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Autism spectrum disorders (ASD) have a history and it started with the Jewish physician Leo Kanner (1894–1981), born in a small village in Galicia, which at that time was part of Austria-Hungary. He studied medicine in Berlin and graduated in 1921, but emigrated to the United States in 1924 to take a position at the State Hospital in Yankton County, South Dakota. In 1930, he was selected to develop the first child psychiatry service at Johns Hopkins Hospital, Baltimore, Maryland, where he in 1933 became associate professor of psychiatry. He was in reality the first physician in the world identified as a child psychiatrist, the founder of the first academic child psychiatry department at Johns Hopkins University Hospital, and his first textbook “Child Psychiatry”1 from 1935 was the first English language textbook in this field. In his 1943 article2 on autistic disturbances of affective contact, he described the specific syndrome of autism. He applied the Greek word autos or self to what he termed early infantile autism (Kanner’s syndrome) characterized by the inability to relate to and interact with people from the beginning of life; the inability to communicate with others through language; an obsession with maintaining sameness and resisting change; a preoccupation with objects rather than people; and the occasional evidence of good potential for intelligence.


In Austria, the pediatrician Hans Asperger (1906–1980) in 1944 described a neurobiological disorder with a pattern of behavior in several young boys who had normal intelligence and language development, but exhibited autistic-like behaviors and marked deficiencies in social and communication skills. Despite the publication of his article in 1944,3 it was not until 1994 that Asperger’s syndrome was added to the Diagnostic and Statistical Manual of Mental Disorders (DSM) IV, and only in the past few years has Asperger’s syndrome been recognized by professionals and parents.


The term pervasive developmental disorders (PDD) was first used in the 1980s to describe a class of disorders. This class of disorders has in common the following characteristics: impairments in social interaction, imaginative activity, verbal and nonverbal communication skills, and a limited number of interests and activities that tend to be repetitive. In the manual DSM used by physicians and mental health professionals as a guide to diagnose disorders, five disorders are identified under the category of pervasive developmental disorders: (i) autistic disorder, (ii) Rett disorder or syndrome, (iii) childhood disintegrative disorder, (iv) Asperger’s disorder or syndrome, and (v) pervasive developmental disorder not otherwise specified, or PDD-NOS.


Autism and PDD-NOS are developmental disabilities that share many of the same characteristics. Usually evident by age three, autism and PDD-NOS are neurological disorders that affect a child’s ability to communicate, understand language, play, and relate to others. Due to the similarity of behaviors associated with autism and PDD, use of the term pervasive developmental disorder has caused some confusion among parents and professionals. However, the treatment and educational needs are similar for both diagnoses. The causes of autism and PDD are unknown. Although the prognosis for children with ASD is variable, the disorder generally has lifelong effects on the ability to socialize, to care for him/herself, and to participate meaningfully in the community. The disorder may adversely impact not just the affected child, but also his/her family members. Currently there is no effective means for prevention, no biomarkers for early diagnosis, and no specific treatment approach or a drug that can “cure” the disorder.


Interest in ASD has exploded in the past decade following the vast increase in the prevalence of ASD to 1:100-1:150 in the most recent reports. The dramatic increase in ASD cases has been accompanied by an increase in public and professional awareness and an abundance of new research and treatment strategies. What was once thought to be a rare, severe disorder is now recognized to be a common neurobehavioral disorder, which occurs along a broad continuum. Autism is probably not a single disorder, but rather reflects many different disorders with broad behavioral phenotypes causing atypical development.


Evidence from twin and family studies indicates that autism is heritable. However, no single specific gene has been consistently identified to be playing a major role in most cases. Rather, autism is thought to involve a complex interaction between multiple and variable susceptibility genes and epigenetic effects. Although brain abnormalities in autism are complex and not consistently identified, an intriguing pattern of brain growth has been discovered that involves rapid growth of head circumference during the first 3-4 years of life that slows down later in development. Enlarged white matter, variation in myelination, and impaired connectivity between brain regions were discovered and are thought to be related to functional impairments and poor information processing.


Early identification of ASD and early provision of treatment can improve outcomes for many affected children. The need for early focused intervention that will result in meaningful outcomes in cognitive, language, and adaptive skills provides a fertile ground for intervention research across many disciplines. The majority of children with ASD will need intensive and regular therapy aimed at improving communication, socialization, and behavior and to improve cognition, language, and adaptive skills. Behavioral, educational, and psychosocial interventions have been the cornerstone of treatment for individuals with ASD. The complexity of the disorder frequently requires complex treatment strategies, which include the integration of many treatments that are tailored to the child’s needs and may need to change throughout development.


This issue of the Pediatric Clinics of North America is therefore timely, because of the many changes in this field and the need for primary physicians to pay attention to early symptoms and secure early and intensive intervention for the affected children and support for their families.
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We are grateful and humbled to have the opportunity to edit this special issue of Pediatric Clinics of North America devoted to autism spectrum disorders. Because our understanding of the spectrum of autism continues to evolve, this collection of practical reviews presents the state of the knowledge at this time. We thank all the authors for sacrificing their invaluable time and sharing their passion and expertise to contribute articles for this issue. We thank the editorial and technical staff at Elsevier for their guidance, patience, and excellent work. We hope that the information presented here is of practical value for the pediatricians and other medical practitioners who take care of children and adolescents in their practice.
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Abstract


Concepts of autism have evolved over the twentieth century after Bleuler coined the term to refer to symptoms of self-absorption in those with schizophrenia. Autism nosology changed to the current sesquipedalian constellation of autism spectrum disorders with a confusing archipelago of 5 conditions that often serve as islands of confusion to both the general public and professionals. This article reviews historical links that have led to the current confusing and controversial situation that is encouraging some people to return to magic, mysticism, and mantics for health care, despite the amazing accumulation of progress in vaccinology over the past 2 centuries.
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The boundary between biology and behavior is arbitrary and changing. It has been imposed not by the natural contours of disciplines but by lack of knowledge.


—Kandel, 19911





Hominoids have had a perplexing time for millennia dealing with disability, disease, and death in their societies.2 Placed in an often unforgiving world, hominoids have often turned to mantics, magic, religion, mysticism, and haruspex to explain or justify imperfection in fellow Homo sapiens. Sometimes the reaction has been positive and sometimes negative. There is evidence from 60,000 years ago that Neanderthals carefully buried their dead, even those with disabilities such as from rickets, which was very common in this group of hominoids.3


However, prejudice and avoidance were common for countless thousands of years in many cultures toward those with defects such as mental retardation and epilepsy (the sacred disease of Hippocrates), both of which were traditionally blamed on demon possession in Western cultures.4 One scholar in ancient China notes that mentally retarded children during the Zhou Dynasty (841 BC–221 BC) were identified as being “…stupid, a child born stupid and fearful.”5


Babies deemed defective after careful inspection in ancient Sparta (700 BC–300 BC) were thrown into a chiasm at a cliff on the famous Mount Taygetus, which is located in Peloponnese, Greece. The ancient Athenians also allowed those with disabilities to be killed if they could not care for themselves.6 Plato (424 BC–347 BC) concluded that disabilities interfered with a world of perfection and wrote, “The offspring of the inferior, or of the better when they chance to be deformed, will be put away in some mysterious, unknown place, as they should.”6


The Old Testament did not allow those with blindness or lameness to “enter the house of believers,” whereas the New Testament taught that those with mental illnesses were possessed by demons, a fate as noted in those with epilepsy.6 A long-held belief in some religions was that birth defects and disabilities were the result of God’s punishment due to the sins of the parents.6


William Shakespeare (AD 1564–1616) called those with mental retardation court fools. They could say what they wanted to the royal court because they (those with mental subnormality) were considered to have no intelligence.7 Those with mental retardation from any cause were called village idiots in nineteenth century Western Europe and lived as beggars, church dependents, or court jesters. Because humans with mental retardation were viewed as having the same brain pathology as others who were called insane, individuals with mental retardation were often confined to asylums. Perhaps the most famous asylum in Europe was the Bethlehem Hospital in London, which came to be known as Bedlam.


Although autism was not formally recognized until the twentieth century, examples of probable autism are found earlier. For example, Martin Luther (1483–1546), through his note taker Mathesius, has a story about a 12-year-old boy with features of severe autism.8 Perhaps the first well-documented case of autism was that of Hugh Blair of Borgue, Scotland, in a 1747 court case that involved the brother of this person seeking to gain Hugh Blair’s inheritance.9 A medical student (Jean Itard) treated a wild child with autistic features who was called by history the Wild Boy of Aveyron and was a feral child caught in 1798.10


The British Mental Deficiency Act was passed into law in 1913 in England and ruled in a Plato-like decision that those with mental retardation from any cause must be taken from general society and placed into custodial care.11 The United States Supreme Court supported the sterilization of a young woman with mental retardation in 1927 during the era of twentieth century Nazi Germany, where those with mental retardation were euthanized.12 Permitting handicapped children to be killed has been noted in twentieth century China.5


The birth of a girl with mental retardation who was a sister of President John F. Kennedy (1917–1963) led the United States into a new era with regard to dealing with handicapped humans. Instead of isolation, punishment, or death, science has attempted to understand the cause of various conditions with the idea of improving their lives. The US government developed disability councils starting in 1963, and US laws were passed in the 1970s at both the federal and state levels seeking to guarantee the civil rights of institutionalized individuals.13


In 1975, Public Law 94-142 was passed as the Education for All Handicapped Act, mandating financial support for all children with developmental disability who should receive comprehensive education no matter how severe the disability. These children were to be placed in the least-restrictive environment that was possible. The Individuals with Disabilities Education Act developed a public special education system in the United States with the extension of services down to birth while formalizing early developmental intervention systems across the nation.13


The Americans with Disabilities Act was passed in 1990 to further expand civil rights protection for all Americans with disabilities, including developmental disabilities. In 1997, Public Law 94-142 was updated to allow parents of those with developmental and other disabilities the right to be equal partners with school personnel in establishing an individualized education plan for this individual.13 However, concern about the cause of disability remains intense, as now seen with autism. To understand the current milieu of thinking in this regard, historical perspectives and personalities in the arena of autism are presented.





Alfred Russel Wallace


About 181 years after the English physician, Dr Edward Jenner, inoculated 8-year-old James Phipps with cowpox vaccine in 1796, smallpox vaccination has eliminated one of the greatest scourges of humankind, smallpox.14 Instead of universal praise for the development of a way to prevent smallpox, controversy entered by way of a strong antivaccination movement, with such leaders as Alfred Russel Wallace (1823–1913) in England. The antivaccine movement was launched by the 1853 Vaccination Act in England, which mandated smallpox vaccination for the public in England.15


Wallace was a codiscoverer of natural selection and was a famous explorer, biologist, anthropologist, geographer, and naturalist. He published his own theory of evolution, which stimulated Charles Darwin to publish his own now famous theory regarding evolution. In the 1880s, Wallace was one of the leaders of a strong antivaccination movement based on claims that the smallpox vaccine was not safe and was dangerous and the idea that compulsory vaccination was unethical.16 His first objection was that one should not be forced to take a vaccine, but then eventually he became concerned with the safety of smallpox vaccine itself. Wallace was also adamant that the vaccine would upset what he perceived was the balance of nature with potentially disastrous results for human beings. He took on the medical establishment and encouraged some to avoid the smallpox vaccination. He was joined by other prominent scientists of the Victorian age who dismantled the compulsory vaccination act and lent considerable discredit to vaccination in general. Wallace’s disagreement with the well-known journal, The Lancet, portended controversies to come in the next century.








Paul Eugen Bleuler


Paul Eugen Bleuler, MD (1857–1939), a Swiss psychiatrist, introduced the term schizophrenia based on his belief that psychosis contained psychological roots and would improve with psychoanalytic therapy. His book Lehrbuch der Psychiatrie (Textbook of Psychiatry) was published in 1916 and became a standard book in this field for many years. This pioneer, heavily influenced by the work of Sigmund Freud (1856–1939), also coined the term autism based on the Greek (autos, αÚTÓς) or Latin (autismus) for self, which he felt was one of the symptoms of schizophrenia. Bleuler first used this term in 1912 in an article in the American Journal of Insanity to describe patients who seemed to lose contact with reality, live in their own world of fantasy, and were incapable of normal communication with others.17,18








Leo Kanner


Leo Kanner, MD (1894–1981), was a Jewish American psychiatrist whose pioneering studies led to the basis of child and adolescent psychiatry in the United States and beyond.19 Kanner began his studies at the University of Berlin in 1913; however, his studies were interrupted by World War I when he served with the Austrian army. He was the first physician to be called a child psychiatrist as child psychiatry began to evolve from adult psychiatry. Leo Kanner founded the first academic child psychiatry department at Johns Hopkins University, and his classic 1935 textbook, Child Psychiatry, was the first such book in the English language.


Kanner’s classic article on autism (early infantile autism), Autistic Disturbances of Affective Contact, was published in 1943 based on his observations of 11 children (8 boys and 3 girls) with an “…inability to relate themselves in the ordinary way to people and situations from the beginning of life.”20 The first case that was reported was that of Donald T, first seen in October, 1938, at age 5 years and 1 month, who arrived to see Dr Kanner with a 33-page typewritten report prepared by his father detailing his son’s social dysfunctions. Before Donald T was 2 years old, he had an “unusual memory for faces and names, and knew the names of a great number of houses in his home town.”20


Dr Kanner concluded: “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. If this assumption is correct, a further study of our children may help to furnish concrete criteria regarding the still diffuse notions about the constitutional components of emotional reactivity. For here we seem to have pure-culture examples of inborn autistic disturbances of affective contact.”20


Dr Kanner continued with his studies on what was then called early infantile autism or Kanner autism, which was defined as a severe behavioral or psychiatric disorder that was identified in early infancy.21 Leon Eisenberg, MD, his coauthor in a classic summary article in 1956, went on to replace Dr Kanner as chief of child psychiatry at Johns Hopkins Hospital.22 Leo Kanner became the editor of the Journal of Autism and Developmental Disorders (then called Journal of Autism and Childhood Schizophrenia) from 1971 to 1974.








Hans Asperger


Hans Asperger (1906–1980) was an Austrian pediatrician who became chair of pediatrics at the University of Vienna. During his career, he described 4 boys (out of more than 400 children) with autistic features but who were also called little professors because of their extraordinary ability to learn specific facts.23,24 He concluded: “We are convinced, then, that autistic people have their place in the social community. They fulfill their role well, perhaps better than anyone else could, and we are talking of people who as children had the greatest difficulties and caused untold worries to their care-givers.”23


His classic article was published in German in 1944 and was not translated into English until 9 years after his death (1980); thus, it was mostly ignored in the English-speaking community until the 1990s. Hans Aspeger started a school for children with what he called autistic psychopathy; however, the school was destroyed near the end of World War II, and much of his early work was lost in this combat-induced annihilation. During the past 2 decades, Asperger syndrome has come to represent a higher functioning person with autism. One of Hans Asperger’s patients became a professor of astronomy and another became a Nobel laureate in literature.


The term Asperger syndrome was first used in 1981 by Lorna Wing, a British psychiatrist, who had a daughter with this diagnosis.25 Hans Asperger summarized his work in an article he wrote in German in 1977.26 Some scholars have speculated that Hans Asperger had Asperger syndrome himself.27 The term Asperger syndrome was used in the fourth edition of the American Psychiatric Association’s Diagnostic and Statistical Manual of Mental Disorders (DSM), which was published in 1994.28








Bruno Bettelheim


Bruno Bettelheim, PhD (1903–1990), was an Austrian-born American with a doctoral degree in philosophy that included a dissertation on Immanuel Kant and art history.29 He became a professor of psychology and education at the University of Chicago from 1944 to 1973 and was director of the University of Chicago’s Sonia Shankman Orthogenic School, a home that treated children labeled as emotionally disturbed.29,30 Bruno Bettelheim was a survivor of the Dachau concentration camp and became known for his work seeking to interpret children’s fairy tales to better understand childhood development. In 1959, he published an article about 9-year-old Joey, the mechanical boy, in Scientific America, which helped to introduce autism to a wide audience.31


Bettelheim’s work on autism became controversial, particularly his opinion that autism was caused by mothers who did not communicate properly with their children and withheld needed affection from them.31,32 This refrigerator mother concept originated with Kanner and was popular in the 1960s and 1970s in the United States as experts and the lay public alike sought to understand the cause of autistic behavior. Unfortunately, Professor Bettelheim died from suicide in 1990.33 Opinion has moved away from this concept, leaving Dr Bettelheim in a controversial status in the early twenty-first century. This began with various individuals challenging the refrigerator mother theory, such as that of Clara Park who wrote about her own autistic child in 1967.34








Bernard Rimland


Bernard Rimland, PhD (1928–2006), was an American psychologist who became well known for his research and views on autism, attention-deficit/hyperactivity disorder, mental retardation, and learning disorders. He was the founder of the Autism Society of America in 1965 and founder (1967) as well as director of the Autism Research Institute (San Diego, CA, USA). Rimland had a son with the diagnosis of autism who eventually became an artist.


Dr Rimland35 did not agree with Bruno Bettelheim and stressed that autism had a neurologic basis, publishing what became a well-known book in 1964 with this thesis. The foreword of this book was by Dr Leo Kanner who was labeled as the originator and early supporter of the refrigerator mother model as the cause of infantile autism. This foreword indicated that Dr Kanner was changing his views toward a neurologic basis for autism. A meeting was held in Teaneck, New Jersey, between parents of children with autism and Bernard Rimland, leading to the founding of the Autism Society of America. Parents were very pleased not to be implicated in the cause of their children’s autism.


Bernard Rimland also became known for his concern with what was perceived as an increase in autism cases and his conclusion that vaccinations might be the cause of this increase. He thought that thimerosal might be the causative agent behind this epidemic. Rimland’s grandfatherly status in the lay public’s perception of autism has lent credence in the eyes of many that vaccines indeed may be the missing link in seeking the cause of this condition. This assertion placed him in direct conflict with organized medicine in the United States and elsewhere. Research has carefully and meticulously looked but not found any link between vaccinations (such as the measles, mumps, and rubella [MMR] vaccine) and autism.36-38 This conflict, however, has continued to the present day partly as a result of the high status of this psychologist with the lay public and others.








Ole Ivar Løvaas


Ole Ivar Løvaas, PhD (1927–2010), was a clinical psychologist and professor at the University of California (Los Angeles) who applied behavior analysis to those with autism, which became known as the Lovaas method or Applied Behavioral Analysis.39 Although some studies report benefit from this popular treatment method for autism, systemic reviews do not establish its superiority over other management methods for autism.40,41








Andrew Wakefield


Andrew Wakefield, MD, is a surgeon and medical researcher from England who was born in 1957. He published a now discredited report in The Lancet in 1998 that claimed a causative connection between the MMR vaccine and what was termed autistic enterocolitis.42 Subsequent researchers did not confirm Wakefield’s research, and an investigation by the British General Medical Council revealed that Wakefield had “failed in his duties as a responsible consultant, did his work against the interests of his patients, and acted dishonestly and irresponsibly” in his published work.43,44 The journal that published his 1998 article, The Lancet, has retracted the Wakefield article, and his research has been discredited in the mainstream scientific literature.45,46 However, the controversy continues with some continuing to believe such a link despite many scientific articles demonstrating no causative underpinning.36-3847








Paul Offit


Paul Offit, MD, has emerged as a scientific spokesperson for the view of mainstream medicine that vaccines do not cause autism.48,49 He is a professor of pediatrics and vaccinology at the University of Pennsylvania and chief of the Infectious Diseases Division as well as director of the Vaccine Education Center at the Children’s Hospital of Philadelphia. He is an immunologist and virologist who has written often and eloquently that epidemiologic and biological studies do not reveal any association between vaccines (MMR) and autism.


Dr Offit was publically outraged with the Wakefield study that was published in The Lancet in 1998. Dr Offit correctly predicted that the article, although not valid, would influence some to withhold the MMR vaccine from their children, leading to a resurgence of measles and even death.50 Dr Offit also traces the current American antivaccine movement to a 1-hour documentary on April 19, 1982, that appeared on a Washington, DC, television show called “DTP: Vaccine Roulette,” linking the pertussis vaccine with severe reactions in children.51 Several antivaccine groups have emerged since then in the spirit of Wallace and Wakefield. However, the intensity of this Galileo Galileian debate, even with clear scientific evidence revealing no connection, has led to much controversy for Dr Offit, negative mails, and even death threats.52








Autism in the internet age


The general public and parents of children with autism have much to say about autism advocacy. Much information is provided to the general public via the Internet and the general media in the early part of the twenty-first century. The opinion of Kanner, Bettelheim, and others that negative parenting induced autism in their children angered and incensed parents from the beginning. This division between professionals and parents has persisted today and has even widened.53 The opinions of Rimland and Wakefield postulating a link between vaccines and autism has driven this controversy into the twenty-first century with considerable intensity and to an extent that Wallace of the nineteenth century would appreciate and applaud. Public education from the press, television, and the Internet feeds this flowing flame of misinformation.54,55


Parents, including movie stars, who saw their children vanish into the depth of autism around the same time as receiving vaccines became convinced that the cause was vaccines, and are very influential spokespersons for this cause.51,54 Sometimes physicians, including media physicians or physicians caring for media stars’ children with autism, join the antivaccine movement, which seems to lend more credibility to those agreeing with this opinion. This occurs despite clear evidence from many studies noting no connection, including epidemiologic research that the epidemiology of childhood autism is the same as that found in adults.43,45-51,56 The concern that some physicians and pharmaceutical companies value money over patients only adds to this antivaccine flame, one that has been burning across 2 centuries. Opportunistic individuals only worsen this tragic and deplorable situation.54 Compounding this situation is the concern that some parents have that their physicians still have negative views of autism and autistic patients as well as their parents.57


Also contributing to the continuous state of confusion has been the frequent changes in terminology, starting with Bleuler’s term autism in reference to a symptom of schizophrenia to Kanner’s early infantile autism to Asperger’s autistic psychopathy. The first (1952) and second (1968) editions of the American Psychiatric Association’s DSM used the term childhood schizophrenia. Autism was included as a separate condition in the third (1980) edition of the DSM, whereas the fourth edition (1994) provided 5 types of the current nosology of autistic spectrum disorders or pervasive developmental disorder: autistic disorder, pervasive developmental disorder not otherwise specified, Rett syndrome, Asperger syndrome, and childhood disintegrative disorder.28 The 1992 International Classification of Diseases, Tenth Edition, provides a similar list.58








Summary


The diagnosis of autism developed in the twentieth century after society struggled for millennia to deal with disability in children and adults. Parents were often blamed for having children with defects, and perhaps this began with the Genesis 3:6 account of the fall of Adam and Eve who represent the first Homo sapiens parents. Concepts of various religious interpretations of disease and deformity have long centered on evil, sin, and demon possession. Children with defects were left to die in ancient Sparta and even Athens. Those with mental retardation from any cause were called village idiots in nineteenth century Western Europe and lived as beggars, church dependents, or court jesters.


The twentieth century began with high hopes for advances in science, a product of the Renaissance coming out of the Dark Ages in Europe. Eugene Bleuler coined the terms schizophrenia and autism in the early twentieth century. Leo Kanner used the term early infantile autism in 1943 based on 11 case reports but eventually identified unloving and uncaring mothers as the cause for this complex disorder. Hans Asperger reported in 1944 on a variant of autism but the report was published in German and did not receive attention in the English-speaking community until the 1990s.


Bruno Bettelheim continued the concept of the refrigerator mother through much of the late twentieth century. Parents and scholars objected to this concept, but the damage was done, with parents becoming disenfranchised from professionals dealing with their autistic children. Bernard Rimland was a well-known professor of psychology who helped to remove the cold mother concept as a cause of autism. However, in a tragic conclusion similar to that of Wallace in the nineteenth century, Rimland identified vaccines as a cause of what he perceived as a major increase in cases of autism in children.


Anxious parents, solipsistic movie stars, other entertainment-driven media persona, and additional exploitive experts joined in the view that vaccines (thimerosal, MMR vaccines) were behind the autism issue, despite clear scientific evidence that this is not the case.59,60 A major mistrust of physicians has arisen in a society fed impressions by nonprofessionals and a few professionals. The result is a decrease in vaccinations and an increase in antivaccinationists in the United States, Europe, and other areas, leading to an increase in vaccine-preventable diseases.15


This antivaccination movement actually began in the nineteenth century in response to concern about the smallpox vaccination led by Alfred Russel Wallace in England. After millennia of ignorance about biological causes of disease, scientific progress in the past 2 centuries is being seriously attacked by a return to belief in mantics, magic, mysticism, and haruspex.61,62 The revenge of the refrigerator-labeled mothers has occurred because of refrigerator professionals.


A state of solipsism and suspicion by the general public has arisen, with the health of children at risk. There is also a rush to use the American justice system to correct the perceived damage alleged from vaccines even with scientific evidence to the contrary.63,64 There is also a threat to the vaccine industry, which remains vulnerable to a skeptical public that may shun vaccines, leading to increased damage to the public as well as potential severe financial impact to the companies that produce current vaccines and engage in research for future vaccines.65 As more and more research focuses on genetic concepts as the cause of autism,66 physicians face a Sisyphean task in not falling into ancient traps of blaming parents for their children’s imperfections.





If I had a world of my own, everything would be nonsense. Nothing would be what it is because everything would be what it isn’t. And contrary-wise; what it is it wouldn’t be, And what it wouldn’t be, it would. You see? —By Alice in Alice in Wonderland; Lewis Carroll (Charles Lutwidge Dodgson), 1865
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Abstract


This article explores emblematic examples of autistic ways of processing the world and effective practices for pediatrician interactions with children on the spectrum. It offers a parent perspective in relation to this dynamic, considering personal anecdotes that reflect on the communication, social, and sensory challenges for those with autism.
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A former student calls me. Her nearly 3-year-old son has been dealing with several medical issues. Though eating a healthy diet, he has intestinal problems, going days without a bowel movement. And there is more. She hesitates slightly: “He has been flapping his hands near his face … and he often gets overstimulated at parties.” I listen as she describes his occasional meltdowns, how she and her husband have made a habit of leaving gatherings early. She list the signs of her son’s sensory overload.


She called because she knows that I have a son with autism, and she has done enough of her own research to understand that some of her son’s behaviors seem to fall on the autism spectrum. Unlike when my son was diagnosed in 1995, there is now a surplus of information (and misinformation) about autism and an accompanying sense of crisis. Having scheduled an appointment with her pediatrician, she worries about how her doctor will respond to concerns regarding her son’s physical condition and seemingly odd behaviors. In advance of an appointment with her pediatrician, she wants to think aloud about how to relate what she has observed. She wants to be heard, not patronized or dismissed.


After I hang up, I cannot help but think ahead to this essay, to the opportunity to speak to physicians who occupy that intimate space of a doctor’s visit. What can I say as a parent of a 19-year-old son with autism? What experiences might I relate to help foster a constructive “bedside” manner concerning a developmental disorder that has no blood test, that, in fact, must rely on parents’ reporting of behaviors and observations during office visits? And, beyond this especially difficult early period, what stories might suggest best practices through adolescence? Given the specific difficulties those on the autism spectrum experience in relation to communication and social interaction, I reflect here on some emblematic stories, ones that point to practices that benefit children, parents, and physicians.





“Red udder”


One Saturday afternoon, my wife Mary and I were on our back deck, talking with friends. Jacob, my son, came out with a pair of children’s safety scissors, a long, hotdog-shaped balloon that we had blown up earlier in the day, and a red scrap of construction paper.


“Red udder,” he said, urgently handing me the items.


He was around 6, had been diagnosed with autism 3 years earlier, and so we had learned a disciplined patience in the face of his sometimes mysterious requests.


“Red udder! Red udder!”


The balloon skidded atop the table. Puzzled by his request, I picked it up and rhythmically thumped it against my forearm to buy time. We all looked at each other, perplexed. Jacob took the red construction paper and held it against an end of the balloon. Knowing that my son thought in pictures more than language, that he felt more comfortable drawing than speaking, I remembered not to think in words. I remained patient, wishing to meet my son’s anxiety with a practiced calm; I did not want to contribute to an escalation of his own frustration. I closed my eyes and tried to imagine the image that “red udder” might be trying to “sketch” for us.


Ruminating on the long tube of the balloon and red slap of paper hanging at its bottom, I glimpsed a picture. It came to me as I imagined the shape of a red cow’s udder hanging beneath the balloon. I saw the tube as a metal cylinder rising toward the sky atop a fiery burst. A rocket. He wanted us to make a rocket ship.


“Rocket ship,” I said, pleased to have the translation to give to my son and relieved to have avoided an afternoon of his fretful, roving efforts to be understood. Jacob took in a deep breath and let his arms rest on Mary’s lap. His leaning was now relaxed, though his eyes still intently watched my cutting.


“‘Rocket,’ say ‘rocket,’ Jacob.” He was not paying attention, of course. “Red udder” had communicated his want.


As I cut and taped, I wondered what chance combination of memories enabled me to translate his words, this image evoked with sparse vowels and consonants. And then my thoughts wandered back to the associations that had flashed in my mind. I realized that what he wanted came to me when I caught an image from a nursery rhyme. During the past week, we had been reading from a book of Mother Goose rhymes, including the one about the cow jumping over the moon. I went down to the basement to get the book. Against the backdrop of a night sky, I saw the illustration of a white cow, udder hanging over the curve of the sliver moon as the blocky body seemed to lift off toward outer space. While it was a seemingly simple connection, though, I despaired over the apparent randomness of this epiphany. Who else could have decoded his want? On any other day, would the right connections have formed in my mind? Would someone else have trusted that it had meaning, that it was a gesture toward connection?


Given the profound impairment in communication that marks autism, the interactions with those on the spectrum can seem a series of mysteries, and thus can escalate into frequent frustrations. In relation to my story, then, I urge consideration of a take-away message that may seem unexpected, for it invites a focus on the mode of interaction rather than any drive to solve a particular message. The aim is not to generate epiphanies, to spend office time seeking for the secret code, or to marvel at the striking way of “knowing” embodied in such visual thinking. Rather, it is to enter into such interactions prepared to listen, to convey patience, to limit verbal input, to reduce sensory distractions, and thus to manage conduct in ways that produce less frequent meltdowns or conflicts.


For those on the spectrum, after all, the world can be an ever-shifting place of unexpected demands, intrusive sensory input, and fraught efforts to communicate. It can be a place where imposing adult figures burden interactions with a rush of words, a series of comments or questions, and, in a doctor’s office, a sequence of pokes, pricks, and probings. Certainly this reality can be true for many children. Yet, given their impaired ability to pick up the comforting eye contact of parents or to understand verbal assurances of strangers, children with autism will experience a doctor’s visit as a worrisome break from the security of recognizable routines and sensory familiarity of the home environment.


As a parent, I valued and came to see the effectiveness of physicians who sought my input into how to interact with my son, accepted with patience the delays that may come with a child who needs more time to process verbal and/or sensory input, and understood that the interaction was not solely a problem to be solved (or a series of procedures to be performed) but an interpersonal dynamic that can build short-term and long-term trust. In reflecting on my son’s words, “Red Udder,” and my response, I realize that a telling moral was that I met him in a way that fostered his willingness to come to me again and again. For parents and pediatricians, the endgame is this truth: that the child will be open to a return, that he or she will seek continued connection across different ways of processing the world.








“Nick’s story”


It can be useful to reframe how we come to see interactions with doctors. Though we may be inclined to view a visit to a pediatrician (or other specialists) as related to yearly checkups, vaccinations, or specific medical procedures and needs, it can also be seen as a social interaction, a relationship that ideally embodies effective interpersonal communication skills as well as knowledge of social expectations and rules. In other words, the office visit is not simply a set of discrete “tests” or tasks enacted on a more or less willing child.


In their play, children remind adults of this very social dimension of a trip to the doctor’s office. That is, they frame the experience through narrative, thus seeking to give some coherent shape to the event. If disinclined to think of an appointment in this way, we might recall the typical children’s activity of “playing doctor” and of the various toys that invite a recreating of listening to the heart, taking a temperature, and more. For children, this activity serves several purposes, but it can be especially important to consider how the performance of the patient-doctor dynamic transforms the unease of a visit into a familiar story. For those on the spectrum, however, this kind of imaginative play is impaired. (In diagnostic manuals, autism is often characterized as behaviors that reflect the absence of symbolic or imaginative play.) In other words, the comforting knowledge of this seemingly universal children’s story—and the broader social understanding of the cues and codes involving parents, receptionists, nurses, and doctor—is not easily absorbed or learned. Again, individuals on the autism spectrum have an impairment in social interactions, an inability to build or to build from the scaffolding of such stories, and, as some evidence suggests, a brain less able to construct meaning through narrative.


To be able to provide simple stories of a routine checkup or more extensive procedures, then, can be a very useful strategy. During his tonsillectomy at age 5, Mary and I came to understand the effectiveness of building Jacob’s story repertoire, of providing what he could not easily construct for himself.


Starting around age 4, we began to notice that Jacob’s breathing during sleep sounded congested. We began to talk about his nighttime “slurpiness” with regularity. Going to our pediatrician, he noted that his tonsils looked inflamed and that, within a year, it would be good to schedule surgery. Hearing of our concerns in terms of how to prepare Jacob for such an event, he indicated that the hospital had a brief video describing the outpatient procedure.


Entitled “Nick’s Story,” the video begins with a voiceover stating that “this is a story about a boy named Nick,” a child around 8 years old. As the narrator continues, we see a series of Nick’s drawings of events surrounding the procedure. The screen displays pictures of the young boy waking up on the morning of his tonsillectomy, standing near the breakfast table looking sad (because he is not able to eat or drink), and holding a favorite stuffed animal that he could bring to the hospital. The video then switches to the real Nick and a succession of photographs with voiceover descriptions of their meaning: Nick arriving at the hospital with his parents, his putting on a surgical gown, his getting a blood pressure check, his saying “goodbye” to his parents, and, finally, several still shots showing the surgery room and what would happen immediately before and after the procedure. In a brief and specific narrative, the actual “social” dimensions of the day are made visually explicit. For Nick, the day is not reduced to a discrete, surgical procedure. Rather, it is a tale with characters who offer support at each step; it is a story with a journey plot that involves movement through a strange and potentially threatening space as well as a conclusion that includes the stereotypical but comforting eating of a popsicle and a playful wheelchair ride to the exit door.


For my son, these visual images were especially important, for they mirrored storybooks from home as well as his own way of processing the world through personal sketches or videos. By this time, as we had seen with his use of “The Cow Jumped Over the Moon” and other Mother Goose language and images in his communications with us, Jacob had begun to mine storybooks and videos for both words and narrative structures to apply to his own life and its sometimes confusing or worrisome social interactions. For example, when a babysitter came one evening when Jacob was 4, my son said, “Something doesn’t smell right!” This line comes from the movie Homeward Bound, a film about two lost dogs and a cat finding their way home. One dog utters these words to his companions when left at a friend of his owners. For Jacob, his use of this script signaled both his tendency to turn to a movie dialog as a story template for his own experience and to employ language—quite idiosyncratically—to convey an emotion comparable to his own. Does not the appearance of a babysitter, after all, suggest an impending abandonment?


Looking back over the video, I am struck by one moment and how it still provides my 19-year-old son with language for doctor’s visits. In the video, a picture shows a nurse taking a blood sample. The narrator states, “That did hurt but only for a second.” Years after this particular event, Jacob still prefaces a yearly flu shot with an echo of this video talk: “It will hurt,” he thinks aloud, “but only for a moment.” We later learned that this line gets expressed in another doctor story for children, Curious George Goes to the Hospital: “‘It’s going to hurt, George,’ [the nurse] said, ‘but only for a moment.’”


Though tailored for outpatient tonsillectomies at our local hospital, “Nick’s Story” mirrored an intervention that has been helping families since the early 1990s: Social Stories. Developed by Carol Gray, Social Stories draw from the knowledge that those with autism have difficulty discerning, anticipating, and understanding the flow and basic facts of social situations. Not wired to be attentive to and easily understand such facts or rules, children on the spectrum experience various situations with significant levels of anxiety, often communicating worry and confusion through repetitive or ritualistic actions, idiosyncratic language, and, unfortunately at times, meltdowns. Problems in communication make such situations more difficult; children do not seek comfort or social knowledge in the eyes or actions of their parent or care provider. Again, without visual and/or verbal cues, the touch of a stethoscope can be sudden and even physically painful. Simple directions or requests can be lost in the sensory confusion. And, unfortunately, these responses can be quickly judged as “stubborn” or “undisciplined” (and interpreted solely as a sign of “poor parenting”) rather than an attempt to express distress through the only means available.


While the term “spectrum” in “autism spectrum disorders” does underscore the uniqueness of how individuals might respond to the strange world of a doctor’s visit, it might nevertheless be useful to keep in mind that Social Stories, especially those with visual supports, can help prepare for the seemingly routine aspects of an appointment as well as unusual and sometimes painful inpatient or outpatient procedures. (Information regarding this intervention can be found at http://www.thegraycenter.org/social-stories.) Parents and doctors set up the possibility for successful interactions when the experience is not a complete surprise. Even for those individuals who are highly impaired, all parties benefit from focusing on aspects of autism that can be accommodated as well as interpreting behaviors as forms of communication. Moreover, parents and doctors build a team approach that best serves the child when not suspicious of each others’ assumptions and responses concerning what transpires during the visit.








“I will not be deaf”


During a recent trip to our doctor, I was reminded of the potential of these “best practices.” My son had been complaining of ear pain on a vacation to Florida. After a morning of swimming and a mid-afternoon shower, we thought he might just have water in his ear and encouraged him to shake his head. Rather than helping, this attention to the ear only increased his laments.


“I will not be deaf,” he moaned.


When we returned home, we set up an appointment. Because Jacob is 19, we have been seeking another general practitioner. The visit to our pediatrician, then, likely marked the last time in his office.


On the way to the appointment, I described the plan for the visit to Jacob. The pediatrician, I noted, would look in your ear. “Remember when you had wax in your ear,” I said. “He may find wax and take it out like that time.”


“It did not hurt,” I reminded him.


“No shots?” Jacob asked, as he does before every visit. “No,” I replied.


After checking weight, height, and blood pressure and waiting for a time in our room, his pediatrician entered.


“So how are you, Jake?”


“Fine,” he said abruptly.


I described briefly and slowly, for my son’s benefit, that Jacob had complained about his left ear. I indicated that his response mirrored the time when he had to have a plug of wax removed from his ear.


“Let’s take a look. Jacob, I am going to look in your ears now.”


He showed Jacob the instrument, moving from the right ear (“This one looks fine!”) to the left ear (“Ah, I see some wax here.”) He then showed my son what he would use to try to get out the wax. As years before, Jacob wanted to see what came out of his ear. Unlike the last time, not all of the wax could be “scooped” out.


“Jacob, I will need to squirt some water in your ear to get out the rest.” He broke down each step. The ear needed 3 “flushings.” During this time, his interaction clearly allowed for my participation. I translated the steps in ways that fit Jacob’s world of video scripts and storybooks. I even found myself uttering the familiar but slightly revised line, “It will feel funny, Jacob, but only for a little bit.”


At the end of the visit, just before we left the room, his pediatrician said something unexpected to me. “That went better than I anticipated.” For a moment, I glimpsed more fully the work that he had been doing, the negotiating of an uncertainty that gets magnified with those on the autism spectrum.


“You know,” I replied, “Jacob tends to do well with doctor’s visits.”


I should have said that he has learned to trust that he will be shown or told what will happen, that he will not be inundated with verbal demands and questions, that he has had videos and stories that give structure to what had initially been without a narrative frame. I should have said that he has benefited from a doctor who accepts a father and mother as a team member. Perhaps I might have said something, but Jacob had begun looking for old videos in the cabinet at the nurses’ station, his five-foot-eight, 225-pound body sprawled on the floor acting out a 5-year-old yearning.


Of course, not all interactions work out so well. Parents and pediatricians have many stories to tell, and not all of them embody trust and understanding. Among parents who have children with autism, word goes out fairly quickly when a pediatrician has shown a knowledge of their child’s way of processing the world, a willingness to attend closely to behaviors, and an ability to establish effective interactions with those on the spectrum—and, less positively, when a doctor shows little familiarity with autism and its impact on families.


And so, to conclude, let me return to my former student. Her outcome was not an ideal one. Her pediatrician attended well to the medical concerns, but she negotiated the description of autistic-like behaviors less confidently. According to the mother, her specific account of her son’s odd behaviors and sensory difficulties did not receive the open consideration that accompanied the details of his gastrointestinal issues. The doctor heard the mother’s desire to bring forward behaviors as a request for an autism diagnosis. In my years of listening to parent stories, I hear these kinds of reactions frequently: an initial dismissal of behaviors as the sign of an overanxious parent and, in recent years, as a mark of cultural hysteria concerning the burgeoning numbers of children being diagnosed. Of course, in the flow chart of possibilities these may be factors; moreover, parents can sometimes succumb to their worst fears and/or display their own interpersonal shortcomings.


Whether or not my former student’s child ultimately receives an autism diagnosis, the pediatrician’s response signals the profound importance of this exchange. To come to this potentially life-changing moment with the willingness to listen without being quick to judge, with a knowledge of autism and its impairments in relation to social interaction, communication, and imaginative play, with the ability to suspend assumptions about a parent’s motivations, and with a referral protocol, this practice can establish deep and sustaining relationships for years.
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Abstract


The last decade has seen an increase of interest in autism spectrum disorders (ASD). With the prevalence now approaching 1%, children with ASD are usually first evaluated by clinicians working in primary care, such as pediatricians and family practitioners. Although classic autism is easy to recognize, differentiating autism from other spectrum disorders and comorbid conditions is not always simple.
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Although cases resembling autism were probably first reported more than 2 centuries ago, the credit for describing autism as a distinct disorder goes to Leo Kanner.1 In his seminal article, Autistic Disturbances of Affective Contact,1 he described, in unusual detail, 11 children without the ability to form social relationships. According to Kanner,1 these children showed characteristic features including aloofness, lack of imagination, and persistence of sameness; they came from “highly intelligent families” but had “very few really warm hearted fathers and mothers.” These families were “strongly preoccupied with abstractions of a scientific, literary or artistic nature and limited in genuine interest in people.” One year later, Vienna-born physician, Hans Asperger,2 identified similar symptoms in 4 children who possessed similar characteristics to those studied by Kanner1 but lacked “language delays” and were “exceptionally gifted.”2 Subsequently, Lorna Wing3 gave the label of Asperger syndrome to these children. Around the same time, Rutter4 proposed 4 sets of diagnostic criteria for autism: social impairment, language disturbances, insistence on sameness, and onset before 30 months of age.





DSM IV and ICD 10 criteria


Rutter’s4 and Wing’s3 definition of autism was largely responsible for the introduction of autism as a distinct disorder in the DSM (Diagnostic and Statistical Manual of Mental Disorders, Fourth Edition)/ICD (International Classification of Diseases) systems of classification. At present, autism is conceptualized both in the DSM IV5 and the ICD6 as the main category in a group of disorders, the pervasive developmental or autism spectrum disorders (ASD), all of which are characterized by similar reciprocal social and communication deficits and rigid ritualistic interests beginning in early childhood. Other disorders in this category include Asperger syndrome, pervasive developmental disorder not otherwise specified (PDDNOS), Rett syndrome, and disintegrative disorder.


Patients with Asperger syndrome, as currently defined in the DSM IV, suffer from autistic social dysfunction but without mental retardation or language delay. Rett syndrome, caused by mutations in the MECP2 gene, is characterized by autistic features in one of its phases, whereas patients with disintegrative disorder develop normally in the first 4 to 5 years of life and then go through a period of disintegration. The last category, PDDNOS, is reserved for patients who are within the autistic spectrum but do not meet the threshold for any of the named disorders. For practical purposes, the term ASD often refers to autism, Asperger syndrome, and PDD NOS, excluding Rett syndrome and disintegrative disorder. Thus, although the diagnosis of classic autism is straightforward, the identification of the subtle forms of ASD and the delineation of its various subtypes can be particularly challenging. Partly because of this difficulty in separating the subtypes of ASD, the upcoming edition of the DSM is likely to introduce a paradigm shift in its approach to the classification of autism.








Proposed DSM V criteria


The fifth edition of the DSM (DSM V), scheduled to be published in 2013, is likely to introduce a single category of ASD and eliminate the subcategories. In brief, the draft of the DSM V has published on its Web site7 the following changes. First, the deficits of social interaction and communication that existed in DSM IV have now been merged into a single criterion of deficits in social communication and interaction. This is because, according to the draft criteria, deficits in communication and social behaviors are inseparable and more accurately considered as a single set of symptoms. The deficits must be clinically significant and persistent. These deficits should include marked impairment of both verbal and nonverbal communication used for social interaction; lack of social reciprocity (the degree of lack of reciprocity is not specified); and a failure to develop peer relationships at the appropriate developmental level. The second criterion consists of restricted repetitive interests shown by at least 2 of the following:



1. Stereotyped motor or verbal behaviors, or unusual sensory behaviors (unusual sensory behaviors were not included in the DSM IV)



2. Excessive adherence to routines and ritualized patterns of behavior



3. Restricted, fixated interests.


The third criterion states that the symptoms of autism must be present in early childhood (in contrast with the DSM IV, which required the symptoms to be present before 3 years of age), with the caveat that the symptoms may not become fully apparent until social demands exceed the limited capacities.


Thus, from DSM III (when autism was first introduced in the classificatory system) to the proposed DSM V, the approach to the classification of ASD seems to have gone full circle, beginning with lumping to splitting and back to lumping again. The rationale for eliminating Rett disorder and disintegrative disorder is presumably that they are now conceptualized as being more neurologic than psychiatric. Regarding the proposed elimination of Asperger syndrome (or Asperger disorder), according to the DSM V task force,7 the disorder is difficult to separate from autism with normal intelligence and has not been shown to be a valid category. However, a diagnosis does not have to be valid to be useful.8 Although there is no firm evidence that Asperger syndrome is distinct from autism, there is no denying that a diagnosis of Asperger syndrome can inform clinicians about the level of functioning, a pattern of behavior, and a likely outcome. Thus, the elimination of Asperger syndrome seems both unfortunate and premature.9








Diagnostic criteria and prevalence


One result of the changes in the diagnostic criteria has been the large increase reported in recent years in the prevalence of autism.10 When first described, autism was regarded as a rare condition affecting no more than 4 per 10,000; however, it is now much more common, occurring in at least 1 out of every 100 children. For example, a recent South Korean study reported that 2.6% of children aged 7 to 12 years meet the diagnostic criteria of ASD.11 Autism is no longer regarded as a single entity but as a collection of disorders grouped together as ASD. The condition described by Kanner,1 though uncommon, was not difficult to recognize. Children with autism typically show stereoptypic behaviors, perhaps repeating words or sentences, preoccupied with routines and rituals, lost in a world of their own, often withdrawn and aloof. However, children with suspected ASD, although common, are also difficult to identify because they often present with a range of deficits ranging from the most severe to the almost invisible. The distinction between autism/autistic disorders and ASD/other psychiatric disorders often seems vague and ill defined.
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