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Why This Book Matters
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"If you have met one person with autism, you have met one person with autism."

— Dr. Stephen Shore

Autistic professor, author, and international speaker on autism



This book matters to me because I am a mother. More than that, I am a nerd-mom who desperately wants to understand the way my son experiences life. I read everything I can find. I highlight journal articles. I stay up late falling down rabbit holes of autism research, history, and personal stories. I do all of this because my child matters more than anything in the world to me, and I want to meet him where he is.

I want to know how the world feels to him. I want to learn what it is like when sound feels too loud or light feels too sharp. I want to understand how routines bring comfort, how language can be both a bridge and a wall, and how social rules that seem invisible to me can feel like concrete blocks to him.

As my son grows older, I want to understand how his world and his body will evolve. Right now he has an almost complete lack of understanding of language. He does not speak. He operates at the level of a very smart toddler, even though his body is that of a growing boy. I often wonder what his life might look like in the future. Will he find new ways to communicate? Will the world learn to accommodate him with compassion? These are not questions I can ignore, because they are woven into every moment of his life and mine.

For me, compassion is the starting point. I do not want to treat autism as something broken that needs to be fixed. I do not want to push my son to cover his differences in order to appear acceptable. I want to find ways to support him that let him live in his own skin with confidence and joy.

This book also matters because of the harm that has been done in the name of autism. Children and adults have been locked away in institutions. They were told they needed to be corrected or cured. They were given heavy medications and therapies that taught them to sit still and smile on command rather than to flourish in their own way. Even today there are still voices that promise cures or quick fixes, and I want this book to stand as a clear alternative. Autism is not something to be erased. It is something to be understood.

I want this book to be a companion for anyone who is touched by autism, whether you are a parent, a sibling, a teacher, or a friend. I want autistic readers themselves to feel that this book respects them, honors them, and takes their experiences seriously.

Most of all, this book matters because I believe love is not enough unless it is joined with understanding. Love without understanding can still hurt. Love with understanding can heal.
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What Autism Really Is
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"Autism isn't something a person has, or a shell that a person is trapped inside. There's no normal child hidden behind autism. Autism is a way of being."

— Jim Sinclair

Autistic activist, writer, and founder of Autism Network International



Autism is not a disease. It is not a flaw that needs to be erased or an obstacle that can be cured. Autism is a neurological difference, a way of experiencing the world that shapes how a person perceives, communicates, and interacts with life around them. It is called a spectrum because no two autistic people are the same. There are shared traits and patterns, but each person carries them in a unique way.

When people hear the word autism, they often picture a stereotype. Sometimes it is a boy who rocks back and forth in silence. Sometimes it is a tech genius who speaks in monotone but solves impossible problems. The truth is that autism stretches far beyond these narrow images. There are autistic people who speak and those who do not. There are autistic people who live independently and those who need daily support. There are autistic people whose talents shine brightly in one area and others whose struggles are invisible but constant.

From a scientific perspective, autism is understood as a neurodevelopmental condition. That means it begins early in brain development, shaping the way connections form and signals flow. The latest research, especially from 2020 to 2025, shows that autism cannot be traced to a single cause or gene. Instead, it emerges from a complex interaction of genetic differences and environmental factors. Studies of brain scans reveal that autistic brains often process sensory input differently, showing stronger or weaker connectivity in certain networks. This helps explain why many autistic people experience the world in intense or unusual ways.

From a personal perspective, what autism really is cannot be separated from daily life. My son cannot use spoken language and does not understand it the way most children do. He operates at the level of a smart toddler even as his body continues to grow. For him, autism means that the world communicates in a way that does not match his understanding. It means he must find other ways to express himself, through gestures, sounds, and presence. Autism is not simply a set of clinical traits on a checklist. It is his reality, his whole way of being.

Understanding autism also requires looking honestly at history. The word autism was first used in the early 20th century. Dr. Hans Asperger described a group of children in 1944 who displayed unusual social and communication differences. His work, later overshadowed by controversy due to his ties to Nazi-era policies, helped shape the early medical descriptions of autism. For decades, autistic people were misunderstood and mistreated. Many children were institutionalized. They were heavily medicated. They were subjected to therapies that focused on controlling them instead of understanding them.

Even Applied Behavior Analysis, or ABA, which began in the 1960s as a way to teach skills, often treated autistic children as projects to be shaped into compliance. They were rewarded for eye contact, stillness, and silence, rather than supported in building communication and autonomy. Today, ABA has evolved in some settings to be more humane, but the history of rigid, compliance-driven therapy remains painful.

To know what autism really is, we must recognize both the science and the stories. Autism is written into brain networks and sensory systems, but it is also written into lives. It is a mixture of strengths and struggles. It is a history of misunderstanding and harm that we cannot ignore. And it is a present reality for millions of children and adults who need compassion, not correction.

Reflection

When I think about what autism really is, I see both research papers and my child's eyes. I read studies about brain connectivity, but I also watch him hum to soothe himself, or laugh when he is delighted. Autism is science and it is humanity. It is history and it is the present moment. Most of all, it is a reminder that every autistic person is more than a label. They are a whole human being who deserves to be seen and understood.
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Discovering Autism: From Words To A Spectrum
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"The history of autism is not only the history of science. It is also the history of how societies treat their most vulnerable people."

— Steve Silberman

Author of NeuroTribes and journalist on autism history.

When people say “autism,” they are speaking a word that has traveled a long way. In 1911 the Swiss psychiatrist Eugen Bleuler used the German word Autismus to describe withdrawal in some adults with schizophrenia. It meant the person turned inward, toward the self. That early use was not what we mean today, but it is where the word began. Bleuler had been searching for a term to describe patients who lived more in their own minds than in the shared social world. He believed “autistic thinking” was a kind of detachment from reality, a turning toward private imagination and fantasy. His framework came from adult psychiatry, not child development, and it linked autism to the affective and cognitive disturbances seen in schizophrenia.

This connection between autism and affective disorder, or what Bleuler and others called “affective contact disturbance,” shaped how early psychiatrists thought about the condition. In the 1920s and 1930s, before anyone spoke of autism as a developmental difference, some clinicians described children with deep emotional withdrawal and social detachment as having “affective disorders of childhood” or “childhood schizophrenia.” Autism, as a distinct identity, had not yet been born.

Across the 1920s a Soviet child psychiatrist, Grunya Sukhareva, published careful case reports of children with social communication differences and intense interests. In many ways her descriptions anticipated the traits we would later call autistic, though her work was largely overlooked outside Russian for decades. Sukhareva’s papers, written in 1925 and 1926, described six boys who were socially awkward, highly sensitive, absorbed in special interests, and resistant to change. She referred to the condition as schizoid psychopathy, meaning a personality pattern rather than a mental illness. Her descriptions included sensory sensitivities, motor clumsiness, and literal thinking. Many historians now consider her the first to describe what would later be recognized as the autism spectrum.

Although Sukhareva worked in a very different cultural and political setting, her insights were part of a broader scientific awakening. Across Europe and North America, psychiatrists and educators were beginning to observe children who developed differently from their peers. Though they spoke different languages and used different terms, these early researchers were shaped by the same moment in history, when medicine was trying to understand the boundaries between emotion, intellect, and development. Their work formed the foundation upon which modern autism research was built.

In 1938, the term “autistic” began to appear in connection with children. Austrian psychiatrist Hans Asperger, then working in Vienna, observed boys who shared striking features such as difficulty with empathy, obsessive interests, and unusual speech. At the same time, on the other side of the Atlantic, a Baltimore-based child psychiatrist, Leo Kanner, was gathering his own notes on children who seemed “born with” profound social disconnection. Neither of them knew of the other’s work, but both would leave an enduring mark.

In 1943, Kanner published his paper “Autistic Disturbances of Affective Contact.” He wrote about eleven children who had a striking pattern: difficulty with social connection, differences in language and play, a strong need for sameness, and unusual responses to sensory experiences. He called it “early infantile autism.” His title is important because affective contact meant emotional connection. Kanner saw autism as an innate difficulty in forming relationships from the very beginning of life. His paper launched modern clinical thinking about autism and helped move it out of the shadows of broad labels such as feeblemindedness and childhood schizophrenia.

One year later, in Vienna, Hans Asperger described children with fluent speech and average or high intelligence who still struggled to read social signals and moved in clumsy ways. He called the pattern “autistic psychopathy,” a period term for a personality pattern rather than criminal behavior. His focus was on strengths as well as differences, and he noted their honesty, creativity, and deep focus. English-language clinicians learned more about his work in the 1980s and 1990s, and for a time Asperger’s syndrome became a familiar label.

As ideas evolved, other researchers began to question the assumption that autism and childhood schizophrenia were the same. Psychiatrists such as Margaret Mahler, Bruno Bettelheim, and Mildred Creak each proposed competing theories, some helpful, others harmful. Creak’s 1961 “Nine Points” described autism as a biological condition that affected emotional development, while Bettelheim wrongly blamed unloving parents, a theory that left deep scars on families. The confusion between affective disturbance and autism finally began to clear in the 1960s and 1970s as developmental psychology, neurology, and genetics replaced psychoanalysis as the main frameworks.

A key shift came with Lorna Wing and Judith Gould, who in the 1970s mapped traits across hundreds of children in London. They noticed that autism did not divide neatly into Kanner’s and Asperger’s types but formed a continuum. They described a “triad” of differences in social interaction, communication, and flexible imagination, often accompanied by repetitive behaviors. Their work transformed the field, helping shift thinking from narrow subtypes to a spectrum with wide variability in traits and support needs.

By the late twentieth century, autism was recognized as distinct from psychotic disorders. That separation shows up in diagnostic systems. In the United States, diagnoses moved from “infantile autism” in DSM-III (1980) to “autistic disorder” in later editions, then to “autism spectrum disorder” in DSM-5 (2013) to reduce confusion and improve reliability. The World Health Organization followed a similar arc. ICD-10 listed Asperger’s syndrome as a separate code in the 1990s, but ICD-11, which came into effect worldwide on January 1, 2022, uses a single autism spectrum category with specifiers rather than separate subtypes.

The name “Asperger’s” carries a difficult history. Newly available wartime records show that Hans Asperger accommodated himself to Nazi policies, publicly supported “race hygiene” measures that included forced sterilization, and in some cases referred disabled children to the Spiegelgrund facility, where many were killed. This research has changed how historians write the story and why many clinicians and communities have retired the eponym.

Today, autism is described as a neurodevelopmental condition with different paths and profiles. The U.S. Centers for Disease Control and Prevention estimated that in 2020 about one in thirty-six eight-year-old children met criteria for autism, with differences across communities and better identification among girls and children of color than in earlier years. Those figures reflect changes in screening and awareness, not a single simple cause.
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