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1. People with autism have trouble with organisational skills, regardless of their intelligence and/or age.  Evan a “straight A” student with autism who has a photographic memory can be incapable of remembering to bring a pencil to class or of remembering a deadline for an assignment.  In such cases, aid should be provided in the least restrictive way possible.  Strategies could include having the student put a picture of a pencil on the cover of his notebook or maintaining a list of assignments to be completed at home.  Always praise the student when he remembers something he has previously forgotten.  Never denigrate or “harp” at him when he fails.  A lecture on the subject will not only NOT help, it will often make the problem worse.  He may begin to believe he can not remember to do or bring these things.

These students seem to have either the neatest or the messiest desks or lockers in the school.  The one with the messiest desk will need your help in frequent cleanups of the desk or locker so that he can find things.  Simply remember that he is probably not making a conscious choice to be messy.  He is most likely incapable of this organisational task without specific training.  Attempt to train him in organisational skills using small, specific steps.

2. People with autism have problems with abstract and conceptual thinking.  Some may eventually acquire abstract skills, but others never will.  When abstract concepts must be used, use visual cues, such as drawings or written words, to augment the abstract idea.  Avoid asking vague questions such as, “Why did you do that?”   Instead, say, “I did not like it when you slammed your book down when I said it was time for gym.  Next time put the book down gently and tell me you are angry.  Were you showing me that you did not want to go to gym, or that you did not want to stop reading?”  Avoid asking essay-type questions.  Be as concrete as possible in all your interactions with these students. 

3. An increase in unusual or difficult behaviours probably indicates an increase in stress.  Sometimes stress is caused by feeling a loss of control.  Many times the stress will only be alleviated when the student physically removes himself from the stressful event or situation.  If this occurs, a programme should be set up to assist the student in re-entering and/or staying in the stressful situation.  When this occurs, a “safe-place” or “safe-person” may come in handy.

4. Do not take misbehaviour personally.  The high-functioning person with autism is not a manipulative, scheming person who is trying to make life difficult.  They are seldom, if ever, capable of being manipulative.  Usually misbehaviour is the result of efforts to survive experiences which may be confusing, disorienting or frightening.  People with autism are, by virtue of their disability, egocentric.  Most have extreme difficulty reading the reactions of others.

5. Most high-functioning people with autism use and interpret speech literally.  Until you know the capabilities of the individual, you should avoid:

· idioms (eg save your breath, jump the gun, second thoughts)

· double meanings (most jokes have double meanings)

· sarcasm (eg saying, “Great!” after he has just spilled a bottle of ketchup on the table)

· nicknames

· “cute” names (eg Pal, Buddy, Wise Guy)

6. Remember that facial expressions and other social cues may not work.  Most individuals with autism have difficulty reading facial expressions and interpreting “body language.”  

7. If the student does not seem to be learning a task, break it down into smaller steps or present the task in several ways (eg visually, verbally, physically)

8. Avoid verbal overload.  Be clear.  Use shorter sentences if you perceive that the student is not fully understanding you.  Although he probably has no hearing problem and may be paying attention, he may have difficulty understanding your main point and identifying important information.

9. Prepare the student for all environmental and/or changes in routine, such as assembly, substitute teacher and rescheduling.  Use a written or visual schedule to prepare him for change.

10. Behaviour management works, but if incorrectly used, it can encourage robot-like behaviour, provide only a short term behaviour change or result in some form of aggression.  Use positive and chronologically age-appropriate behaviour procedures.

11. Consistent treatment and expectations from everyone is vital.

12. Be aware that normal levels of auditory and visual input can be perceived by the student as too much or too little.  For example, the hum of fluorescent lighting is extremely distracting for some people with autism.  Consider environmental changes such as removing “visual clutter” from the room or seating changes if the student seems distracted or upset by his classroom environment

13. If your high-functioning student with autism sues repetitive verbal arguments and/or repetitive verbal questions, you need to interrupt what can become a continuing, repetitive litany.  Continually responding in a logical manner or arguing back seldom stops this behaviour.  The subject of the argument or question is not always the subject which has upset him.  More often the individual is communicating a feeling of loss of control or uncertainty about someone or something in the environment.

Try requesting that he write down the question or argumentative statement.  then write down your reply.  This usually begins to calm him down and stops the repetitive activity.  If that doesn’t work, write down his repetitive question or argument and ask him to write down a logical reply (perhaps one he thinks you would make.)  This distracts from the escalating verbal aspect of the situation and may give him a more socially acceptable way of expressing frustration or anxiety.  Another alternative is role-playing the repetitive argument or question with you taking his part and having him answer you as he thinks you might

14. Since these individuals experience various communication difficulties, do not rely on students with autism to relay important messages to their parents about school events, assignments, school rules, etc., unless you try it on an experimental basis with follow-up or unless you are already certain that the student has mastered this skill.  Even sending home a note for his parents may not work.  The student may not remember to deliver the note or may lose it before reaching home.  Phone calls to parents work best until the skill can be developed.  Frequent and accurate communication between the teacher and parent (or primary care-giver) is very important.

15. If your class involves pairing off or choosing partners, either draw numbers or use some other arbitrary means of pairing.  Or ask an especially kind student if he or she would agree to choose the individual with autism as a partner before the pairing takes place.  The student with autism is most often the individual left with no partner.  This is unfortunate since these students could benefit most from having a partner.

16. Assume nothing when assessing skills.  For example, the individual with autism may be a “math whiz” in Algebra, but not able to make simple change at a cash register.  Or, he may have an incredible memory about books he has read, speeches he has heard or sports statistics, but still may not be able to remember to bring a pencil to class.  Uneven skills development is a hallmark of autism.

**************** BE POSITIVE *********************

**************** BE CREATIVE ********************

**************** BE FLEXIBLE *********************
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Kanner (1943) first added the diagnosis of autism to the psychiatric literature almost fifty years ago.  Since that time a large literature has developed which catalogues literally thousands of clinical and experimental studies of the syndrome.  It is only recently, however, that clinicians and researchers throughout the world have reached a consensus concerning the nature and the essential diagnostic criteria for autism.  The multidisciplinary professional advisory board of the Autism Society of America led the way in 1977 with the publication of the definition of the syndrome of autism (Ritvo and Freeman, 1977) followed in 1980 by the American Psychiatric Association’s publication of the 3rd edition of the Diagnostic Statistical Manual (DSM-III), which subsequently has been revised in 1984 and 1992.  These definitions typically follow a standard medical model.  Autism is considered to be a syndrome which is diagnosed by the appearance of characteristic symptoms and developmental delays early in life, usually prior to thirty months of age.  These symptoms are the result of neuropathology which in turn may have multiple aetiologies.  However, researchers still have not reached a consensus regarding specific evaluations necessary for identifying the syndrome nor have they agreed upon the symptoms that must present to establish it.  One particular sad legacy of our lack of diagnostic specificity has been the confusion for parents and professionals responsible for day to day management of autistic persons.

Currently, it is generally agreed that;

Autism is a spectrum disorder.  Its expression ranges from the very severely involved to those who are only mildly affected and may appear very close to normal.

Autism is a developmental diagnosis, ie expression of the syndrome varies with age and the developmental level of the person affected.  As with any other child, your child with autism will change as he/she grows older.

Autism is a retrospective diagnosis.  The diagnosis cannot be made without taking a careful developmental history from parents and persons involved in a child or adult’s life.

Autism can coexist with any other condition that any person may have.  The most commonly coexisting condition is mental retardation.  Just because a person has autism does not mean that he cannot have other diagnosable conditions.

Parents, when confronted with the diagnosis typically have many questions.  It is crucial to find someone who is willing to take the time to listen to you and answer these questions.  The purpose of this paper is to answer some of the questions I am most commonly asked by parents who are receiving the diagnosis for the first time.

What is autism?

This is by far the most frequently asked question.  In brief, Autism is a severely incapacitating lifelong developmental disability that typically appears in the first three years of life.  It is the result of a neurological disorder that affects functioning of the brain.  Autism and its behavioural symptoms occur in approximately 2-4 per 10,00 births.  Autism is four times more common in boys than girls.  It has been found throughout the world, in families of all racial, ethnic and social backgrounds.  There are no known factors in the psychological environment of the child that can cause autism.  Autism usually manifests itself by the appearance of typical behavioural symptoms in the following areas:

Disturbances in the rate of appearance of physical, social and language skills.

Abnormal responses to sensations.  Any one or a combination of senses or responses are affected, sight, hearing, touch, balance, reaction to pain or in the way the child holds his body.

Speech, language and non-verbal communication.

Abnormal ways of relating to people, objects and to events in the environment.

Autism can occur in association with other disorders which affect the function of the brain such as viral infections, metabolic disturbances and epilepsy.  It is important to distinguish autism from retardation or mental disorders as diagnostic confusion may result in inappropriate and ineffective treatment (ASA, 1977).

How do you know my child is autistic?

There are no medical tests for autism.  Autism is diagnosed by the presence of absence of certain behaviours both by history and examination.  As noted, a child must exhibit behaviours in four areas.  The first is the way a child develops.  For example, in the first year of life a normal child learns to walk, talk and interact with you, so that by the end of the first year you have a “little person” on your hands.  A child who is slow, learns those skills, but learns them at a slower rate.  A child with autism has very inconsistent development.  He/she may start to develop normally and then seem to stop; may start to talk and stop; may have very good motor skills or be very good in some areas and very poor in others.  It is this inconsistency in development that is important to making the diagnosis of autism.

The second area in which the children have problems is the way they see the world around them.  People with autism perceive the world like a FM radio station that is not exactly on the station when you are driving down the freeway.  Sometimes the world comes in clearly and at other times it does not.  Therefore, people with autism tend to respond very inconsistently.  For example, sometimes they will appear to hear you and at other times not to hear you.  Autistic persons will at times appear perfectly normal but at other times appear very withdrawn.  Inconsistency is a hallmark of autism.  Persons with autism may or may not at any time exhibit the behaviours we think of as indicative of the syndrome.

The third area in which a child has problems is in speech, language and nonverbal communication. The problem in autism is not that children do not talk (though some people with autism never develop speech,) but rather that they do not communicate.  Even people with autism who have relatively normal language development, have difficulty initiating conversations and volunteering information.  Thus, another hallmark of autism is a lack of an ability.  Often times what we see in young children is that they do not use the speech and language that they have.  A child may repeat everything heard but never use words to request things.

One final area of symptoms is in the way that children relate to people/objects and to events in the environment.  Persons with autism have difficulty initiating and sustaining relationships with children of a similar age.  Often times, relating to adults is not a problem.  As adults, we figure out what child wants and needs.  It is wanting to communicate and interact with other children that is critical to development.  It is not that autistic people do not relate, it is that they relate in peculiar ways.  It is not that people with autism do not want to make friends, but often times they do not know how.  Thus, it becomes critical to teach social skills.  However, social problems remain throughout life even in autistic persons who do the best.  These social deficits are the most difficult to overcome.

What causes autism

At this point in time we do not know what causes autism.  However, current research indicates that anything that can produce structural or functional damage in the central nervous system can also produce the syndrome of autism.  We know that certain viruses and known genetic conditions have been associated with autism (Ritvo et al., 1991.)  In addition, in rare cases there is more than one autistic child in a family.  At this point it is believed that about ten per cent cases of autism can be accounted for genetically.  Generally no one can tell you specifically why6 your child is autistic or why you have an autistic child and your neighbour does not.

Is there a cure for autism?

At this point in time we do not know what specifically causes autism so we cannot fix (cure) what is wrong with your child’s brain.  However, people with autism can and do get better.  They can lead happy productive lives when appropriate treatment is begun.

What is the treatment for autism?

Parents of a person with autism must constantly educate themselves about new treatments.  There is more misinformation about autism than any other disorder.  As the parent of an autistic child, you will be constantly bombarded by people who claim to cure autism.  Yet there is only one treatment that has passed the test of time and is effective for all children, autistic or normal, ie structured educational programmes geared to a persons developmental level of functioning.  Other treatments might be helpful at different points in an autistic persons life.  You should always keep an open mind and educate yourself regarding new treatments as they become available.  However, the majority of other treatments we hear about for autistic people have yet to be scientifically proven.  It is imperative that parents educate themselves before making a treatment decision, remembering that what is right for one child may not be right for another.  treatment decisions should always be made individually after an assessment and based on what is appropriate for your child and family.  Remember you as a parent know your child better than anyone and also the type of programme that is best going to help him/her.

How do I know if a treatment is appropriate?

This is a difficult question to answer.  Table 1 shows some general guidelines for evaluation of various treatment approaches.

TABLE 1

PRINCIPLES OF EVALUATING NEW TREATMENTS OF AUTISM

1
Approach any new treatment with hopeful scepticism.  Remember the goal of any treatment should be to help the person with autism become a fully functioning member of society

2
Beware of any programme or technique that is touted as effective or desirable for every person with autism

3
Beware of any programme that thwarts individualisation and potentially results in harmful programme decisions

4
Be aware that any treatment represents one of several options for a person with autism

5
Be aware that treatment should always depend on individual assessment information that points to it as an appropriate choice for a particular child

6
Be aware that no new treatment should be implemented until its proponents can specify assessment procedures necessary to determine whether it will be appropriate for an individual with autism

7
Be aware that debate over use of various techniques are often reduced to superficial arguments over who is right, moral and ethical and who is a true advocate for the children.  This can lead to results that are directly opposite to those intended including impediments to maximising programmes.

8
Be aware that often new treatments have not been validated scientifically

Table 2 lists questions you ask as a parent yourself prior to initiating a new treatment.

TABLE 2

Questions to ask Regarding Specific Treatment

1
Will the treatment result in harm to the child?

2
How will failure of the treatment affect my child and family?

3
Has the Treatment been validated scientifically?

4
Are there assessment procedures specified?

5
How will the treatment be integrated into the child’s current programme?  Do not become so infatuated with a given treatment that functional curriculum, vocational life and social skills are ignored.

Will my child regress?

The answer to this question generally is ‘no’.  All people have good days and bad days.  However, people with autism have more extreme swings.  Generally, in a well structured programme after early diagnosis, people with autism continue to improve throughout life.

What is my child’s IQ?

IQ scores as measured on cognitive tests, are important in assessing a child with autism.  However, it is important not to assign too much significance to a score on a test.  The problem for persons with autism is that they may have very good cognitive skills, but are unable to use them.  In general, people with autism can be divided into three groups, by age 5 or 6 years.  Approximately 50% of people with autism are also mentally retarded both in verbal and non-verbal skills; another 25% have normal non-verbal intelligence but poor language skills, and another 25% have normal language and non-verbal skills, (Freeman et al., 1991).  It is very difficult when a child is young to determine which of these three groups he/she will fall into.  Remember:  what is important is not a person’s IQ on a test but his or her ability to function independently in society.  Assessment of social adaptive skills is much more important than intellectual functioning.  I often tell parents it does not matter how smart a person is if they cannot get across the street.  It does not matter if a person does calculus if they cannot make change.


If the goal is to help autistic persons be integrated into society, then it becomes crucial to focus on the development of social/adaptive rather than cognitive/academic skills.

How autistic is my child?

This is the most difficult question to answer.  Currently there is no objective measure of how severe the autism is in an individual child.  Typically, we describe people as mildly autistic when they have normal intelligence.  However, there are people who have normal intelligence who also have many of the symptoms of autism and thus appear very autistic.  There are other people who score lower on intelligence tests but have fewer symptoms and have milder forms of the disorder.  At this point in time, we do not have an objective way of determining how autistic a person is.  Time will tell.  It is very important that autism be viewed developmentally and as a lifetime disorder.  Long term planning and periodic reassessments are essential to monitor persons with autism and alter their programmes as needs change.

What can I as a parent do?

The most important thing parents of persons with autism can do is to educate themselves about the disorder and become an advocate for your child and your family.  It is important to identify a professional who can help you through the system initially.  It is also critical to meet other parents of people with autism.  Parents are generally the most helpful to other parents.  Other parents can tell you how you can handle certain problems that may arise for your child and your family.  Furthermore service organisations will often listen more readily to parents than to professionals.  Finally, it is important that you love your child.  Treat him as normally as possible.  Autism is important; it is important to help you understand what is wrong with your child; and, it is important to help you get the services he/she needs.  After that, every child is different.  The more normally a person with autism is treated the better he/she is going to do.  While it is important to recognise that while treating a child normally is the ideal, it may take the child with autism longer to learn the things necessary to function independently in society as an adult.  However with love, early intervention and education, people with autism can and do lead happy, productive lives and can be integrated into society.  The problem is that society is not always tolerant of persons who are different.  It is up to us as parents and professionals to educate society and help them understand and appreciate these very special people challenged by autism.
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