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Introduction 

With worldwide diagnoses of autism increasing dramatically over the past decade, you are one of many parents looking for answers about this and other disorders on the autism disorder spectrum.

You may be one of the parents who saw your beautiful baby begin talking, expressing his happiness and interest in the world around him, only to see him begin to regress and retreat into a world that seemed all his own. After watching this transformation in your child, it may come as a relief to finally have a diagnosis of autism so you can begin to help your child—by finding ways to help him communicate and interact with those around him.

You are already taking the first steps toward helping your child with autism to become the best person he can be. By reading this book, you are seeking out information about autism, wanting to know more about its symptoms, potential causes, treatment options, and available resources for your family. The study of autism can raise more questions than answers, but the more information you are armed with, the better prepared you are to be an advocate for your child.

With When Your Child Has . . . Autism, you can learn more about nonverbal communication and about the conceptual thinking that children with autism struggle with. You will learn about tools that can help you to improve your nonverbal communication skills, teach your child to use communication systems like communication boards and picture communication systems, and interpret your child’s behaviors (whether meltdowns or flapping), all of which will help you to draw your child out from his private world and encourage him to explore and discover his own interests.

As a parent, the journey of autism isn’t likely one you anticipated for your child. But it is one that you can travel with your child, experiencing small triumphs, remarkable successes, and a greater appreciation for your family’s strength and the beautiful child you’ve brought into the world.


Chapter 1 

The World of Autism

Ten Things You Will Learn in This Chapter 

• What differentiates autism spectrum disorders

• The signs and symptoms of classical autism

• How to respond to echolalia

• The details of the Theory of Mind

• What exactly “conceptual thinking” means

• About the history and diagnosis of Asperger’s syndrome

• Which of the autism spectrum disorders have been confirmed as genetic

• What defines high-functioning autism

• The differences between autism and Asperger’s syndrome

• Possible causes of autism 

What Are Autism Spectrum Disorders?

Learning about autism spectrum disorders is a bit like learning an unfamiliar language. It is a new world, and the customs and behaviors may seem foreign. From the moment a physician gives the diagnosis, everything changes. In all likelihood, as a mom or dad, this will not be the parenting experience you had hoped for. There are pitfalls and disappointments along the way. However, the good news is that this world can be navigated successfully, and it can be the beginning of something different, full of adventure and accomplishment.

Often referred to as ASD, autism spectrum disorder is a broad classification of conditions sharing similar objective symptoms. Objective symptoms are those that can be observed by someone other than the patient, whereas subjective symptoms are those that only the patient experiences. For example, in the case of influenza, an objective symptom might be a fever or a rash; a subjective symptom might be fatigue or pain.

Many times ASD is referred to as PDD (pervasive developmental disorder). Historically, ASD has been the more commonly used term in Europe and has recently been accepted as the proper term in the United States as well. This differs from PDD-NOS, which will be discussed in more detail later in this chapter. All of the various conditions within the spectrum are labeled, and there are differences in how the various conditions manifest themselves.

Classical Autism 

Autism is the most commonly known of the spectrum disorders. First written about in the 1940s by Dr. Leo Kanner, a psychiatrist at Johns Hopkins University, autism was rarely seen by physicians. Characterized primarily by communication and socialization difficulties, classical autism is a very isolating and frustrating condition.

DID YOU KNOW?

The word autism originates from the Greek word autos, meaning “self.” This disorder was named autism because it was believed to be an excessive preoccupation with oneself, originating from a mother who would not love her child. This theory has been proved false, and autism is now recognized as a medical disorder.

Classical autism is part of the ASD, or PDD, category. It is the best known of the pervasive development disorders, and it is one of the largest classifications within ASD as well, rivaled only by PDD-NOS (pervasive development disorder “not otherwise specified”). ASD is a syndrome. A syndrome is a group of symptoms that indicate a condition. Syndromes, by their very nature, have many characteristics, and each patient will display or not display those symptoms in very different ways. As such, each case of autism can be different.

The Signs and Symptoms of Autism 

Autism has a set of signs and symptoms that can appear differently in each child, and parents must remember that what is considered autistic in one child may not appear in another child who is also considered autistic. This is part of the time-consuming nature of the diagnosis of autism. Without a definitive lab test such as blood work, diagnosis is a process of defining and understanding the symptoms as displayed. As a rule, children with autism exhibit the following signs and symptoms that characterize all autism spectrum disorders to a great degree.

Expressive and receptive communication and social deficits Insistence on routine and resistance to change Appearing to be “off in their own little world”

• Expressive and receptive communication and
social deficits

• Insistence on routine and resistance to change

• Appearing to be “off in their own little world”

• Resistance to physical closeness such as hugging

• Attachment to “odd” toys such as kitchen
utensils

• Parallel play (playing beside other children
rather than interactively with them) and lack of
imaginative play

• Sudden and apparently unexplainable anger and
tantrums

• Repetitive behaviors and obsessive-compulsive
disorder

• Splinter skills (excelling in a particular skill that
is above the apparent IQ level)

• Appearing to have sensory overload in normal
environments

The Struggle with Communication 

There is a marked reduction in verbal communication, or a child may have no speech at all. Echolalia is a speech pattern seen in autism spectrum disorders in which a child echoes back the words spoken to him or her. It is an attempt to understand language. For example, instead of responding to a question with an answer, the question is repeated back.

Children with autism also have difficulties with nonverbal communication skills. It is problematic for a child with autism to understand, use, and interpret subtle nonverbal language cues, such as facial expression or tone of voice, and translate those into meaningful language.

The difficulty with communication often accentuates the other deficits in autism. Frustration is a common problem with a child unable to communicate his most basic needs, and the result of frustration is often anger. A child will either struggle to communicate or withdraw even further if he is unable to convey thoughts and feelings to others.

The Problem with Conceptual Thinking 

Children with autism also struggle in a profound way with conceptual ideas and thought patterns. For example, a child with autism may associate leaving the house with putting on a coat. Now imagine that same child was outside without a coat on and the temperature dropped dramatically, and it began to snow. Although the child might have a coat with her, even in her hands, she will not put on the coat. Why not? She associates the coat with leaving the house, not with a solution to cold weather, and the concept of using the coat for protection is nonexistent.

Because of the difficulty the child has in understanding concepts, he or she becomes limited in many ways. The child does not recognize that other people have their own thoughts, feelings, attitudes, and beliefs, and the child becomes even more isolated. Much of the maturing process for children is based on conceptual thinking, and the inability to think conceptually adds to the communication difficulties of a child with autism.

The Theory of Mind (TOM) 

At some point in a child’s development, he becomes aware that he is an individual. More importantly, he realizes that other people are individuals as well. Unfortunately, this moment never comes for children with autism. People with autism are unable to understand that every individual has her own thoughts and perspectives on the world. It is part of the self-involvement typical of ASD. It causes social problems and communication difficulties, and she can come across as cold and unfeeling.

DOES THIS SOUND LIKE YOUR CHILD ?

People with autism experience all of the same emotions that others do. The difficulty comes from their inability to recognize those emotions in others and to express empathy for those emotions. Do not think if your child does not display feelings that she doesn’t have them. She does.

Theory of mind (TOM) is the ability to recognize that other people have their own thoughts and feelings. If the theory of mind is disrupted, it is not a sign of poor intellect or mental retardation. It seems to be related to language and social function; feelings are generally communicated through language and subtle social clues (such as facial expression and body language), and these are the primary areas that are deficient in autism and its related disorders.

Anger and Aggression 

Although not all children with autism display aggression, it is a very common symptom, and temper outbursts and outright tantrums are common. These can range from a brief explosion to a full-fledged meltdown. Children with autism may also strike out through hitting and/or biting as well as by destroying objects and possessions.

A child with autism throwing a temper tantrum is not a child acting “spoiled” or “bratty.” Unfortunately, parents of children with ASD hear these terms quite often. These behaviors are a symptom of a disorder, not a result of poor parenting skills.

PDD-NOS—What Do Those Letters Mean?

PDD, as mentioned previously, stands for “pervasive developmental disorder.” NOS means “not otherwise specified.” In real-life terms, this means that the physicians know that the child’s disorder is within the pervasive development category or on the autism spectrum, but it does not neatly fit into any particular category. As such, it is classified as a PDD that has no further specification— it isn’t quite autism, isn’t quite Asperger’s, and isn’t quite CDD (childhood disintegrative disorder), or any other PDD.

A BETTER PARENTING PRACTICE 

If your child has been diagnosed with PDD, ask the physician why this diagnosis was given rather than autism or Asperger’s syndrome. A PDD diagnosis may stand between your child and benefits she is entitled to.

PDD-NOS has essentially the same set of signs and symptoms that autism does, but the severity of the symptoms is not as extreme as that found in autism. A child who has PDD-NOS may initiate speech, using language that is appropriate to the context of the social situation. There will be deficits compared to the milestones of normal childhood development; however, they will not be as blatant as a child who has autism. Echolalia is heard less often and auditory processing skills are more advanced.

Social skills in a PDD-NOS child are also less of a challenge. These children are able to interact to varying degrees with parents, siblings, other adults, and children. Imaginative play may still be limited but interactive play is somewhat more common than it is with a child who is autistic.

Asperger’s Syndrome 

Dr. Hans Asperger first documented Asperger’s syndrome at the same time Dr. Kanner was writing about autism. Both physicians were unaware of the other’s work, as open communication between German and American scientists was not possible during World War II. The two physicians, however, arrived at the same conclusion at a time when ASD had not yet been officially identified. European physicians diagnosed Asperger’s syndrome, and American physicians diagnosed Kanner’s syndrome, which was the name initially given to autism.

It was not until the early 1980s that Asperger’s was brought into American diagnostic procedures, and it was a full decade later that Dr. Asperger’s original paper on the topic was translated into English. It was during the early 1990s that Asperger’s syndrome was placed on the autism spectrum and became a disorder independent of other spectrum disorders. Several signs distinguish Asperger’s syndrome from other disorders on the spectrum:

• Essentially normal speech development with phrases used by age three

• Essentially normal cognitive development

• Essentially normal development in self-help and curiosity about the world

• Gross motor skills are often delayed and clumsiness is common 

• Eye contact, facial expression, body language inappropriate to the social situation

• Difficulty establishing and maintaining peer relationships 

• Difficulty expressing emotions and relating to others with those emotions

• Intense and persistent association with particular subjects, objects, or topics

• Repetitive mannerisms such as flapping

• Insistence on routine 

Although the symptoms of Asperger’s syndrome seem very similar to that of autism, the normal development of speech and motor skill difficulties distinguish this disorder. Keeping in mind there are varying degrees of severity in Asperger’s, it becomes easier to understand why diagnosis of this particular form of a high-functioning ASD may be delayed for many years. There are adults who are just now receiving the diagnosis of Asperger’s, having been thought of as odd or eccentric for decades.

The Subtle Cues of Communication 

The most obvious symptom in Asperger’s syndrome is the socialization impairment. So much of our society’s communication is based on unspoken cues, such as hand gestures, body language, eye movement, and even the pauses in conversation. All of those convey emotions and messages that may be subtle, but they are crucial to understanding the meaning of what a person is saying. For a person with Asperger’s, those nonverbal cues are totally missed, as they live in a literal world where words have only literal meanings.

DID YOU KNOW?

It is common to hear people with Asperger’s syndrome refer to themselves as “Aspies.” This is not a derogatory term; however, it should be used only with someone who is close, such as a family member.

It is possible for people with Asperger’s to learn social mannerisms by rote, but they do not generally understand the meaning behind them, and consequently, socialization suffers. Often people will misunderstand what a person with Asperger’s is trying to say because of the literalness of the conversation. These misunderstandings can lead to hurt feelings and anger.

Asperger’s and Autism 

One challenge for parents is distinguishing Asperger’s syndrome from autism in a very young child. If the parents have no other children, they may not have a frame of reference for comparison, or they might not realize how disordered the structure of the Asperger’s social world is. In addition, if a child is very talkative and seems somewhat advanced in her interests, the parents may think the child is unusually gifted rather than narrowly and persistently focused on a subject, object, or topic.

It is important for the child to have an early diagnosis that is accurate so appropriate intervention can begin. Testing by qualified medical professionals can determine where a child falls on the autism spectrum and what treatments and therapies should be initiated. As with all disorders on the spectrum, early intervention offers the best hope for a promising future.

High-Functioning Autism 

High-functioning autism (HFA) is a disorder on the autism spectrum that is often confused with Asperger’s syndrome. It is, however, a distinct disorder. There is controversy about HFA because of the standard used to separate it from classical autism.

Statistically, many experts feel that approximately 75 percent of children with autism are mentally retarded. The technical standard for determining high-functioning autism and classical autism is the presence of mental retardation. In the past, a child with autism who was retarded was considered to have classical autism, and if retardation was not present, the disorder on the spectrum was high-functioning autism. If your child has a diagnosis of autism, do not assume he or she is retarded, as this may be the furthest thing from the truth. This is a very gray area and extremely difficult to determine for children on the autism spectrum.

The reason that this is a hotly debated issue is because of the difficulty of accurately measuring IQ in nonverbal children, as tests are constructed so that verbalization and the ability to conceptualize are mandatory. If a person is nonverbal and is unable to understand concepts, they will fail miserably at this method of determining intelligence. A score of seventy or below on an IQ test indicates a person is mentally retarded. However, a child with autism may not be measured accurately with the standardized IQ testing. Many physicians feel that children are inaccurately labeled as being retarded, which makes the line between classical autism and high-functioning autism harder to determine.

DOES THIS SOUND LIKE YOUR CHILD ?

There are gender tendencies in autism spectrum disorders. Seventy-five percent of children with autism and PDD-NOS are boys. Asperger’s syndrome affects boys at a ratio of 10 to 1 over girls. Fragile X and childhood disintegrative disorder are also more prevalent in boys. The only ASD to affect girls almost exclusively is Rett syndrome.

In everyday life, for parents, teachers, and most medical professionals, high-functioning autism is autism that is less debilitating than classical autism. If spectrum disorders could be viewed on a scale, high-functioning autism would fall between classical autism and PDD-NOS. As stated before, there is a fine line between HFA and Asperger’s—the primary difference is in the motor skills. Although there are always exceptions, children with classical or high-functioning autism will not have the deficits in motor skills that a child with Asperger’s displays.

Rett Syndrome and Other Spectrum Disorders 

This spectrum disorder is unique, as it affects girls almost exclusively. Until recently, it was thought that a male fetus could not survive the disorder, and therefore all victims were female. Research now shows that although Rett syndrome is rare in boys, it should not be excluded as a diagnosis just because of gender. Rett syndrome is a genetically caused disorder.

A gene mutation causes Rett syndrome, and the degree of the mutation determines the severity of the condition. If a boy does have Rett syndrome, he will display the symptoms differently than a classic Rett syndrome girl, and therefore DNA testing is required to determine this disorder in boys. Rett syndrome is a rare condition, affecting only 1 in 100,000 children. The diagnosis of Rett syndrome is made by the observation of symptoms similar to autism. However, the differences between the two conditions become more apparent as the child ages, due to the dramatic regression exhibited in Rett syndrome. Indicators of Rett syndrome include:

• Frequent hand-wringing motion, which is unique to this disorder

• Major milestones as an infant achieved

• Loss of skills and abilities beginning at age two with increase in hand wringing

• Loss of the ability to walk

• Profound retardation

• Social skills decreasing with age 

Girls with Rett syndrome are often misdiagnosed as being autistic when they are very young because of the similarities of symptoms. It is as the child ages, between the ages of five and ten, that the differences become apparent. The distinctive hand wringing is indicative of the disorder, and it interferes with normal motor functioning.

There are other lesser-known disorders on the autism spectrum such as childhood disintegrative disorder, fragile X syndrome, auditory processing disorder, hyperlexia, Williams syndrome, Prader-Willi syndrome, and Landau-Kleffner syndrome. A handful of disorders seem to fall among the better-known disorders. Most of these disorders are characterized by some of the same symptoms as other disorders on the spectrum, but they are less severe in their number and/or intensity. Other disorders are rare and seldom diagnosed in the face of other, more accepted diagnoses.

Implications of an ASD Diagnosis 

Actually receiving the diagnosis of a disorder on the autism spectrum is often the most difficult step you, as a parent, will encounter. Virtually all children with autism show the symptoms and can be diagnosed between the ages of two and four. The most common age for children to display the behaviors and traits of autism is between fifteen and twenty months. Although some children are born with certain qualities that cause their parents to take note and observe them for unusual behavior, it is most common for a child to develop normally up to about sixteen months and then begin to regress, losing skills that had been mastered. It is common for children with ASD to have normal speech and behavior patterns for a child of fifteen to twenty months and then lose that behavior and speech, retreating into a world that they alone occupy.
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