, also have deficits in empathy, or what is sometimes called “theory of mind,” defined by autism specialist Simon Baron-Cohen as the ability “to infer the full range of mental states (beliefs, desires, intentions, imagination, emotions, etc.) that cause action.”To use Baron-Cohen’s examples, someone on the autism spectrum would not be able to comprehend that Little Red Riding Hood thinks that her grandmother is in the bed when it’s really the wicked wolf, or that Snow White thinks the old woman is giving her a good apple when it’s really poison. Neither Kanner nor Asperger used the contemporary phrase “theory of mind,” but their subjects had difficulty understanding that other people might have different thoughts than they had. Whether the absence of theory of mind should be a criterion for autism, or is exclusive to autism spectrum disorders, is debatable (the American Psychiatric Association does not list it as a criterion). I’m certainly confused about what theory of mind means and whether it can be learned. I’ve spent hours trying to help Isabel develop it, even on occasion teaching her how to lie, because if she could lie she’d have learned that two people can have different ideas about the same thing.

Kanner’s descriptions became much more well-known than Asperger’s much more quickly, perhaps because he wrote in English, and by the early 1950s, mental health professionals had started conducting research on autism and had published dozens of articles. Lorna Wing, a British expert on autism—and the parent of a child with autism—introduced Asperger’s work to an English-language audience in 1981, changing the name from “psychopathy” to “Asperger Syndrome.” As a result, there were few publications on Asperger’s Disorder until the 1980s, and  the American Psychiatric Association didn’t even formally recognize the disorder until 1994.

In addition to introducing the world to Asperger’s observations,Wing presented cases from her own practice to corroborate the existence of a distinct syndrome. But her great contribution was to show that Asperger’s patients, while all similar in terms of their social impairments, exhibited a range of deficits. The patients were the empirical evidence that Asperger syndrome was related to autism on a broad spectrum.

Since Wing’s original 1981 publication, there has been a tremendous amount of debate about the validity and reliability of criteria for Asperger’s Disorder, much of it centering on the question of how to distinguish it from “autism.” But most researchers today agree with Wing that autism is best conceived as a spectrum of problems. For it seemed to Wing that the core features of autism—a triad of impairments in social interaction, communication, and imagination (with repetitive interests and activities)—occurred in a wide range of people. And when they did occur, they were so variable in their severity that one person with autism might be profoundly mentally retarded and totally nonverbal while another might be a physics professor.

Like the color spectrum, in which there is no clear-cut division between, say, red and orange, or blue and purple, the autism spectrum offers no obvious borders between different kinds of people with autism. Human beings, and especially scientists, are classifiers, so we’re compelled to break up the spectrum into seemingly discontinuous segments, like individual colors, and we name them PDD or autism or Asperger’s Disorder, or even high-functioning and low-functioning, mildly impaired, or severely impaired. This doesn’t mean that those diseases actually exist as separate entities. It simply means that the classification helps us in some way to explain what autism encompasses. Already, researchers are beginning to talk about “autisms” rather than “autism,” and it is likely that new autism spectrum disorders will be described in the near future to reflect different deficits. As two experts in the field, Michael Rutter and Eric Schopler, put it, “There is no one basic deficit because the disorder reflects varying patterns of organic brain dysfunction rather than any single disease state.”

The idea of the spectrum was validated by a series of family studies conducted by Lorna Wing and Sir Michael Rutter, most published during the late 1970s and early 1980s. Their scientific papers described what were called “autistic probands,” a kind of genetic loading of autism in families that resulted in the presence of variants of autism among relatives. Some relatives might have severe symptoms, like mutism, whereas others were aloof or simply socially awkward.

Silicon Valley is alarmed about Asperger’s Disorder. Steve Silberman, a journalist who wrote a widely read article in 2001 in the magazine Wired called “The Geek Syndrome,” suggested that the high-technology industry is filled with people with Asperger’s Disorder. Bill Gates is one of the most common recipients of the diagnosis in everyday conversation. There is no scientific evidence that rates of Asperger’s Disorder are higher in any particular geographical area, profession, or socioeconomic cluster, but the anecdotal reports are compelling. At George Washington University, where I teach, the professors have fun guessing which of the physicists and mathematicians they know are autistic.

Boys with Asperger’s Disorder—and they outnumber girls by about 10 to 1—tend to excel at mathematics and have a superb systematizing ability. According to the psychologist Simon Baron-Cohen, systematizing can be defined as the “drive to understand a system and to build one,” systems like math, computers, astronomy, music, anything governed by a finite, limited set of laws—even bus routes and sports rules constitute systems. Universities, Baron-Cohen noted, are great places for autistic systematizers to live and work, because the social eccentricities of physics and math professors cause few problems in that setting. He thinks that some of the men of history who had great minds—and made great contributions, like Einstein and Newton—may have been autistic, even though typically people with a diagnosis of autism who are capable of doing mathematical calculations are incapable of applying the mathematics to real-world situations.

The same holds true in Silicon Valley and major research institutions, places loaded with systematizers. The well-known writer with autism, Temple Grandin, has called NASA “the largest sheltered workshop in the world.” We could throw out lots of other names for speculation too,  like the chess champion Bobby Fischer or Vincent van Gogh. These famous figures were alienated and socially awkward.They were insensitive to the subtleties of human expression, finding it difficult to tell the difference between truth and humor, between honest expressions and sarcasm, between a normal contraction of the eyelid, a blink, a knowing wink, or a facial tic.

Because many people with Asperger’s Disorder are indeed intelligent, they sometimes go undiagnosed; and if they are diagnosed, it happens later than in classic autism, because they do not have delayed speech and are not mentally retarded. One of my eighteen-year-old college students was diagnosed with Asperger’s Disorder when he was sixteen. Still, many children with Asperger’s Disorder can be just as impaired and socially disabled as someone with classic autism. A psychiatrist I know has a brother with Asperger’s Disorder who is quite verbal but so socially impaired that he cannot work. He received the diagnosis when he was in his mid-thirties. At first, the oversight occurred because the diagnosis of Asperger’s Disorder didn’t exist; once it did, it took years before anyone thought of diagnosing him with it. Oddly, in retrospect, no one—not his parents, his child psychiatrist brother, or any of his doctors—made the connection.

 

 

THERE IS NO EASY ANSWER to the question of whether the concept of autism should be more or less inclusive. Big, popular, inclusive categories like “autism” can be good for advocacy, awareness, and acceptance. But they can also mask variations and lead, at times, to a “one size fits all” approach to a group of distinct disorders. If he were alive today, Kanner would probably object to how inclusive a category autism has become.

The subcategories of autism are beneficial, however, because the spectrum has grown so much that it can be hard to keep track of who belongs on it. And the more we learn about the various manifestations of any given phenomenon, the more likely we are to produce new words and categories to describe them. The Lese and Efe people, with whom I lived in central Africa, have only three color words: red, black,  and white. They see all the colors the human eye is capable of seeing, but they have no reason to invent more color categories. Pink, orange, and dark yellows are called red; brown, green, blue, and purple are black; and very light colors are white. If they need to be more specific they might say, “white like a banana,” or “black like a leaf,” and everyone knows what they’re talking about. Psychiatric classification is similar:We used to have just a few words for mental illnesses—almost everything was schizophrenia, mania, hysteria, neurosis, or senile dementia. Those categories, as they used to be defined, were large enough to encompass most psychiatric symptoms. Today we have hundreds of diagnoses, but it’s not because people have hundreds of psychiatric symptoms they never had before. It’s because the science of the mind, brain, and behavior—and our educational systems, more attuned than ever to individual differences—demand specificity.

I’m amazed by how often families of people with autism use the same scenario to explain the similarities and differences in autism: They say that if you walk into a room filled with people with autism, the first thing you notice is how similar everyone is; the second thing you notice is how different they are from each other. It’s like the way you see a pair of identical twins when you first meet them, on the one hand, and the way you view them once you get to know them, when their distinctive features come to light, on the other. I think the reason this statement about autism resonates so much with the families I’ve met is that they want to see the autistic person as an individual rather than a disease.This is the sentiment Leo Kanner so bravely expressed during the public diagnosis of “Miss Geral” in Yankton. Spend enough time with two people who have autism, and you will find countless differences between them; spend enough time with one person with autism, and you will find a unique personality, someone with likes and dislikes, his or her own temperament, and his or her own sense of humor. And in making these observations of variations on a theme, you will be doing exactly what Leo Kanner and Hans Asperger once did.

Neither Kanner nor Asperger truly discovered autism. They described it. Autism wasn’t a new disorder, born in the 1930s. Like virtually all disorders it didn’t emerge and get observed, described, and named all at the same time.

Kanner and Asperger got autism into the scientific literature, and they did so at a time when psychoanalysis was still the dominant mode of psychological thought. Would anyone listen to them? As it turns out, many experts did listen, but what they chose to hear wouldn’t help children with autism or their families. In fact, it made their lives worse.
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