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Preface

Parents of children with Autism Spectrum Disorders (ASD) often ask us to rec-

ommend books to help them to understand their children better and give

them ideas about how best to encourage their development. Although there

are hundreds of books, they tend to be either too difficult to read or rather

basic. We consulted parents before, during and after writing this book in the

hope of producing something that would fill this gap and be of value to as

many families as possible. We aimed to make it easy to read and fill it with

practical information about how to manage common problems in children

with ASD. We have described up-to-date research knowledge in a common-

sensical understandable way, to explain what strategies may be most helpful

and why. There are separate chapters on feeding, soiling, sleeping, preoccupa-

tions, communication, tantrums and aggressive behaviour. Each chapter has

several case examples describing different problems, why the child might be

behaving in this way and how parents might deal with them.

The book is in three parts. Part 1 describes the behaviours that might alert

parents to the possibility that their child has autism. It goes through the

assessment process and explains the emotional impact of a diagnosis. Part 2

gives an overview of how researchers believe children with autism think and

experience the world and hence why they tend to behave differently. This

understanding is then used throughout part 3 of the book to help to make

sense of the child’s behaviour and plan strategies to deal with difficult behav-

iours but, more important, to encourage the child’s development.

We have used the term ‘Autism Spectrum Disorders’ (ASD) throughout

this book to include all children and young people with difficulties on the

broader autism spectrum, including childhood autism, autistic disorder,

atypical autism, Asperger syndrome, Asperger disorder and Pervasive Devel-

opmental Disorder Not Otherwise Specified (PDD-NOS). The difference

between these diagnostic terms is described in Chapter 2, ‘Assessment’.

Where a specific diagnostic term is used – for example, Asperger syndrome or

autism – we are referring to children with that particular condition.

9



This book by its nature tends to centre on the difficulties of children on

the autism spectrum, but their strengths and abilities also need to be cele-

brated. They can experience great successes, be very skilled and knowledge-

able in different ways, have lots of fun, bring joy into their families and be very

much loved.
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part 1

Does My Child have

Autism Spectrum Disorder?





Chapter 1

First Worries

Parents are experts on their own children. No one knows your child as well as

you do. If you suspect that there is something wrong, you may very well be

right. The difficulty is often in working out what the problem might be, how

serious it is and with whom to check out your worries. Many of us discuss

these anxieties with family and friends in the first instance and then consult a

health professional (such as a health visitor or doctor) if we are still concerned.

Often we are reassured and, either quickly or gradually, the behaviours that

were of concern to us disappear. Sometimes, however, the child’s behaviour

and parental worries remain. If this is the case you may need to consult a

health professional again.

What is autism?

Autism Spectrum Disorder (ASD) is a developmental disorder that normally

becomes evident in the first three years of a child’s life. Current estimates are

that ASD including all the spectrum diagnoses occurs in approximately two to

seven per 1000 people. It is about one-tenth of this for the severe end of the

autism spectrum. This varies depending on which research you read and also

in which countries the research was carried out; it is also probably to do with

the way the diagnosis is made and the criteria used. It is about three to four

times more common in boys than in girls.

ASD affects communication, social interaction, imagination and behav-

iour. It is not something a child can catch. Parents do not cause it. It is a condition

that carries on into adolescence and adulthood. However, all children with

ASD will continue to make developmental progress and there is a great deal

that can be done to help.

13



Important points to remember

• There is no fixed pattern for the way in which ASD shows itself.

• There is no specific age at which symptoms first appear.

• Symptoms usually become apparent gradually.

• Specific symptoms vary considerably. The vast majority of
children will not have all of the symptoms listed.

• Symptoms vary with age. Some three-year-olds may repeat
phrases they hear over and over again, but they may not repeat at
all when they are seven.

• The severity of symptoms varies. For example, some children may
avoid eye contact almost completely, while others may have only
subtle difficulties.

• If your child has some of the symptoms, it does not automatically
mean that he has ASD. Many of the behaviours associated with
ASD can be due to other things; for example, avoiding eye
contact can be due to anxiety; not interacting very well with other
children may be due to shyness; delay in language development
may be due to hearing difficulties caused by several ear infections.

• Bad parenting does not cause ASD.

Can ASD be detected at birth?

ASD is not a condition that can be detected at birth. Babies with ASD look just

as beautiful as all other babies. There are no obvious characteristics and no

blood tests to detect the condition.

What might be the symptoms in the first six months?

Again, there are no obvious symptoms. Some babies are very passive, others

very restless – no different, in fact, from other babies, all of whom have their

own personalities and characteristics. Most parents of children who are later

diagnosed as having ASD comment that their babies seemed to be developing

normally in the early months, although many parents develop fears that some-

thing is not right in the first year of life.

Some families describe very passive babies or distraught, inconsolable

babies. These things can of course be due to many things, including tempera-
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ment. Some describe babies who rarely look at their parentss faces or eyes, or

who do little babbling or imitating of their parent’s movements or sounds.

These are signs to note and to talk about with a medical professional.

What might be the symptoms at six to twelve months?

Some children may be a little delayed in reaching their milestones, although

others develop in the usual way. As a very rough measure, by the age of 12

months children can usually crawl or move about, stand with support, say

single words such as ‘momma’ or ‘dada’ and use simple gestures such as

waving ‘bye bye’. If your child has not reached these milestones, he or she may

develop these skills over the following few months. However, a health profes-

sional (such as a health visitor or doctor) may want to monitor your child’s

progress. This does not necessarily mean that your child has ASD but may

signal other general developmental difficulties, speech and language delay or

delay in physical development. As a general rule children should be babbling

and using gestures by 12 months, and single words with meaning (other than

momma and dada) should be present by 16 months.

What might be the symptoms at 18 months?

In general, first concerns are aroused when a child is aged about 17 months.

This is relevant as this is the time that children receive their first vaccinations,

and some parents may associate the two events. To date, no link has been

found between the MMR vaccine and the cause of ASD and some researchers

think that parents blame the vaccine because ASD often first shows itself at

this age.

Children should be using two words together with meaning by the age of

24 months and failure to do this, or any loss of language in this period, is a

reason for you to see a health professional (such as your health visitor or

family doctor). Some children with ASD will have learnt skills which they

then appear to lose. In particular, some children with ASD gain and subse-

quently appear to lose language skills.

There may be many reasons why a child shows some of the behaviours

listed in the bax on the next page. If you are concerned, talk to a health profes-

sional (such as your health visitor or doctor). He or she will probably do some

simple checks and either arrange to see you again over the coming months, or

arrange for you take your son or daughter along to see a paediatrician.

Paediatricians are doctors who specialise in the development of babies and

FIRST WORRIES 15



children. Chapter 2, ‘Assessment’, describes what may happen when you visit

the paediatrician.
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Causes for concern at 18 months

Your child is:

• not making good eye contact with you.

• not responding readily to her name being called.

• showing very little interest in other people.

• seeming to be in ‘a world of her own’.

• having delayed language development. Children are usually able
to use ten words or more at this age.

• losing language. Some children stop using words they had used
before and do not learn new words.

• not using gestures such as pointing to indicate she wants
something.

• taking an adult’s hand and putting it on things that she wants
opened, rather than gesturing, pointing and using eye contact
and language.

• not appearing to understand your gestures such as pointing.

• not playing pretend games (for example, playing pretend
teatime).

• seeming to be fascinated by parts of toys, rather than playing
with them as intended – for example, constantly spinning the
wheels of a toy car rather than running it along the floor.

• spending long periods of time lining things up, and becoming
much more distressed than you might expect when someone
moves them.

• making unusual movements such as walking on tiptoes all of the
time or flapping her hands excessively.

• insisting on carrying around items in twos, one in each hand,
often the same shape and colour.



What might be the symptoms at three to five years?

It will be very clear by the age of three years, with some children, that there is

something wrong. In more severe cases of autism, for example, the child may

be very much in a world of his own most of the time, and may seem to treat

people as if they were objects. He may be unable to use or understand

language, seem fascinated by household items rather than toys, and spend

long periods of time rocking or flapping his hands. Others may have much

more subtle symptoms that only gradually become more evident. Sometimes,

difficulties become clearer at nursery or play group.
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Causes for concern at three to five years

Your child is:

• not making good eye contact with you or other people.

• not very interested in other people.

• playing on her own rather than showing interest in playing with
other children.

• showing an unusual reaction to distress in others, for instance
ignoring them or laughing.

• standing out as behaving differently at playgroup; for example,
she may continue to wander around the room when the other
children are sitting down at story time.

• using language that may seem different from that of the other
children at nursery. For example, she may:

° have very little language

° have a great deal of language (but this may be very repetitive or
verbose)

° repeat phrases from films, videos or TV programmes

° copy phrases she has just heard (this is often called ‘echolalia’)

° have difficulty understanding.

• having little or no interest in pretend play or being puzzled by
the imaginative play of other children.

• not interested in joining in group games such as ‘Ring a ring o’
roses’ or may be insistent on playing it in a particular way.



Many of these behaviours can be seen in children who are developing in a

healthy way. However, in that case they usually stop after a few days or weeks.

You should see your doctor if you are worried.

What might be the symptoms at six to eleven years?

All children are different. They often develop different skills at different times.

They all have their own personalities. Some are very outgoing, others very

shy. Some find the transition to school very difficult and take some time to

settle, others settle almost immediately. However, after the first term at school,
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• very preoccupied with particular games or toys (i.e. playing with
the same thing every day for many hours at a time) and becomes
extremely upset if prevented from continuing.

• preoccupied with unusual things for a young child, such as lamp
posts, grids, potato peelers, maps, road signs, traffic lights, logos.

• insisting on things being the same – for example ornaments
being in exactly the same position.

• showing a liking for routine – for example having to go into a
particular room and sit on a particular chair before doing
anything else.

• making unusual movements such as spinning round or rocking
repeatedly

• making unusual hand or finger movements such as flapping his
hands or moving his fingers in front of his eyes.

• fascinated by patterns or movement in everyday objects such as
lining up books or cars and moving her hand back and forth
repeatedly, watching the patterns she makes.

• very sensitive to noise, e.g. often putting his hands over his ears
or becoming very upset at the sound of loud noises which do not
seem to upset other people.

• very sensitive to smells, e.g. very often smelling food before
eating it or sniffing clothes or people repeatedly.

• very sensitive to touch, e.g. stroking items for long periods of
time or hating the feel of certain fabrics to the point of distress.



experienced primary school teachers are usually very good at noticing if a

child’s behaviour is out of the ordinary compared with others of the same age.

If you have concerns about your child’s development, you may find their

observations helpful. Some children with ASD will have more subtle difficul-
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Causes for concern at six to eleven years

Your child is:

• making poor eye contact with people.

• unlikely to use readily gestures such as pointing, beckoning,
waving or a making a ‘shhh’ gesture with their finger to mean
‘be quiet’.

• without close friends of the same age.

• not showing the teacher their drawings or work unless asked to.

• finding it much harder to share than other children.

• not very good at taking turns, and likes to be first all of the time.

• apparently unconcerned about other children’s feelings.

• saying the same thing over and over again.

• not pursuing or enjoying pretend play with other children.

• not easy to converse with about something you want to talk
about.

• you may feel, talking ‘at’ you and not really concerned whether
you are interested or bored with the topic she is talking about.

• fascinated by a topic which takes up large amounts of time and
may seem slightly unusual, for example learning the capacity of
all of the football grounds in the league.

• talking in a way that may be slightly unusual: for example, in a
very loud, expressionless tone or with a different accent – say, an
English child with English parents talking with an American
accent.

• wanting to play with the same things and nothing else for very
long periods of time.

• flapping her hands or making odd movements when upset or
excited.



ties (such as those experienced with mild Asperger syndrome) and they may

have escaped the notice of those around them until they are older and social

skills are required more. As a child becomes older adults and peers are less

tolerant of wide variations in social behaviour than they are when the child is

in infancy. Social difficulties begin to stick out more as the child grows.

What might be the symptoms at 12 to 17 years?

In most cases, problems on the autism spectrum are detected before a young

person reaches adolescence. ASD does not suddenly develop at this age. If

your adolescent has been developing normally and there is a sudden and

dramatic change in his behaviour, it is unlikely that ASD is the cause. Adoles-

cence is a time of change and it is not unusual for young people to seek inde-

pendence. This often causes conflict in families and, although a difficult time

for parents, it is a normal developmental process. If you are very concerned,

however, you should see your doctor as other problems or illnesses may arise

in adolescence.
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Sometimes parents may have suspected for some time that their child is a

little different. They may have noticed some of the behaviours outlined above,

but have explained them away by saying that the child is shy or introverted in

nature – particularly if one of the parents or relatives is similar in personality.

This may be the most likely explanation. If, however, you can look back and

recognise several of the behaviours described above and notice continued

problems in the following areas you should consider further assessment.

Remember that many of the behaviours described here can have other expla-

nations. If you are concerned seek the advice of your doctor.

Summary

• Autism Spectrum Disorder (ASD) is a developmental disorder that
normally becomes evident in the first three years of a child’s life.

• ASD is not something a child can catch. It is not caused by
parents.
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Causes for concern at 12 to 17 years

Your child is:

• making poor eye contact.

• making flat or unusual facial expressions.

• having difficulty making and keeping friends.

• manifesting a poor understanding of the needs of others in
conversation.

• having difficulty guessing how others are thinking or feeling
(and so regularly misjudging what to say or do in social or
emotional situations).

• exhibiting socially inappropriate behaviour.

• showing an obsessive need for routine.

• showing a tendency to be very literal.

• displaying compulsive behaviours.



• ASD is a condition that carries on into adolescence and
adulthood, although all children will continue to make
developmental progress.

• Symptoms vary in content and severity and by age.

• Children with ASD can have a range of temperaments and IQs.

• This chapter explains some of the more common difficulties
apparent at different ages, but it is not exhaustive. If you are
concerned you should see your doctor.
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Chapter 2

Assessment

Chapter 1, ‘First Worries’, outlines some of the signs of ASD at different ages.

If you think that several of these symptoms apply to your child you should go

to see your health visitor or doctor. He or she will be able to help you to decide

whether a more detailed assessment would be helpful, and may be able to

reassure you that all is well or may give you some specific advice. If he or she is

uncertain you will be referred to a specialist or a specialist service. This could

be one of the following:

• a paediatrician (a specialist children’s doctor)

• a child clinical psychologist (a psychologist specialising in
children’s development)

• a child psychiatrist (a psychiatrist specialising in children’s
development who is also a doctor)

• a speech therapist for a language and communication assessment
(a therapist specialising in children’s communication skills)

• a child development team (a group of different therapists who
might all be involved in the assessment on the day you visit the
hospital).

There are many different systems for the assessment of children. They vary

depending on where you live and what is available. Waiting times for an

appointment also vary.

What will happen when we get to see the specialists?

Again, this will vary, but some of the following scenarios are likely.
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With you

The specialists will talk with you about your worries about your child. They

will take you through the life of your child, asking you about your pregnancy

and your child’s birth, temperament, developmental milestones, sleeping and

feeding, medical history, behaviour and interactions with other people and

children.

They will ask about other members of your family and may draw a family

tree.

With your child

• Playing! Most of the assessment with a young child is play.
Children nearly always have a great time and are completely
unaware that the purpose behind the play is assessment.

• Talking. With older children and adolescents, there may be some
informal chatting with the therapist and some age-appropriate
games and tests.
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• Hearing test.

• Blood tests. ASD cannot be detected by blood tests. Occasionally
blood tests are taken to rule out other genetic conditions such as
Fragile X. (Fragile X syndrome is extremely rare. It is an inherited
cause of learning disability.)

At the end of the first appointment

Occasionally, the specialists may be able to tell you straight away if they think

your child has difficulties on the autism spectrum. More often this is not the

case.

More assessment may be necessary. This might include some of the fol-

lowing:

• observing your child at nursery, school or home

• if your child is under five, attending a number of sessions in a
group with other children where therapists will be able to help
with his needs and continue to assess him

• the therapist talking with the teacher about any concerns

• referral to another specialist such as a speech therapist, child
psychologist or child psychiatrist (sometimes there is a team
assessment with several people assessing your child)

• a developmental or cognitive assessment of the child. (Again this
is mostly play or games or puzzles which most children enjoy.)
The purpose of this is to check whether there are any particular
areas in development where the child has strengths or difficulties.
It is important to remember, however, that cognitive assessments
or IQ tests are often not very reliable indicators of young
children’s abilities, particularly for children with ASD when they
don’t want to cooperate

• more detailed discussion with you.

How long will it take before I get to know if it is an Autism Spectrum Disorder?

This will vary depending on the child. If the child’s difficulties are at the

severe end of the autism spectrum a diagnosis may be made very quickly. More

often, it may be several weeks or months before the assessment is complete.
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The specialists may need to see you and your child in different settings. They

may need to see changes in development over a period of time.

ASD can be difficult to diagnose. This is because some of the behaviours

and difficulties can be associated with other problems. For example, a child

may not be responding to other people because of a hearing impairment.

There may be delay in several areas of his development, such as walking,

talking and understanding, which makes it difficult for the specialists to be

sure about whether his behaviour is more like that of a much younger child

(indicating an overall developmental delay) or whether the main problem is

ASD. Some children are temperamentally rather shy and take a while to feel

comfortable in the company of other children or adults. Occasionally other

things, such as severe anxiety or traumatic life experiences, can lead to a child

having some behaviours that look like ASD.

Although the assessment process may be long and frustrating, it is impor-

tant that the right diagnosis is made.

Some of the assessments used in diagnosis

• Autism Diagnostic Interview – Revised (ADI-R). An interview
with parents that takes around three hours.

• Autism Diagnostic Observation Schedule – Generic (ADOS-G). A
play assessment with young children (or a structured informal chat
with older children) that takes about one hour.

• Diagnostic Interview for Social and Communication Disorders
(DISCO). An interview with parents that takes about three hours
or more.

• Children’s Autism Rating Scale (CARS). This is an assessment of
the child’s behaviour.

• Checklist for Autism in Toddlers (CHAT). For children aged 18
months. This is a brief screening (ten minutes) to check for things
such as pretend play, pointing to show interest and joint attention.

• Developmental assessments such as the Wechsler Intelligence
Scale for Children – Revised (WISC-R). An assessment with the
child using various tests.
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How is a diagnosis on the autism spectrum made?

The specialists will be using their wide theoretical knowledge about the

nature of ASD. There are hundreds of books about ASD. The majority are long

and complex. Although they are widely read by specialists, many parents

complain that they haven’t the time to read or make sense of the theories. We

have, therefore, tried to summarise the main theories using everyday language

in Part 2, ‘How do Children with Autism Spectrum Disorders View the

World?’. Our experience of working with families shows that this under-

standing helps parents to understand more about diagnosis and about how

best to help their children once they are diagnosed.

In additional to their theoretical knowledge, the specialists will concen-

trate on the specific factors included below in order to make a diagnosis. They

need to be sure that:

• the child or young person has the cluster of core problems
associated with ASD

• the core problems are clear in all settings: at home and at school
or nursery

• the core problems are sufficient in severity and

• there are no other explanations for the difficulties.

The cluster of core problems

There are three core areas of impairment in children with ASD. For a diagnosis

of ASD, the child will experience significant problems in all three areas, which

are:

1. social

2. communication

3. repetitive and unusual behaviour.

Each of these areas warrants detailed assessment.

Some symptoms in the social area are associated with something called

Mindblindness, (see Chapter 4). If you don’t understand that someone else has

different thoughts and a different point of view, you are likely to have

problems with:

• eye contact

• the use of gestures and facial expressions in communication
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• playing with others and making friendships

• sharing and turn-taking

• understanding the emotions of others and being compassionate
(for example, when people are upset)

• sharing excitement and pleasure with others.

Language and communication difficulties and impaired development of imagi-

nation are also core features and include:

• delay in language development with few attempts to compensate
by using gestures

• for those children who have developed language

° problems initiating and sustaining conversation

° problems with abstract language and a tendency to take things
literally

° unusual, odd or repetitive use of language: for example, one
teacher, in trying to encourage a boy with Asperger syndrome
to start his maths by saying, ‘Just get down to it Tom’, was
surprised to find him lying on the floor with his book!

• delay in acquisition of flexible imagination skills, e.g. it may take
a long time for the child to understand the concept of pretend and
to be able to extend pretend play.

Some of the problems with repetitive and unusual behaviours relate to problems

understanding the gist of situations (see Chapter 5), problems with the devel-

opment of imagination and a need to seek refuge from the stress of the social

world. These include:

• preoccupations of an intense nature

• preoccupations with very unusual things

• preoccupations of a sensory nature or preoccupations with
patterns, detail or the movement of objects

• mannerisms and repetitive odd movements

• intense routines or compulsions and problems dealing with
change of routine.
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Many of these problems are part of the standard diagnostic criteria that spe-

cialists look for as part of the assessment. These are usually either:

• criteria from the American Psychiatric Association – the Diagnostic
and Statistical Manual of Mental Disorders, Fourth Edition (DSM-IV)
(1994) or,

• criteria from the World Health Organisation – International
Statistical Classification of Diseases and Related Health Problems, Tenth
Edition (ICD-10) (1992).

If the specialists find that there are significant problems with language or

repetitive behaviours but not with social functioning, a diagnosis of ASD may

not be appropriate. This does not mean to say that your child does not have

needs that require attention, just that a different diagnosis or explanation is

appropriate and that your child should be treated accordingly. For example, if

the child exhibits lots of repetitive behaviours – such as lining toys up in par-

ticular way, insisting that he will only drink out of a certain coloured cup or

that he has to count up to ten before he can enter a room – but has good social,

language and communication skills, then the possibility that he has Obsessive

Compulsive Disorder may be explored. Similarly some children have

problems with language but have healthy social development and no repeti-

tive behaviours – this may be a Specific Language Impairment.

Core problems in all settings

If a child has ASD, his behaviours are clear in all settings: ASD is not some-

thing that happens just at school or just at home, for example. The behaviours

may be worse in some settings than in others but careful assessment will help

to make this clear.

Severity

The specialists will pay particular attention to the severity of each of the

symptoms. A diagnosis of ASD is likely to be made if there are several

symptoms in the core cluster that are judged to be severe. Less severe

symptoms can make diagnosis more difficult and it may take a longer period

of time. The specialists will assess this by comparing the behaviour of

normally developing children of the same age or ability with the behaviour of

the child being assessed.
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Other explanations

Assessing professionals will want to make sure that some of the child’s behav-

iours that look like ASD are not being caused by other problems. These

include hearing problems, behavioural problems, developmental delay, speech

and language impairment and certain types of brain damage. Problems such as

dyspraxia (when the nerves and muscles work normally but coordinating

complex movements is difficult) and dyslexia (where there are specific reading

and spelling problems) are not on the autism spectrum although they may be

found alongside ASD in some people. Children with ASD may of course also

have some or all of the above difficulties. Some children may have some of

these difficulties but not ASD! For example, some children with speech delay

are also delayed in their social development and show some repetitive behav-

iours. However, as their language skills improve, their social skills develop,

their behaviour becomes less repetitive and ASD is no longer considered. The

job of the specialists is to ensure that a correct diagnosis is made. If there are

any uncertainties, they will discuss this with you and possibly delay making a

diagnosis.

Diagnosis

what is the difference between autism, Asperger syndrome, atypical autism and high
functioning autism?

There is a lot of confusion about the labels used to describe ASD. Although

ASD describes a set of behaviours, these behaviours vary from person to

person in the severity of symptoms and the combination of symptoms.

While children with autism may be more likely to have low intelligence,

some can be very intelligent. Similarly, the temperament of children with ASD

may differ radically. Some are very placid while some may be very strong

willed. Thus, children with the same diagnosis will be different.

Another confusion is that when doctors use one of the two internationally

recognised diagnostic criteria they will use different words to describe diag-

noses.

Table 2.1 shows the different use of words for the same broad symptoms.
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Table 2.1 DSM-IV and ICD-10 diagnostic classifications

used to describe the same broad symptoms

ICD-10 DSM-IV

Childhood autism Autistic disorder

Asperger syndrome Asperger disorder

Atypical autism Pervasive Developmental Disorder Not
Otherwise Specified (PDD-NOS)

Autism Spectrum Disorder

The term ‘Autism Spectrum Disorder’ (ASD) is not a single diagnosis. It refers

to any one of the above diagnoses: autism, Asperger syndrome, Pervasive

Developmental Disorder Not Otherwise Specified, etc. It is a catch-all phrase

to include all the diagnoses on the spectrum.

Autism (childhood autism or autistic disorder)

Children and young people given this diagnosis will have shown impairments

in social interaction, communication and imaginative play before the age of

three years as well as stereotyped behaviours, interests and activities.

Asperger syndrome or Asperger disorder

Children and young people given this diagnosis will have shown impairments

in social interactions and restricted interests and activities, with no significant

general delay in language, and fall in the average or above average range of

intelligence.

Atypical autism or Pervasive Developmental Disorder – Not Otherwise Specified

This diagnosis may be made when a child does not meet the full criteria for a

diagnosis of autism or Asperger syndrome, but there is a severe and pervasive

impairment in the areas affected by ASD.

Other terms sometimes used
HIGH FUNCTIONING AUTISM

This term is sometimes given to indicate that the young person has the same

difficulties as those described as having autism but that he or she has an

average or above average level of intelligence.
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SEMANTIC PRAGMATIC DISORDER AND PATHOLOGICAL DEMAND AVOIDANCE

Occasionally terms such as Semantic Pragmatic Disorder or Pathological

Demand Avoidance are used. These do not currently exist within either of the

two main classification systems. They are terms suggested by some research

groups. All children on the autism spectrum have pragmatic language difficul-

ties. Children on the autism spectrum who have strong-willed temperaments

give powerful resistance to any demands made of them. The research groups

in question have suggested some useful strategies for dealing with such diffi-

culties but it remains to be seen whether they are truly separate diagnostic

groups. Most clinicians tend to stick to established and recognised categories

around which most of the productive intervention research to date has been

based.

Conclusion

The diagnostic process will have been emotionally a very difficult one for

most parents. We will discuss this in more detail in Chapter 3, ‘The Emotional

Impact on the Family’. It is important to remember, however, that all children

with ASD will continue to make progress.

Most specialists will be pleased to explain the process of assessment and

diagnosis with you. If you are uncertain about anything don’t be afraid to ask

or tell them if you disagree. The aim is always to complete an assessment that

will provide information to help you to help your child.

This chapter is by its nature the driest. We hope that most readers will find

the following chapters, which are geared to understanding ASD and to what

can constructively be done to help children, more interesting.

Summary

• This chapter outlines some of the things that might happen when
your child is being assessed for ASD.

• It explains how a diagnosis is made and what the different terms
mean.

• The process of assessing children for ASD is likely to occur over a
period of time. It may take several weeks or months.
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Chapter 3

The Emotional Impact
on the Family

Before diagnosis

At first parents do not know that their child has autism. Sometimes they have a

family member or friend with autism. However, at some point suspicions are

raised that something is wrong. This may have been by you, as a parent or

carer, or by someone else, such as a friend or professional.

Most parents will say that they noticed something was not quite right

with their child but they could not say what: this may be especially true if the

child is their first or if they have no other children with whom to compare

milestones and development. Parents may also have grandparents telling

them not to worry. Often, parents will have spoken with their health visitor or

doctor or have had their child checked for hearing problems or developmen-

tal delay. It is common for parents to be angry with relatives, friends or profes-

sionals either for drawing attention to problems when they think there are

none or for not taking notice of their concerns.

Before diagnosis many parents will doubt their own abilities. They may

struggle to understand why things that worked for their previous children are

not working now, or why something that worked for other parents doesn’t

work for them; or they may think they are no good at being parents. Some-

times professionals may have misinterpreted the child’s behaviour, further

contributing to parents’ feelings of confusion and failure. These are common

thoughts but we know for certain that ASDs are not caused by bad parenting.

Researchers have found that people deal with difficult situations and

stresses in different ways. Some people may invest enormous amounts of
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energy in a diagnosis of ASD while others may not see their child’s difficulties

as fitting into the spectrum.

Coping when the diagnosis is made

Families may go through a range of emotions when they are told that their

child has autism. This will vary very much between families, and each family

member has his or her own emotional journey to make. Some families have

been through a lengthy diagnostic process and some have had to wait a long

time for appointments. Some have found the process has gone so quickly that

they have little time to think through the implications and adjust emotionally.

With some children diagnosis is easier to make at a younger age and with

some, diagnosis is not easy because the difficulties are subtle rather than

obvious. All of these things will affect how parents feel towards the diagnosis

and towards the services supporting them. In general, services are geared to

supporting children and families, and professionals will be helpful although

they may be under a lot of stress with time restraints and waiting lists.

All parents are different and emotional responses vary widely. You may or

may not experience some of the following emotions at different times.

Relief

If parents have felt frustrated at not being taken seriously about their worries

concerning their child, or diagnosis has taken a long time, they sometimes

temporarily experience relief. They say that finally they can begin to make

sense of their child’s behaviour and start to get the right sort of help.

Guilt

It is very common for parents to worry that they have done something wrong

during pregnancy or in parenting and that this is why their child is behaving

as he is. If you are feeling like this you are not alone. But remember, research

shows that children do not develop ASD because of something the parents

have done wrong in their parenting.

Loss

Most parents have dreams and aspirations for their children both before they

are born and when they are small (‘she’s going to be a ballerina’, ‘he’ll support

my football team’, ‘she’ll go to university and marry someone really nice and
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we’ll have grandchildren’). Particularly before their first child they have an

idea of how they would like that child to be. As we watch our babies grow into

children and young people, most of us have to adjust these ideas as we get to

know the individual that is our child and we gradually realise that they have

their own personality and individuality. We can help to shape personalities

and nurture our children, but we cannot make them something they are not.

This process is heightened with children with ASD as we come to realise

that they may never be able easily to do some of the things that we had hoped

and wished, or things that we take for granted. Parents may ask questions

such as ‘Why me?’ or wish things had been different. This is a normal

response to any loss, including loss of hopes for the future.

Fear for the future

Parents may have fears for the future of their children. When a child is diag-

nosed with ASD parents experience not only feelings of sadness and loss, but

a range of fears for the future which replace the hopes and expectations that

they may have had. These are difficult processes to adjust to. Families may

have to realign their aspirations for their child, and keep the future in mind as

their child develops.

Seeking information

Some families may wish to gather as much information as possible and seek

out others who have a shared experience. Others may avoid information and

try to put any reminder out of their minds. Many young people and their

families now have access to the Internet and will seek out their own informa-

tion sources. Many such sources are mentioned in this book in the resources

section.

Beliefs about where the ASD came from

Different families may have different beliefs about where the ASD came from

and this can have quite an impact upon emotions and coping. For example,

some families may look at other family members with similar traits or difficul-

ties. This may lead to feelings of guilt in the affected relative, or may lead to

blame by other family members (‘if only she or he hadn’t married him or her’).

Some attributions may be environmental, for example, putting ASD down to

birth trauma. Each of these may alter the way individuals within the family

relate to each other, and towards the child.
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Some family members may believe that their child is doomed. This can

cause people to think very negatively for a while. Usually, these thoughts

change with time and parents begin to think about what they can do to help

their children to develop in the best ways possible. In our experience being

positive helps a great deal.

Altered relationships in the family

When a child is diagnosed as being on the autism spectrum the family will

find that they have to make adjustments. The child will inevitably be treated

differently. This will be difficult for parents, brothers, sisters and grandpar-

ents. We have found that this process can become easier as people gradually

unlock their fears and develop more understanding about why the child

behaves in unusual ways at times.

Parents

Stress between parents is very common, particularly if there is any misunder-

standing or disagreement about the diagnosis. Many professionals encourage

both parents to attend the assessment sessions wherever possible and will try

to be flexible. However, they recognise that it can be very difficult to juggle
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work commitments around appointments. Many professionals will organise

an appointment to discuss issues related to diagnosis with both parents. It is

also important to remember that emotional reactions to diagnoses are likely to

differ from person to person. It may take one parent much longer to cope with

the implications than the other.

PLANNING FOR OTHER CHILDREN

This will be an important decision for all parents. In general, if one child in a

family has autism then there is about a 2 to 3 per cent chance that another will

have autism. Different research studies have found chances of between 60 per

cent and 95 per cent among identical twins, with the lower percentage being

for a full diagnosis and the higher percentages being found when any

symptoms of ASD are included. There is increased research on the genetic

aspects of autism, and it is likely that there are different genetic pathways to

autism, so these figures above are rough generalisations only. If in doubt, ask

your doctor. In some situations specialists in genetics will be able to offer you

information.

Brothers and sisters

Brothers and sisters may worry about whether they too will become ill, and

may become sad that they cannot have an ordinary playful relationship with

their sibling as some of their friends do. They may be frightened of their

brother or sister or jealous of the time that their parents are devoting to him or

her. They may also be enriched by having a sibling with ASD and may be

helpful without being burdened with too much responsibility. There are some

good books which have been written to help brothers and sisters understand

more about autism, and these are listed in the References and Resources

section of this book.

Grandparents

It is hard for grandparents too when they hear that their grandchild has a

diagnosis of on the autism spectrum. They will experience a variety of

emotions that will be different for everyone and may include shock, denial,

grief and worry or a combination of these.

Sometimes the diagnosis will come as a complete shock. In this case,

grandparents may not believe what they have been told. They may think that

the child’s behaviour is due to poor discipline or that the diagnosis is just
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another word for bad behaviour. They may never have heard of Asperger

syndrome. They may perhaps have heard of ASD or know of a child with a

diagnosis of it who is very different from their grandchild. They might

perceive their grandchild as ‘too clever’ to have ASD, particularly if he or she

has some isolated precocious skills such as learning numbers and colours well

before his or her peers. They may try to offer reassurance by saying that the

child will ‘grow out of it’. Many of the parents we have spoken to tell us how

difficult it is for them when their own parents cannot accept the diagnosis.

They may have been through a long process themselves, gradually coming to

terms with the diagnosis. In their distress they may forget that information

and time have helped them towards acceptance and that their parents will

need help to understand too.

Grandparents experience grief too. They might become aware that their

grandchild may not be able to do some of the things they had hoped. They

may worry about the child’s future but also about how having a child with

ASD will affect their son or daughter.

HOW CAN GRANDPARENTS HELP?

When we ask parents this question, they give us many different responses;

• Try to accept the diagnosis.

• Remember that poor parenting does not cause ASD.

• Try not to be critical (or at least be constructive when you are
critical).

• Offer practical help if you can.

• Try not to blame. Comments like ‘he doesn’t get it from our side
of the family’ are very unhelpful.

• Just listen. Sometimes parents want to tell you how hard it is for
them.

• Get to know your grandchild by finding out about his interests
with him.

• Appreciate what your grandchild can do and keep noticing when
he develops new skills.
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Stigma

Some families (thankfully fewer today than in years gone by) receive negative

comments from other people in the community. A typical example is criticism

when shopping. Criticism when a child is having a temper tantrum can be

hurtful. We may be trying to stick to a particular way of managing things that

is hard to practise when other people are watching. Some parents ignore this,

some explain that their child has ASD, and we know some who have handed

out a card explaining autism. All of these strategies can work. What doesn’t

work for either parent or child is staying at home for fear of criticism. Occa-

sionally people will be deliberately unpleasant and we should not allow such

people to make us feel bad. Discussing healthy coping strategies for these

kinds of occurrences will be very helpful.

How to get through it all

In general the following may be helpful:

• Accept the diagnosis of ASD and help other family members to do
so.

• Find a supportive family and/or friendship-based network.

• Obtain accurate information about ASD.

• Develop a positive attitude, positive beliefs and positive coping
strategies.

• Develop constructive relationships with school, voluntary and
health services.
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Helen was the mum of a boy with autism called Jed. She explained that she

first became very self-conscious in public and would not take him out. She

said that as he became older she became stronger and there came a point

where she decided that she would live her life and do all the things she

wanted to do with Jed without worrying about what others thought or

said. She coped with this by seeing people as belonging to two camps:

those who had a broad-minded perspective and those who were not

tolerant. She learned quickly who to value and who not to worry about.

Friendships were strong and lasting, but she felt that she had fewer ‘ac-

quaintances’ than she might otherwise have had.



• See family life in broader terms and try to keep healthy family
routines and attitudes going in your family where possible. It is
easy for ASD to become the focus of the family. Consider your
needs as parents and your relationship (you have to be OK to
look after everyone else, so it is OK to have time out and fun).
Consider the needs of other children in the family. They are
developing too and still need love and attention.

• Develop resilience to unfair or unpleasant criticisms of your
parenting or your child.

• Remember that your son or daughter has his or her own unique
personality, skills and attributes. Parents frequently tell us about
the excitement and fun they have with their children, their delight
in watching their special talents develop and their joy in seeing
them make progress.

Summary

• Families may go through a range of emotions when they are told
that their child has autism, including loss, relief, guilt and fear for
the future.

• It is helpful to accept the diagnosis of ASD and help other family
members to do so.

• All parents are different and their emotional responses may vary
widely.

• Having a child with ASD has an impact on all members of the
family including siblings and grandparents.

• It is helpful to try to develop positive attitudes, positive beliefs
and positive coping strategies.
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How Do Children with

Autism Spectrum Disorders

View the World?





Chapter 4

Mindblindness

‘Mindblindness’ refers to being blind to the minds of other people. It means

that people with Autism Spectrum Disorders (ASDs) have great difficulty

understanding the point of view or the thoughts or feelings of someone else.

Some researchers have called this poor ‘Theory of Mind’, as shorthand for

saying that children with ASD have poor understanding of what other people

are thinking or feeling: a poor understanding of the minds of others. ‘Theory

of Mind’ (TOM) refers to our ability to make accurate guesses about what

people might be thinking or feeling or help us to predict what they are going

to do. This is a crucial skill for being able to get on socially. Mindblindness is

where we have problems with this. A child with severe autism may have a

totally impaired TOM but more often TOM is developmentally delayed. In

other words, children on the autism spectrum develop these skills later and to

a lesser degree than others.

The Sally Ann test

Simon Baron-Cohen was the first person to use the term ‘mindblindness’ as a

way of explaining some of the problems experienced by people with ASD.

There is also a very simple test that is sometimes used in part of the assessment

of younger children – the Sally Ann test (Wimmer and Perner 1983). This is a

straightforward way of explaining Theory of Mind.
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Children with poor TOM, or mindblindness, do not understand that Sally

does not know that the marble has been moved from the basket to the box.

They tend to say that Sally will look in the box. They seem to rely on their

own experience or knowledge of where the marble is without considering the

knowledge or experience of the other person. They don’t seem to see things

from Sally’s point of view, only their own. Around 80 per cent of typically
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1. Sally has a basket. Anne has a box.

Sally puts her marble in the basket.

4. Sally comes back. Where does Sally

look to get her marble?

3. While Sally is not there, Anne takes

the marble and puts it in the box.

2. Sally leaves the room.

Figure 4.1: The Sally Anne test (after Wimmer and Perner 1983)



developing four-year-olds realise that Sally will think the marble is where she

left it – in the basket. Only about 20 per cent of four-year-old children who

have ASD will say that Sally will look in the basket.

Considering the world from another person’s point of view seems to be

very difficult for the majority of people with ASD. If we try to imagine being

unable to understand how someone else is thinking or feeling or consider

their point of view, we realise how confusing and frightening the world must

seem and how difficult social interactions must be. It is not surprising, there-

fore, that young people with ASD appear to be very self-centred and behave

differently from other children. This is not the same as selfishness. It is a

problem in understanding other people. Some children with ASD are said to

treat people like objects.

How does mindblindness show in the behaviour
of our ASD children?

If a younger child on the autism spectrum does not have an understanding of

the thoughts or motivations of others then she is less likely to use behaviours

that communicate to the minds of others or to take into account the thoughts

and feelings of others. She might have difficulty with the following:

• pointing things out to others

• making much eye contact

• following another person’s eyes when that person is talking about
what they are looking at

• using gestures to communicate

• understanding the emotions on the faces of others

• using a normal range of emotional expressions on her own face

• showing interest in other children

• knowing how to engage with other children

• keeping calm when she is frustrated

• understanding that someone else can help her

• understanding how others feel in some situations (e.g. hurt, upset
or fearful).
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As she gets older mindblindness shows itself in more ways, including:

• a tendency to think about the world from her own point of view,
which makes her appear very self-centred

• a tendency to engage in activities that do not depend on other
people

• a focus on her own needs only

• a struggle to understand the emotions of others, and so a lack of
empathy

• the need to be in control

• a lack of flexibility in interactions

• the use of rigid social rules rather than adaptable ones

• more take than give in the ‘give and take’ of relationships

• problems with turn-taking

• a tendency to treat people as the same, with no variation for age
or authority

• being easily led by others due to her failure to understand the
motives of others

• a tendency to relate better to adults. They are more predictable
and may be more tolerant

• difficulty with pretend play and an inability to understand about
telling lies

• difficulty understanding that her behaviour affects how others
think or feel

• not understanding about sharing excitement, pleasure or
belongings

• talking excessively about a topic of her own interest without
regard to the listener’s opinion (e.g. lack of interest or boredom).

Exercise in understanding mindblindness

Along the sea front in San Francisco, just outside a row of shops, a young man

famously makes his living by hiding behind a few branches broken from
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nearby trees. Dressed in a monkey suit he watches and waits, unseen by most

visitors who are busy chatting, shopping or just enjoying the sea atmosphere.

Then he jumps out from behind his branches directly in front of someone

passing by and shouts: ‘Boo!’ Most people are startled and might jump or

scream before laughing and joining in with the joke. Small crowds often

watch from the other side of the road and then give him small change in

appreciation of the street entertainment.

In order to make some money out of this, he requires good TOM. He

needs to be able to predict the reactions of other people. He needs to think

carefully about his chosen ‘victim’.

Try to put yourself in his place for a moment. You are now the person

waiting, hidden behind a few branches trying to make some money in the

same way. You have to make decisions about which people you will choose to

jump out on and which you will not. Write the numbers corresponding to the

four decisions given on the next page next to the descriptions of the people

whom you see approaching to indicate your decision.
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When you have finished, ask a friend or relative to do the same exercise

and then compare notes.

1 – definitely will jump out on this person or these people. I don’t have any

worries about it.

2 – It will be fun to jump out on them. There is a small chance of some trouble

but I will take the risk.

3 – I am very uncertain. There might be trouble if I jump out on them.

4 – I definitely will not jump out on them.

� two teenage girls

� a teenage boy

� a middle-aged couple

� an eight-year-old girl with a bleeding nose

� a boy with a small dog

� an elderly woman in a wheelchair

� a security guard who is protecting someone famous

� the local traffic warden

� a woman with a baby in a pram

� a mum with two children aged around eight and ten

� a blind man

� your best friend

� two men and a Rottweiler dog

� an elderly nun

� your older brother

� a ten-year-old boy whom you saw taking his sister’s ice-cream

� a policeman

� a four-year-old child who is crying for her mum

� your mum

� your dad.
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Answer

There are no right or wrong answers. You will probably find that your answers

differ when you begin to talk about why you made your decisions. You will

probably have thought about the possible consequences of jumping out on

the various people. For example, you may have thought that there was no risk

in jumping out on the teenage girls because they might scream and then laugh

about the incident, causing people in the small watching crowd to find the

event amusing. This might then put them in a good mood and make them

more likely to leave some money for you. However, you might have decided

not to jump out at the blind man. You perhaps thought that he wouldn’t get

the joke because he wouldn’t know that you had been hiding or know that

you were wearing a monkey outfit, or you might have worried that the crowd

might turn against you if they thought this was unkind. You are seeing things

from his point of view but, more than this, you are guessing what the crowd

will think of you and what they think of the reactions and feelings of the

person you jump out on. These are important social skills that we take for

granted but with which people on the autism spectrum struggle. It is no

wonder that the social world may be a challenge for them.

In order to make these decisions, you will have found yourself thinking

about the thoughts and feelings of other people and trying to work out the

likely consequences of your actions on their behaviour. You may have been

thinking not only about your ‘victims’ but also about the effect on the crowd.

Intuitively you will have made a number of complex connections and deci-

sions in a few seconds without even realising it at the time. People with ASD

find this very difficult. They have mindblindness. They have great difficulty

understanding how other people might think or feel or how they might react.

Are there different aspects to Theory of Mind
or mindblindness?

Yes, we know that an understanding of someone else’s mind or point of view

has different aspects. For example, when we try to understand what it will be

like for a nun when a person in a monkey suit jumps out on her, we can

consider:

• what she sees and what her sensory experiences are (e.g. she sees
something different from us)

MINDBLINDNESS 49



• what she is anticipating or expecting in any given situation or
environment, and how that is different from what we anticipate or
expect

• what her feelings are (e.g. fear)

• what her thoughts are (e.g. ‘I am in danger’ or ‘This is funny’)

• how she brings all of this together in an interpretation of events
(e.g. ‘A monkey has escaped from the zoo’ or ‘Another student rag
week!’)

• what her plans are: what she might be wanting to do next or in
the future (e.g. laugh and give money, run away or go to the
police).

Are there different degrees of mindblindness?

Mindblindness or TOM is not an ‘all or nothing’ concept. There are different

degrees.

The range of this skill varies in people with ASD as well as those without

ASD. However, in children with autism, the level of understanding of TOM is

likely to be within a lower range or band, as shown in Figure 4.2.

This figure shows the differences in the range of understanding of TOM in

children with autism and in children without autism. It also demonstrates that
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Figure 4.2: The differences in the range of understanding of Theory of Mind in children with autism

and children without autism



the level of TOM skills of some children without ASD can overlap with that of

more able children with ASD. Some children with autism will struggle at a very

basic level whilst others will develop more understanding. Children and

young people with a diagnosis of Asperger syndrome or high functioning

autism will usually be more likely to develop a greater understanding of

TOM.

Figure 4.3 shows the development of TOM in four young people. Neil and

Rosie do not have ASD but develop TOM at different rates and to different

levels of ability. Simon has Asperger syndrome and develops TOM more

slowly, but he achieves a good understanding as he approaches adulthood.

Moses, who is more severely affected by his autism, makes progress as he gets

older but does not achieve the same level of understanding.

Mindblindness or TOM is a core difficulty for children and young people

with ASD and very few will reach a sophisticated understanding.

TOM develops with age. However, the understanding of young people

with ASD develops at a much slower pace and in a different way from that of

more typical children. For example, George, a 13-year-old boy with Asperger

syndrome, had a similar level of understanding of TOM to that of his

eight-year-old brother.

Most typical nine-year-olds understand that different people would react

differently in the exercise above, and they would change their behaviour

accordingly. Many nine-year-old children with ASD may not. They might:
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• treat people as the same without making any variation for their
age or authority (e.g. jump out on all people indiscriminately or
jump out on no-one)

• focus on their own needs only (e.g. their own enjoyment)

• have difficulty understanding that their behaviour affects how
others think or feel and seem unaware of other people’s reactions
(e.g. being upset).

However, as they grow older, they may develop more understanding. The dif-

ficulty seems to be that, for children on the autism spectrum, understanding of

other people’s thoughts and feelings does not occur intuitively. It has, more

often than not, to be taught.

There is a great deal that parents and carers can do to help their children to

improve their understanding of TOM (see Chapter 10, ‘Developing Social

Skills’).

Summary

Mindblindness makes it difficult for people with ASD to:

• understand other people’s thoughts and feelings

• understand that they are expected to change the way they behave
depending on where they are or whom they are with

• predict what people might do next

• interpret different facial expressions or gestures

• understand how their behaviour might upset other people

• understand social rules

• express their own emotions appropriately.

It can make them seem self-centred and uninterested in other children and

people.
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Chapter 5

Getting the Gist

When we see something, whether it is a picture or a sentence in a book or the

real world, we see that it is full of detail. In a picture there are lots of colours,

shapes, sizes and objects. Many of us have an ability to draw together lots of

information from a situation in order to make sense of it. We can see the whole

picture. This is called the ‘drive for central coherence’ (we call it ‘getting the

gist’). For example, if we heard church bells and saw a large group of people

dressed up in fine clothes and hats, throwing confetti at a couple outside a

church, we might guess that this was a wedding.

Children with ASD appear to experience great difficulty in drawing

together information in this way to understand the gist of what is going on or

what is expected from them. In the example of the wedding given above, the

child with ASD might focus on the church bells, or the pieces of paper floating

around, but fail to recognise the event as a wedding. If we were sitting in a

classroom and the teacher said, ‘Take your pencils out’, we might understand

that a lesson was about to begin and we would be expected to write some-

thing down. We relate the details of the words in the sentence to the context.

A child with ASD, however, might quite literally take his pencil out of the

room. In other words, children with ASD have difficulty getting the gist. They

may not understand the overall meaning when presented with the details.

They may become preoccupied with detail.

This difficulty in getting the gist applies to the child’s use of language as

well as his understanding of pictures, stories, events and objects.
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Use of spoken language

Language is made up from many different words. When we hear a sentence we

use the context of the sentence to comprehend the detail of the words within

it. If somebody says ‘The lady led the dog down to the beach’, we have a

picture in our minds instantly of what is happening. This ability to get the gist

allows us instantly to know that the word ‘led’ refers to the action of leading

and not the metal ‘lead’. We don’t need to think about it.

Children with autism may jump to the wrong conclusion because they

have problems referring context and detail backwards and forwards to each

other. Most people do it intuitively without thinking about it.

We are able to get the gist of the meaning of phrases and sentences intu-

itively, but sometimes we make mistakes. You may be able to recall situations

yourself when you have focused on a particular word in a sentence incorrectly.

The whole meaning of the sentence and the social intent that surrounded it

may have been lost. A friend of mine recently found herself in a difficult situa-

tion on holiday in France. She noticed that there was a large crack in one of

the walls and asked a French builder to take a look at it. Unfortunately, in her

limited French she asked him to go upstairs with her so that she could show

him l’amour (love) when in fact she meant le mur (the wall)! The words sound

very similar but mean very different things. This situation was quickly

remedied and both parties saw the funny side of the mistake.

For children with difficulties on the autism spectrum, their own language

may seem as confusing as foreign languages seem to the majority of people.

Often this is because they struggle to get the gist of the situation because they

fail to understand the meaning of words within the correct context. For

example,

• A mother commented: ‘Oh dear, my foot is wet. There must be a
leak in my boot.’ Her daughter insisted that she should take off
her boot and take the leek out. In this instance the child failed to
use the context to appreciate that the leak her mother was talking
about was the type of leak that lets water in, rather than the
vegetable.

• A grandmother related how she told her granddaughter that she
liked to soak her ‘bare feet’ in a bath of warm water. Her
granddaughter became frightened and distressed, insisting on
checking that her grandmother had not suddenly grown feet like
the bears in her story book.

54 HOW TO LIVE WITH AUTISM AND ASPERGER SYNDROME



Interest in parts of objects

Rather than seeing an object as a whole, many children focus on individual

parts. This is also associated with not getting the gist. The child may see a

doll’s house as a series of doors, windows and walls and fail to appreciate it as

a whole miniature house. Other examples of this focusing include:

• focusing on some particular aspect of an object such as the wheel
or door of a toy car rather than using it as a miniature car to play
a pretend game

• focusing on bits or parts of items in a room, for instance a table
leg or a small piece of paper on the floor.

If children struggle to get the gist or pull together and understand the overall

meaning of events, then it is perhaps easy to see how detail, patterns and

sensory experiences become the focus of their attention.

Pictures

The child with ASD may fail to see the whole picture, looking at individual

parts instead. He may focus on some tiny detail in a picture or photograph and
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hence see a feather rather than a picture of his grandmother wearing a hat

with a feather in it.

He may count the stripes on the wallpaper or be fascinated by the spinning

top on the floor and pay no attention to other things in the picture.

When you show a child with ASD pictures, where we may see a party, a

park or a beach he may naturally be drawn to details or patterns he recognises

or is interested in, rather than getting the gist or seeing the overall meaning of

the event.

Sensory interests

Children may be drawn to particular sensory aspects, focusing on texture,

taste, smell, sight or sounds rather than the function of the whole object.

• They might focus on the texture or sensation they get from
touching or holding an object.

• They may show more interest in patterns, sensations or music.

• They may prefer to concentrate on one taste at a time – maybe
eating the different items of food on their plate in turn or
becoming upset if they ‘touch’ each other or mix.

• They may focus on particular sounds and exclude others.

• They may not be able to process people in terms of a whole but
rather as separate ‘bits’.

Facial expressions

When children are growing they see various emotions expressed on people’s

faces and they see them in a context with associated emotions. If they can’t

understand the context or the emotions, then it will be difficult for them to

log the expression in their memory as being associated with similar emotions

or contexts. This is what happens for children with ASD, and it makes label-

ling and understanding emotional facial expressions difficult. It may also be

that because they look at individual facial characteristics separately, the

overall facial expression is not remembered or recognised.

Learning

Children with ASD may learn by rote rather than intuition.
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Being rigid in their learning style, children with ASD may be unable to

transfer learning to a different situation.

Settings

Children with ASD have difficulty in transferring skills or expectations they

have learnt in one setting to another. Some children will only eat certain types

of food at home, but at Grandma’s house they refuse some of these same foods

and will only eat something quite different.

‘Going into town’ for many children means a range of possibilities with

visits to different places each time. To a child on the autism spectrum it may

mean visiting the same three shops every time in the same order and buying

the same things. The child fails to get the gist of the shopping experience and

focuses in on learnt, and now expected, routines.

In this way, routines and expected patterns can develop quickly around

settings and events.

Getting the gist: Ten-pin bowling

To help to explain getting the gist and illustrate some of the difficulties with

poor central coherence experienced by children with ASD, we asked some
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Seth had to learn by extensive questioning which objects fall into the

category of fruit. He went through a period of several months when he

repeatedly asked his dad whether different items were fruit (‘Is a banana

fruit?’ ‘Is a table fruit?’ ‘Is a sausage fruit?’), until he had satisfied himself that

he knew which items belonged to the fruit category. He seemed to

struggle to infer that if one wooden object wasn’t a fruit that others would

be unlikely to be too and had to go through many similar wooden objects

to rule them out.

When Julian was six his dad was angry with him for painting the kitchen

table green and told him not to paint the table again. A few minutes later he

found him painting the carpet. It took him a moment to realise that his son

was not deliberately ignoring him or being mischievous but that he did not

know intuitively that painting household objects was not acceptable. He

had to be told that he could only paint on paper.



parents to make a list of the types of things they would enjoy when going

bowling. We then asked them to list the types of things their children with

ASDs might enjoy if they were to go bowling.

Table 5.1 Ten-pin bowling

Things parents might enjoy Things children with ASD might enjoy

Company Lights

Competition Signs

Skill Computers

Strike Balls (colour, size, movement)

Winning Skittles

Having a laugh Sounds

Meal afterwards Tapping the floor

Trip away from the children Scoring system

Chatting with friends Sliding along the floor

Socialising Winning

Sense of occasion Ramp

Improving Mechanisms

The differences between the two are clear, in that the children’s enjoyment was:

• related to objects

• very specific and easy to define

• related largely to details and patterns

• often to do with sensory experiences.

Whereas their parents‘ enjoyment was:

• related to the whole event

• socially oriented

• hard to define

• often to do with more abstract concepts like fun, camaraderie and
anticipation.
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The social event was the main focus of attention for the parents who had no

difficulty pulling together ideas about the whole situation to do with

bowling. For their children, the focus of attention was around the detail rather

than an appreciation of the whole event. The children failed to ‘get the gist’.

Twins story

Two children, who are twins, are going through the same situation. One child

has difficulties on the autism spectrum and the other child does not. They are

four years old and they experience a trip with their mother in different ways.

As you read through the two different accounts, try to decide

• which twin has ASD

• which descriptions are to do with mindblindness or TOM (M) and
which relate to (not) getting the gist (G). Circle the M or the G next
to each item depending on which you think applies.

1. Ben: The car stops. There is a screeching noise. That must be
the brakes. They are noisy.

Tony: The car stops. There is a screeching noise. It is noisy. It is
not nice.

2. Ben: My mum gets out of the car. There is a smell of smoke.
That comes from the back of the car. I think my dad calls
it the exhaust.

Tony: My mum gets out of the car. There is a smell of smoke.
There are stones on the floor. I pick one up. It feels hard
and gritty. There is a stripy fence. One, two, three, four…
I like the patterns I see when I walk by. I hear screeching
noises. I put my hands on my ears. I don’t like it. I see a
puddle. Splash, splash, splash. Nice noise. Mum says ‘No,
Tony’.

3. Ben: I see balloons hanging on the side of the house. A mix of
different colours of balloons. Hey, I wonder if there is
something fun going on here?
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Tony: I see a window and a door. I see balloons hanging on the
side of the wall. A mix of different colours of balloons. Blue
and red and green and pink balloons. There are 11, two
blue, two red, two green and five pink. I’ll count that again.
Two blue, two red, two green…

4. Ben: Mum takes my hand. That makes me feel safe because I
might be meeting some new people and that might be
scary.

Tony: Mum takes my hand. It feels rough. We walk towards the
wall. I want to count the balloons again.

5. Ben: We walk towards the house. I hear some shouting. It is
children’s voices. There is also some music playing. It
sounds like nursery rhymes. Hey, this must be a place for
kids. That’s good. This is exciting. I wonder what will
happen next. I’ll hold on to my mum’s hand for a while.
She will make sure I’m OK.

Tony: We walk towards the wall. I hear lots of different noises. I
don’t like this at all. What is this? I don’t know this. This is
scary. I don’t like my hand in that hand. I need to go now.

6. Ben: We get to the door. My mum presses a button. That must be
the bell. I didn’t hear anything ring, but a lady is opening
the door. She is smiling and she says ‘hello’ to my mum,
and then ‘hello’ to me. She looks happy and kind. I like her.
She offers me her hand. She has a nice perfume. I look at
my mum. Is it OK to go with her? My mum smiles and
nods. She looks relaxed and happy for me to go. I let go of
my mum’s hand and take the lady’s hand.

Tony: We get to the door. Mum presses a button. A big gold
button. It shines a lot. The door is opening. A grown-up is
there. I hear ‘hello’ twice. The lady’s hand comes towards
me. What is it for? I don’t want it. The hand takes my hand.
It is warm. There is a very strong sweet smell. This is scary. I
know that hand but not this new one.

7. Ben: ‘Shall I take him to meet the others, Barbara?’ she says to
my mum. My mum smiles again. ‘Thank you Joanne.’ My
mum knows this lady and they seem to like each other. I
wonder who she is. Maybe she is the mum of one of my
friends.
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Tony: I hear some sounds and the word ‘meat’. I don’t like meat.
This is all strange. I don’t like it at all.

8. Ben: She leads me towards a door. I hear more noise. I hear a
voice I have heard before. It sounds like my friend. The
door opens. There are lots of colours in this room. There are
toys on the table. I see a cake on the table and it has candles
on it, and there are lots of presents wrapped up in coloured
paper. Hey, this must be a party.

Tony: I hear more noise. I hear a voice I have heard before. The
door opens. There are lots of colours in the room. The
wallpaper is yellow with blue stripes. One, two, three, four,
five, six, seven… The hand pulls me into the room. There is
a TV. I see videos on the shelf. I see a ‘Thomas the Tank
Engine’ video. I see a yellow car. The wheels spin round
and round. I like that. There is paper on the floor and
books and coloured things on the table. I see a cake on the
table and it has candles on it. Five. Four are blue and one is
red.

9. Ben: ‘Hi, Ben’, says my friend, Alistair. That reminds me who
that lady is. It is Alistair’s mum. He is nice, so she might be
too. This must be his house and it must be his party.

Tony: ‘Hi, Tony’, I hear. I know this. I see him during the day
sometimes. He takes my trains from me.

10. Ben: There is lots of smoke coming from those candles. I hope
the wax doesn’t get on that nice cake. It looks yummy. I
wonder when I get to eat some. I suppose I’ll have to wait
until Alistair blows out the candles.

Tony: There is lots of smoke coming from those candles. It swirls
in the air in spinning, spinning patterns. That is nice. I like
that. I will watch that. The cake looks yummy. I shall eat
some now. It feels soft and sticky. ‘No, Tony.’ I put my
hands on my ears.

11. Ben: Alistair likes to play, and he likes me.‘Hey Alistair, let’s go
and play!!’

Tony: ‘Aa Aa Aaaa Aa!!’
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Answers

Tony is the twin who has ASD.

1. G Tony focuses in on the sensory experiences (The noise of the

car). Ben works out from the context that the screeching sound is

to do with the brakes.

2. G Tony focuses in on the sensory experiences (the smell of the

smoke, the feel of the stones, the pattern of the stripy fence). Ben

works out from the context that the smell is to do with the

exhaust.

M Ben remembers what his dad has said in the past: ‘I think my dad

calls it an exhaust.’ He is possibly thinking: ‘That’s what my dad

would think or say.’ He is able to think about what his dad

thinks. Ben is showing he can use TOM.

3. G Tony sees windows, walls, doors and balloons. He sees things in

parts. Ben recognises that this is a house. He is able to put all the

parts together to see them as a whole. Ben also recognises that

the balloons mean that there is a ‘fun’ situation here. He is

making a good guess about what might be happening, whereas

Tony is mostly interested in focusing on counting the balloons

he sees.

4. G Tony focuses on the sensory experience of his mother’s rough

hand. Ben takes comfort in holding his mum’s hand. He knows

that this situation is out of the ordinary and might be scary.

5. G Tony is focusing on the noise. He has not been able to bring

together all the clues about the situation to make a guess that it

might be fun. Ben hears music and adds this information to all

the other clues he has that this could be exciting.

M Ben hears children’s voices. He is able to make some guesses

about how they might be feeling by their excited voices. To

Tony this is more unpredictable noise.

6. G Ben can work out from the context that the button Mum presses

is the door bell. Even though he doesn’t hear anything, he

knows what this situation means. Tony concentrates on the shiny

button and then suddenly sees a grown-up and a hand. He also

focuses on the smell.
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M Ben seems reassured by the lady’s smile and kind voice. He is

able to guess from her facial expression that she is happy. He also

knows from his mother’s facial expression what she thinks about

the lady. His mum’s smiles and nods mean that this is a safe

person and that it’s OK to go with her. He is displaying TOM;

he is not mindblind. Tony is unaware of his mum’s facial expres-

sion and concentrates only on the scary new hand.

7. G Tony focuses on the word ‘meat’. He does not use the word in

the context of the sentence.

M Ben knows from his mother’s expression that she knows and

likes the lady. He can also guess who she might be.

8. G Tony sees individual objects: TV, video, stripes, the wheels of a

car, paper, cake and candles. Ben sees the whole picture. He

quickly puts everything together about this situation and realises

that it’s a party.

9. M Ben recognises Alistair as his friend. He talks about his personal-

ity and knows that he is a nice person. He is also able to think

about what sort of a person Alistair’s mum might be. Tony

knows what Alistair does (‘he takes my trains’); he does not think

about his personality.

10. G Ben knows intuitively that this is a birthday cake and that the

social rules in this context say that everyone has to wait for

Alistair to blow out the candles before they can eat the cake.

Tony isn’t aware of these social rules. Instead he focuses on the

sensory experiences of the smoke and the feel of the cake.

M Tony is not able to consider what Alistair’s mum might think if

he plays with the icing on the birthday cake. So he cannot

predict the outcome and is upset by Alistair’s mum shouting.

11. M Ben is able to understand what Alistair might be thinking or

feeling. He knows he likes to play and he knows Alistair likes

him. This is all very confusing for Tony, who prefers to be left

alone.
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Summary

This chapter, ‘Getting the Gist’, and the previous chapter, ‘Mindblindness’,

have focused on the two main theories which we believe help to explain the

way children with ASD see the world and, most important, why they may

behave differently from other children. Getting the gist means we can:

• draw lots of information from a situation to make sense of it

• use the context (and relate context to details to find meaning)

• see a picture or a situation as a whole.

People with ASD find this difficult and tend to:

• focus on detail

• concentrate on one small part of a picture or situation

• concentrate on a particular sensory experience, such as:

° smell

° taste

° sight

° sound

° feel

• find it hard to ‘see’ a whole picture and make sense of it.

Mindblindness makes it difficult for people with ASD to:

• understand other people’s thoughts and feelings

• understand that they are expected to change the way they behave
depending on where they are or whom they are with

• predict what people might do next

• interpret different facial expressions

• understand how their behaviour might upset other people

• understand gestures and non-verbal signals.

It can make them seem:

• self-centred

• uninterested in other children and people.
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Chapter 6

Sensory Interests
and Sensitivities

For reasons not completely understood children with ASD may develop a

range of sensory interests and sensitivities. Possible explanations include the

fact that children who have less ability to ‘get the gist’ (see Chapter 5) may be

less interested in overall meaning or in understanding the whole picture and

so may be drawn more to the detail or to their sensory experiences. Also,

children with ASD find that concentrating on sensory experiences reduces

their anxiety. They feel comfortable doing it. It allows them to avoid more

anxiety-provoking experiences such as interacting with other people.

Difficulties with imagination may also lead to a tendency to focus on

concrete (definite and clear) perceptual experiences. Nature drives children’s

development partly through play. Imagination injects variety into this play so

that the child can achieve more learning experiences. The play ‘develops’ as a

result of imagination. If imagination is absent then play stays where it is and

involves patterns and routine. Finally, because of mindblindness, children

with ASD do not see the point of play ‘with’ someone else; as it is often other

people who introduce variety into play, solitary play makes the introduction

of variety less likely.

Whatever the reason, children with ASD often focus on noise, touch, feel,

taste, smells and visual experiences – although not usually all of these. This

may lead to preoccupations or compulsions, or oversensitivity to certain

sensory experiences (this is discussed further in Chapter 17). For example,

some children become very distressed on hearing loud noises that are easily

tolerated by most people. This may be because they find it hard to give social

65



meaning to their perceptual experiences or it may be something to do with

the way their brains experience perceptions like sound. We don’t really know.

Visual interests and sensitivities

It is very common to see children with ASD who like to watch patterns or

certain types of shapes or other visual stimuli. They may seek these out on a

regular basis and they often notice them in the environment. Some examples

include:

• moving their hands back and forth in front of their eyes and
watching the shapes and patterns made

• moving forks or other similar objects in front of their eyes
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• watching out for electricity pylons and interesting shapes

• dangling coloured beads in front of their eyes

• looking at things through water.

Some children may have an interest in unusual aspects of movement, for

example:

• watching certain parts of the body as they move (Jill, aged two,
regularly watched her own hands; Sonia, aged six, used to watch
her own heels as she walked along)

• looking at things from an unusual angle, perhaps from the corner
of their eye by tilting their head or by placing their line of vision
at a particular angle to something (Andrew lined his eyes up to
the wheels on his train set)

• watching the movement of the credits at the beginning or end of
a film

• intently watching balls rolling down slopes

• twiddling pieces of string and watching the movement.

Some children like to watch repetitive movements, such as:

• lining their eyes up in a certain way alongside a racing car track
so that the cars repetitively rush past their eyes

• playing with toys that have repetitive movements (e.g. marble
runs)

• watching parts of a video with patterns that they like (e.g. the
pattern made by the puffing of smoke from a steam train cartoon).
They may rewind these sections and play them over and over
again

• watching the spinning of fans or brushes on a car wash.

Children with ASD may also find some visual experiences very uncomfort-

able, examples being:

• bright or flashing lights

• fluorescent colours.

SENSORY INTERESTS AND SENSITIVITIES 67



Others may be distressed by subtle changes. When the packaging on food

items such as fish fingers or burgers is changed by the manufacturers, some

children refuse to eat the food inside, possibly believing that the food is no

longer the same.

Temperature

Some children with ASD are either oblivious or particularly sensitive to tem-

perature. One child was happily playing out in the snow in a tee-shirt while

his brothers and sisters were wearing coats and sweaters. Another insisted on

wearing a coat no matter what the temperature. This may be related to a

specific compulsive routine or to a liking for sameness combined with a lack

of understanding of social norms. These children may have a particular

sensory liking for being warm or cool. It may be that they have not made the

link between clothes and their temperature.

Some children with ASD may like to touch or lick cold things (e.g. pipes).

Others may like to touch some things that are excessively hot.

The temperature of food can be very important to some children, who will

only eat certain types of foods when they are at exactly the correct tempera-

ture, even when they are favourite items.

Vibration

Children with ASD often have an interest in vibration. Children may place

their hands or other parts of their bodies (such as their faces or feet) on the

washing machine door, the tumble dryer or pipes which have water rushing

through them.
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The father of Asha had to be extremely careful when the ceramic hob in

the cooker was switched on as his daughter liked to experiment with the

sensations she felt by putting her hand on the hot surface.

Jason, aged 16, would spend very long periods of time with the shower

head mixing hot and cold water, saying he had to get exactly the right tem-

perature.



Touch and texture

Texture can be very interesting to people with ASD.

The feel of skin or hair may interest some children with ASD. They may want

to touch or rub their hands on skin or they may want to touch it with their lips

or kiss it. Some parents or carers may wish to know when a child stroking

their face is showing affection and when it is a sensory interest and of course

both motives may be present.

Some children may be very interested in different types of texture and will

absent-mindedly or deliberately stroke clothes. Some children may constantly

wish to finger labels and go to lengths to locate them (e.g. down their

trousers). Others may be very sensitive to labels in their clothes and insist that

they are removed before putting them on. Some cannot tolerate certain fabrics

and refuse to wear anything made from synthetic materials.
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Julian, aged six, loved to place his foot on the video recorder when it was

rewinding.

Simon, aged five, would rush to the washing machine whenever it was on

its final spin cycle in order to stand on the wooden floor that vibrated

vigorously.

Anya, aged 11, derived a great deal of pleasure from sitting with her feet in

a foot spa.

Luke, aged five and with autism, would rub a cloth against the wall in circles

and would go on doing this, seemingly happy, until his parents distracted

him.

Stuart, aged six, wanted to stroke or kiss the face or hair of people not

familiar to him. This was more likely to be due to sensory interest.

Julian could not bear to wear anything with buttons or zip fasteners, which

made buying clothes very difficult for his parents!



Smell

Many children with ASD notice changes of smell in their environment. They

may sniff their food, objects or other people as they explore the smells. If they

have difficulty understanding what other people think or feel and struggle to

understand social interactions, it may be that they fall back on sensory experi-

ences such as smell.

Smell is an important stimulus (present in us all from early evolutionary

times), and so perhaps it is not surprising that many of us find pleasant smells

comforting.

Some parents say that their children regularly smell their food before eating it,

apparently checking that it is familiar. In a recent survey we conducted of the

parents of 50 children with ASD, 25 per cent said that their children were

influenced by the smell of their food.

Some children find it difficult to cope with the smells of various cleaning

fluids. Others may find it different if an environment changes in smell: for

example, if a different cleaning fluid is used, or if a familiar adult changes his

or her perfume.

Taste

Some children with ASD lick food and surfaces. We have come across several

children who lick people’s faces or objects such as water pipes. This may be
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When Luke was ten he became very distressed one week in class. He

would go up to his teacher and smell her and then become very distressed,

shouting and stamping about. After four days she realised that she had

been wearing a new perfume and so returned to her original fragrance.

Luke’s behaviour subsequently settled.

Another boy seemed to find the smell of his father’s feet very comforting

and enjoyed sitting close to his bare feet.

Alan, aged 13, found the mixture of smells of different foods in restaurants

very overpowering, to the extent that he would sometimes feel sick as

soon as he entered the restaurant doors.



because of an interest in the texture, the temperature or the taste; it is not

always easy to know. Some children explore through taste. Some can be very

sensitive to tastes and astonish their parents when they notice the difference

between different brands of cereals, beans or chips when other people seem to

be totally unaware of this.

Sound

Some children with ASD may be fascinated by the sounds in their environ-

ment. In contrast to other children, they may be less interested in the meaning

behind the sound than in the sound itself. For example, they may hate the

noise of their baby sibling crying and hit him or her without realising that this

may provoke more crying. They may like to hear their mother raise her voice

and therefore carry out an action that has elicited this response before,

without understanding that Mum raises her voice in this manner because she

is cross. Some children will seek out a noise on a video and play it back repeat-

edly, or wish to have it at a particular volume; some are fascinated by house-

hold noises such as those made by the boiler, extractor fans and so on.

Some children may be very frightened by certain sounds. The laughter on

comedy television shows or clapping after performances may be very disturb-

ing. This may be because of the quality of the noise itself or a lack of under-

standing about the social meaning of the noise.

It is very common for children with ASD to be extremely fearful of loud

noises made by lawn mowers, helicopter engines, vacuum cleaners, heavy

traffic or school bells. The instant reaction to seeing or hearing these items is

often for the child to put her hands over her ears.

Pain

Some experts argue that some children with ASD have higher pain thresholds.

Whether this is true is difficult to ascertain, but it is certainly the case that

some children will bang their heads or bite themselves without becoming dis-

tressed. Some children may have cuts and bruises but not seem aware of them.
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Amy’s mother was very distressed to find that her daughter had several

blisters on her feet as a consequence of her wearing new shoes all day, but

was surprised that Amy had not complained of having sore feet.



These responses may be due to habit but may also be related to the fact that

the social behaviours that children usually acquire as they develop have not

been learnt. For example, children see adults responding to the sight of blood

or to household accidents and from them learn emotional responses. Children

on the autism spectrum pick up on these much less frequently.

Some believe that children with ASD like adrenaline coursing through

their veins and will provoke it by eliciting pain in themselves; others, that the

brain releases narcotic-like substances when one experiences pain and that the

children like these. There are those who argue for and against these theories.

After all, children on the autism spectrum do not seek out all experiences that

elicit adrenaline (for example, they do not seek to put themselves in social sit-

uations) and most children with ASD do not in fact regularly harm themselves

in a way that children with some genetic disorders do. It may be that the sensa-

tion is pleasant to them (much like a girl who pulls her hair because she likes

the tingling sensation) and their ability to elicit it in a predictable way is

somehow comforting. It may be a simple expression of anger or frustration. It

seems most likely that the fact that they do not understand the social meaning

and emotional side of injury and pain means that they behave in a much more

matter-of-fact way.

Intensity

Several authors have written that some people with ASD may experience sen-

sations differently or more or less acutely. (Donna Williams, for example,

writes about this.) It is very difficult to know whether one person experiences

heightened sensations more than another. Usually we compare our experi-

ences with our own previous experiences. We cannot know exactly how other

people experience sensations in order to make a comparison. What we do

know is that some people with autism describe things very differently and

may centre their attention on sensory experiences that others may ignore. The

perceptual experience seems to be different. There is no clear evidence about

why this is.

The intensity of sensory experiences appears to be relevant in that many

children with ASD seem to be hypersensitive to some things – for example,

noise (see Chapter 14, where a child dislikes the sound of the loo flushing). In

other instances children may appear to be oblivious to experiences no matter

what the intensity (for example, pain; see above). Fears may also develop

around sensitivity to taste, smell, texture or other sensory experiences (see

Chapter 13).
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Mixed sensory interests

Many children have sensory interests that are interwoven.

Summary

• Many children with ASD develop sensory interests (in smells,
tastes, textures, sounds, patterns) and spend long periods of time
exploring these.

• Others are very sensitive to various sensory experiences and
become distressed when they come across them (e.g. loud noises,
bright lights).

• Others seem to have very high or very low pain thresholds.
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Luke, aged nine, would go into class and stroke teachers’ and pupils’ hair.

He seemed interested in the texture and would stroke faces and ears as

well, but he was also interested in people’s hair roots. He would spend

more time on hair if the person had had it dyed and he would examine

their roots. His teachers thought that he was looking for changes in colour.

He would also run his fingers through the hair and smell his fingers. His

teachers were convinced that he would do this more if they had recently

washed their hair. Finally he would do this more to those other children

who reacted by shouting. He would then laugh. He seemed to like this.



Chapter 7

Imagination, Time Perception,
Planning and Memory

Imagination, time perception, planning and memory are all related. Children

with ASD have difficulty in all four areas. It is likely that problems with imagi-

nation may set up ongoing difficulties with the ability to plan things for the

future and understand the passing of time.

Imagination

Children with ASD have problems with imagination. When we imagine

something, we are calling into our minds something that is not present. This is

more than memory, because it involves playing with alternatives in our minds

or making up new things. It makes use of memories but allows us flexibly to

interweave different memories and construct ideas and plans. Imagination

allows us to:

• role play at things

• pretend one thing is something else – symbolic play (e.g. pretend
that a stick is an aeroplane)

• fantasise – think things that aren’t real

• imagine different things in the mind

• be creative (perhaps with drawing, writing, painting or music)

• invent things.
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Most people with autism spectrum disorders do develop imagination abilities

as they grow older although this may be at a slower rate for many. They can

also be extremely creative but are more likely to use alternative creative

channels. For example, picture drawing may fall back less on intuition,

impression or imagination, and more on logic, memory and juxtaposition.

When drawing a house, rather than starting with the outline of the house, the

child may start by drawing the bottom of the drainpipe on one side of the

house and gradually and systematically work from there. Memory is also reg-

ularly used for creativity. Children with autism will play back scenes or events

in play, and adults may juxtapose memories or knowledge to build new cre-

ations (e.g. pictures, inventions, etc.). In this way some people such as Temple

Grandin and Stephen Wiltshire are renowned for their abilities.

Imagination is therefore important in helping to predict the future and in

juggling with possibilities. For example, we can imagine lots of different

outcomes to a meeting with another person. We can imagine scoring a goal in

soccer, having a witty encounter with other people or being an actor or

actress. Imagination is used in play and social interaction, but it is also impor-

tant for problem-solving our way through life. Whenever we are faced with

difficulties we create imaginary possible solutions in our heads and then we

choose one and give it a go. If it doesn’t work we go back to the drawing board

and choose another.

What does impaired imagination affect?

As a result of their problems with imagination children with ASD have great

difficulty doing the following things:

PLAYING

Play becomes difficult in all but learnt or methodical and logical ways.

Make-believe play, role play and symbolic play are all affected. The flexible

and imaginative use of toys will be affected. Many children with ASD find

playing at tea parties very difficult when they are first introduced to the idea.

It is not unusual for them to protest, for example: ‘There isn’t any tea in the

teapot!’ The whole concept of imaginary tea seems bizarre to them. Many

will, however, copy other children’s or their parents’ make-believe play but

they will not extend this with ideas of their own. As children get older, their

imaginative play often improves.
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PROBLEM-SOLVING

Thinking about different ways to tackle everyday problems (problem-solving)

becomes difficult for children with ASD except where the solutions have been

learnt by rote. Even the question ‘What would you like to do now?’ is some-

times impossible for them to answer.

GETTING ON WITH OTHERS

Social interactions for children with ASD become difficult because they have

an inability to imagine the responses, attitudes, thoughts and feelings of

others (as you can see, imagination is related to mindblindness). Many parents

have told us that they have invited friends around to play with their child only

to find that their child ignores them, refuses to share his or her toys or tells

them to go home!

SENSE OF HUMOUR

Humour may be affected since much humour (except slapstick) involves imag-

ination. For example, a simple joke like ‘Why did the chicken cross the road’

has us thinking of all sorts of possibilities before the joke teller says ‘To get to

the other side’ which is the obvious answer. We think it is funny because our

imaginations seek all sorts of alternatives before being returned by the joke
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teller to the obvious answer. We have been humorously tricked. The person

with ASD does not find it funny because imagination does not lead them

through this process. To get to the other side? Of course! What is so funny

about that?

Sense of humour is of course very definitely present in people with ASD.

Many families will attest to regular fun and laughter. Slapstick humour, a love

of puns and wordplay and often what others regard as a dry, observational

sense of humour may all be present.

PROBLEMS WITH UNDERSTANDING ABSTRACT CONCEPTS

Children with ASD have difficulty comprehending some concepts such as

sarcasm, irony and abstract ideas including heaven, trust, honour, love and

hierarchy. This is not just in the sense of knowing what the concept means but

in intuitively knowing how it affects us. For example, social rules are often

built around abstract concepts. As a ten-year-old child we do not say to the

head teacher: ‘Your car needs a wash’ but we might do if we were another

teacher. A ten-year-old would not say it partly because he would be able to

predict that the head teacher might think it rude. However, the remark is not

rude in itself. It depends on the circumstances and who is saying it. Social

rules deem it rude for a ten-year-old, but not for a teacher. How do we know

this? We pick it up. It belongs to a sense of hierarchy and a whole set of

unwritten social rules. These are abstract concepts. If we struggle to under-

stand the abstract then social rules become a problem for us.

LITERAL THINKING

An absence of imagination in thinking leaves a child with predominantly

logical, fixed, concrete, literal ways of talking and thinking. Idioms may be

taken very literally. One of the authors said to one young person with

Asperger syndrome: ‘I want you to take your vitamin tablet in the morning.’

She replied: ‘Where shall I take it to?’

Time perception

The present is present now; the future requires imagination

Many people believe that children with ASD possess an altered perception of

time. It is certainly the case that children with ASD tend to live very much in

the here-and-now. This is because thinking about the future involves imagina-

tion. It involves thinking about what might be. The past is logged as memory

IMAGINATION, TIME PERCEPTION, PLANNING AND MEMORY 77



but it is very factual. Children with ASD are much more likely to be rooted in

the present. It is likely that when they consider the future, they do not do so

imaginatively in the sense of exploring new possibilities, but in a more literal

way. For example, if a child with ASD is told that she is going to Grandma’s

house she might think she is going right now. Projecting the event into the

future by imagination may be difficult. The child may also think about the last

time she went there: they went a certain way and had sausage and chips for

dinner. The child with ASD, unable to imagine alternatives, may expect that

going to Grandma’s therefore involves going the same way and having the

same food. These problems reduce with age and development but can be very

difficult to deal with on a day-to-day basis in a family.

Delay

Children with ASD often have great difficulty understanding any delay when

they know something is going to happen. If Mum says, ‘We are going to the

hamburger restaurant at lunchtime,’ the child not only has to project the event

into the future but also has to have a mental idea of how much time there is

between now and then. He may also have to consider all the things that have

to happen in the meantime. This takes quite a feat of imagination. For

example, it includes:

• a period of time: ‘lunchtime’. What is lunchtime and when is it? One
father told his son at breakfast that they were going to go to the
park after lunch. His son made himself a sandwich, ate it and then
stood at the door waiting to go to the park because to him it was
now ‘after lunch’.

• a certain length of time passing. What does it mean? How do we
imagine time passing?

• a series of events. How do we know which events repeat themselves
each day and which are new ones?

• being in different places. How do we imagine being somewhere else?

Once we consider this range of tasks we can begin to see why children with

ASD find it so difficult to deal with delay. Yet we can be very intolerant of this

predicament. It may help to avoid some frustration if we think about this as a

period of developmental delay, which will improve as children get older and if

they have some assistance from adults.
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Planning

To plan something we have to know what the desired outcome is and to

arrange in our minds a sequence of steps required to make it happen. We then

carry out those steps. Research shows that children with ASD can be very

good at planning some things. They are particularly good at planning things

they have done before. They can repeat sequences of events. For example, they

may be able to find their way back through town even when they have gone a

complicated route and their parents are lost. They are not so good at planning

where imagination is necessary. For example, they may not be able to work out

an alternative route if a familiar road in town is blocked due to road works. It

may be that novel tasks require the imagination to generate alternatives in

their minds and they struggle with this. Similarly, these children’s drawings

tend to be of the same things and drawn in a very particular way rather than

newly imaginative drawings.

Memory

Some aspects of memory also seem to be a problem. In our experience this is

related to:

• not being able to understand language or the social world very well. It is
difficult to remember something well when you cannot
understand it

• impaired time perception. Children with ASD live in the
here-and-now. If a child with ASD asks you a question and you
give them an answer, they may keep on asking the same question
over and over again. This may be because words come and go.
Once they are spoken they are gone and hard to remember. The
child may be repeatedly asking the same question as a way of
understanding and remembering

• a preference for visual memory. Children with ASD seem to have a
better visual memory. This is probably because of language
difficulties and the fact that visual images when presented do not
immediately disappear in the way that sounds do. Visual images
persist and the child can refer back to them. This may be why
strategies like visual social stories, visual timetables and the
picture exchange communication system (PECS) work much
better than equivalent spoken-word-based systems. These
interventions are dealt with later in the book (Chapters 10 and
11).
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Children with ASD are extemely strong in some aspects of memory. These

tend to be the things in which the child has a particular interest. The factual

aspects of memory seem to cover for the lack of imagination. When children

without ASD go into town they think of all the possible things they can do

and places they can go. They use their imagination. The child on the autism

spectrum will fall back on memory, remember what he did before and want to

repeat it again. Memory can sometimes almost seem like a substitute for imag-

ination.

Summary

With limited imagination, it is difficult to:

• play

• problem-solve

• understand jokes and humour

• think creatively in certain ways

• understand social rules.

With poor time perception, it is difficult to:

• understand time frames (days and months are hard to differentiate)

• understand any time other than the here-and-now

• imagine the future.

Planning is difficult for children on the autism spectrum if they have:

• a limited imagination

• poor time perception

• no concrete memories to use in the planning.

Memories are difficult to form when we don’t understand. So for children with

ASD, it’s hard to:

• remember complex verbal instructions

• remember social rules.
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Chapter 8

Language

Most infants are born with an inbuilt ability to develop communication skills.

In children on the autism spectrum these abilities are not as well developed.

Some of the communication problems children experience come from diffi-

culties described above such as mindblindness and not getting the gist, but

children on the autism spectrum appear to have additional language difficul-

ties. This varies very much from person to person and may be shown in a

number of ways. Children with ASD may develop language later than other

children and have limited receptive (understanding what is said) and expres-

sive (knowing how to say things) language skills. On the other hand, children

with Asperger syndrome will have apparently normal language development

in infancy; problems only occur later when abstract language and the social

use of language are being developed.

As a baby

Cooing and babbling

At different times in their development babies will coo and babble in response

to the noises an adult makes. This goes hand-in-hand with the mimicry of

facial movements and smiling at faces. We now know that this is a result of

genetic programming that gears babies up to respond to their carers. It is

nature’s way of hooking parents in emotionally for the benefit of the child.

Children with ASD are much less likely to respond to their carers. They

appear to be missing some of the programming that helps them to do this.

They do not coo or babble in conversation and parents can frequently feel dis-

appointed by this. If a parent does not know that their child has ASD they may

blame themselves for their child’s lack of response even though it is not their

fault.
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As a toddler

Gesture

Some children with ASD don’t learn to speak or gesticulate. However, the

majority do. Many young children with ASD don’t point when communicat-

ing, and nodding or shaking the head may be rare. These skills may develop

later. Often there is a very different quality in the way talking develops

compared with the development of other children. Some use words or

gestures but not in a communicative way. Some learn communication skills at a

much slower rate.

Apparent regression

Some children with ASD learn words early but then stop talking altogether

for several months. When they start talking again their language development

occurs at a slower rate.

Repetitive noises or language

Some children with ASD who have little language may use sounds in very

vocal ways. This may involve screeching, grunting or shouting. The purpose

of these noises is usually not communicative, although the noise may change

in tone when the child is excited or angry. Toddlers with ASD who have some

language skills may repeat phrases over and over again. These phrases may be

unrelated to what is going on around them. A child may repeat made-up

words (neologisms) or words they have heard (or misheard) from an adult or

the television (echolalia). For example, one child walked around saying

‘Daranchella’ over and over for weeks.

As an infant

Social language and language we use to have our needs met

Some children with ASD have language ability but don’t use language much.

It can be almost as if they don’t see the point. Some children use words or

gestures as a way of having their needs met and not to chat or problem-solve:

‘Sam wants…’ ‘I need…’. The child may have a problem, know what it is, be

unable to sort it out for herself but be unable to communicate this. She

becomes frustrated, loses her temper and may do something that grabs atten-

tion, leading us to sort out the problem. Being unable to understand what is

said makes the world a very unpredictable place.
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When language and the ability to communicate develop in children with

ASD there are often subtle differences in their uses. Some people with ASD

are aware of their needs and how to get what they want for themselves.

However, they may not understand that other people can also help and so may

not approach others, or they may find ways of sorting out the problem in a

way that is not acceptable to others, such as climbing onto a kitchen surface to

reach the cereal.

Intonation and the production of sound

Intonation and the way language is used may be different in children with

ASD. Parents often say that their children’s language has a rote, precise, learnt

quality to it rather than an easy, intuitive flow. For example, they may learn the

root of a sentence and then add words to it: ‘Out of the window can you

see…a car [lorry, sheep]?’ rather than: ‘Look Mummy, it’s a car!’ The child

may have an unusually flat, slightly expressionless tone of voice or may not

regulate the volume of his voice. Many parents tell us that their children’s

volume control seems stuck on loud!

Mixing up pronouns

Children with ASD may get the pronouns ‘I’ and ‘you’ mixed up: ‘You want a

drink’ meaning ‘I want a drink’. They might also continue to refer to them-

selves by their own names, for example, ‘Jonathan wants a biscuit’. Although

these things happen to most children, those with ASD may struggle with this

concept for a great deal longer.

When conversation develops

Starting a conversation

The child’s introduction to a conversation may be unusual. For example, the

child might find less-than-subtle ways of attracting the adult’s attention,

maybe moving the adult’s head so that he can talk to her or using the adult’s

hand as if it were a tool.

Facts, not thoughts and feelings

The conversations of a child with ASD may be about factual information

rather than being related to thoughts, feelings and opinions. Indeed, they may
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have some difficulty understanding what other people mean when they try to

talk about their feelings.

One mother was crying soon after the death of her own father. Sara, her

13-year-old daughter who has a diagnosis of Asperger syndrome, could not

understand her mother’s sadness and seemed unaffected herself by the loss of

her grandfather. She was much more interested in asking questions about how

he died and what would happen at the funeral. This lack of understanding and

emotion was extremely upsetting for Sara’s mother who found Sara’s attitude

at that time almost unbearable.

Repetitive language and borrowed phrases

The language used by children with ASD may be repetitive rather than con-

versational. They may borrow phrases they have heard elsewhere, from a

video, TV programme, school or adults. These phrases are often used appro-

priately but have a slightly odd quality to them, an example being ‘I’m hungry

mother’ (from 101 Dalmatians). Some professionals call this ‘delayed

echolalia’.

One-sided conversation

The child may want to talk about his own interests, unaware and uninterested

in the response. Even if someone is bored or giving cues that they want to get

away, the child on the autism spectrum may not have noticed. Building on a

conversation that doesn’t centre on the child’s topic of interest may be diffi-

cult.

Turn-taking in conversation is also difficult for these children. In fact, in

many ways a conversation with one of them is not a conversation at all

because a conversation implies a movement to and fro, the giving and receiv-

ing of information that can lead in many directions. To those conversing with

children on the autism spectrum this give and take often feels absent, and the

listener may feel that the conversation is only going in one direction, con-

trolled by the child with ASD.

Conversational speed

In a conversation the slow processing speed of a child with ASD may make the

listener feel uncomfortable and want to stop the interaction. The level of detail

from the young person on the autism spectrum may be far too great or some-

times too little, with few cues to the listener about what the conversation is
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about or where it is going. Sometimes a child with ASD may start a conversa-

tion halfway through the story, leaving his listener feeling very perplexed.

Miscommunication and literal understanding

Miscommunication is common among children with ASD. For example, the

young person may misinterpret what is said. She may hear ‘We’re not going to

the park’ as ‘going park’. She may have difficulty weaving all parts of the

sentence into an understood whole or may not understand the crucial impor-

tance of the word ‘not’ that reverses the whole meaning (see Chapter 5,

‘Getting the Gist’). Another example of miscommunication is literal under-

standing. The child may understand the teacher’s words ‘Take your seats’ in

class as an instruction. He may pick up his chair and want to know where to

take it.

Other examples we have heard include the following.

The social use of language

It is important to remember that children with ASD communicate differently

from normally developing children. Their difficulties with Theory of Mind

(TOM) and getting the gist make social communication very difficult. They

are often unaware of the needs of their listeners and do not pick up the

non-verbal clues in people’s faces. Their behaviour can sometimes appear to

be cheeky because they have not grasped the gist of a comment within a par-

ticular social setting. One girl was reprimanded by her teacher when she
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Mum: ‘Would you take the dog for a walk down the road please,

Peter? Just go up and down.’ (Meaning: walk the dog up and

down the road)

When his mum watched him with the dog, Peter was literally jumping up

and down all the way down the road and back.

Dad: ‘Hop into bed Jo.’

Jo literally hopped across the room into bed.

Joseph: ‘Mum, Sally is crying her eyes out!’

Mandy: (Checking Sally’s eyes carefully), ‘No, they’re still in!’



walked out of the classroom with her pencil after her teacher asked all of the

children to, ‘Take out your pencils’. A teenage boy with Asperger syndrome

was considered to be insolent because he simply wrote ‘Yes’ in answer to his

homework question, ‘Was the Victorian age a golden era?’.

Understanding language appears to require a great deal more concentra-

tion from children with ASD than for other children. It is not surprising that

they sometimes ‘switch off ’, ignore us or seek comfort in some repetitive

familiar tasks.

For those children who are very slow in learning about communication or

have very little or no speech, there is still a great deal that can be done to help.

This is discussed in much more detail in Chapter 11, ‘Developing Communi-

cation Skills’, along with ideas about helping the children who do not have

speech to communicate more successfully.

The semantics and pragmatics of language

Since we are talking about social use of language it is a good time to explain

some terms that professionals sometimes use, especially speech and language

therapists. Sometimes they refer to the semantics of language. This refers to the

meaning of words and putting words, phrases and sentences together as we

speak. As mentioned before there are aspects of this relating to understanding

and expression. Pragmatics is slightly different in that it relates to how we use

language socially. It is to do with knowing when and how to say things; for

example, knowing to turn-take in conversation, noticing non-verbal commu-

nication such as body language, knowing how to use eye contact and facial

expression alongside language, knowing where to start a conversation,

knowing what level of language to use depending on whom you are talking

to, knowing how to maintain a topic or change one appropriately in conversa-

tion.

Further discussion takes place about many of these things throughout the

book. Children with autism often have problems with semantics and

pragmatics. Children with Asperger syndrome may have normally developing

semantic skills but poor pragmatic language skills; for this reason their

language is not picked up as a problem until the social use of language

becomes more important in communication.
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Summary

• Children with ASD often develop language later than other
children.

• Some learn words early on but then regress.

• Children with Asperger syndrome will have apparently normal
language development in infancy and problems only become clear
later.

• When language develops it tends to be repetitive and lacking in
social quality.

• Conversations may be more about facts than feelings and be
rather one-sided.

• Understanding is often very literal.
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Chapter 9

Managing Behaviour

Parenting is much more than behaviour management. Children are nurtured,

loved and cared for by their parents. They are given a sense of security and a

place in the world from which to develop. A small part of this is managing

behaviour to encourage a healthy developmental trajectory. This chapter

explores this aspect of parenting.

Established principles of behaviour management

Being a detective

It may be helpful for parents to go into detective mode at times. For example,

if a child is banging his hand on his head he may have a headache, he may be

bored, he may like the stimulation or sensation that it provides or he may be

frustrated. Which is it? We have to try our best to work it out.

Psychologists and behaviourists the world over have stressed the fact that

behaviour occurs in a context. In particular, it occurs in time. Things happen

before the behaviour and things happen after the behaviour. What happens

before, during and after may affect their behaviour itself and whether it is

more or less likely to happen again.

• Before: An example of ‘before’ is that if a child has a good or bad
night’s sleep this will affect her behaviour the next day.

• During: If, during a temper tantrum, a child receives a bar of
chocolate it may affect behaviour immediately (ending the
tantrum) but also in the longer term (increasing the likelihood of
tantrums as the child hopes for more chocolate).
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• After: If the child is taken to buy a new toy directly after a temper
tantrum, this may affect how he is likely to behave in the same
situation again (viewing the toy as a reward for the tantrum).

It is not within the remit of this book to go through every scenario, but parents

who have certain principles in their heads may be much better equipped to

deal with difficult behaviours. Being a detective means looking at what

happens before, during and after to see how it affects the behaviour.

The analysis of behaviour in this way can involve many systems that you

will see in various books. They include:

1. antecedents, behaviour and consequences (ABC) (Kaufer and
Saslow 1969).

2. STAR (settings, triggers, actions, results) as described by
Zarkowska and Clements in a book in 1994.

3. the iceberg metaphor as described by Schopler in a book in
1995; See the TEACCH approach (described in Chapter 20,
‘Other Interventions’).
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Does the behaviour of children with ASD require
different management?

Understandably, parents of children with ASD frequently ask professionals

about the management of behaviour. Their children’s behaviour can be under-

stood, but to be managed successfully it requires a slightly different approach

from that taken for other children.

Is behaviour communication?

An old adage of people working with children in general is that behaviour

usually communicates something. There is a difference with children on the

autism spectrum. It is true to say that behaviour communicates things to us,

but with younger children on the autism spectrum it will usually not be

intended but inadvertent. The child screaming in the middle of the kitchen

may be communicating thirst but he will not be consciously communicating

this to the mum who is present. She will have to guess and, with trial and error

and intuition, will work it out. In this sense the child will not usually be

attempting to influence the adult through his behaviour in the same way that

other children might.

Mindblindness and the developmental tasks of childhood

In fact, some of the problematic behaviour of children with ASD comes from

frustration that the world does not do what the child on the autism spectrum

wants. Most children begin life with a notion that they are the centre of the

universe. Parents provide food, drink, warmth, etc., when needed. As they get

older, children begin to develop a sense that other people are in the world

with different views and needs. They see that these different needs may

compete with theirs. In healthy households parents challenge their children in

small ways showing them that they do not always get the biggest piece of

chocolate cake, they are not always first and so on. This provokes anger and

rages (the ‘terrible twos’ and ‘frightful threes’) but, in time, the children learn

to give and take, to share and cope with the competing needs of others.

Children on the autism spectrum, on the other hand, have great difficulty

with these processes. They go on for much longer thinking that they are the

centre of the universe and that their needs are paramount (to the point that

they may not be aware of the needs of others). A visit to a school specifically

for children with ASD will show you how much they struggle with not being

first to get the biscuit. They simply don’t understand the need to wait or the
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need to share. These skills all relate to ‘mindblindness’ (see Chapter 4,

‘Mindblindness’).

The here-and-now

Children with ASD tend to live very much in the here-and-now. Future pre-

diction requires both Theory of Mind (TOM) skills and imagination (what

might happen next), and children on the autism spectrum struggle with both.

Strategies that involve delaying rewards can be difficult for young children on

the autism spectrum to understand.

What things will be less effective for children with ASD?

The mindblindness associated with ASD means that certain behaviour man-

agement strategies work less well for children with autism. This does not

mean that none will work (many will), but a little more thought needs to be

given to them.

PRAISE AND APPROVAL

Children with ASD will be less motivated than others by praise and approval

from parents, e.g. ‘If you tidy your toys away, I’ll be very pleased’. As they have

difficulty understanding other people’s points of view or their emotional

responses they will often have little or no interest in whether adults might be

pleased with them.

INDUCING GUILT

Trying to make a child with ASD feel guilty is also unlikely to succeed e.g.

‘You have made me late for work because you have been too slow getting

ready for school’. As a result of mindblindness they find it hard to appreciate

the effect of their behaviour on other people. They are unlikely even to

consider it. In order to feel guilt we need to be aware that others might think

badly of us. Similarly, strategies that rely on shaming children, such as saying

‘Everybody will laugh at you if you wear your gloves to school when the

weather is hot’, will work less well (especially when they are younger).

STRATEGIES THAT RELY ON AN UNDERSTANDING OF INTERACTION

Walking away from temper tantrums as a strategy to make the child forget the

thing she is raging about and follow you (e.g. in the supermarket or the park),

in our experience is not very effective with children with autism. They are
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angry that they have not got what they want but may not pick up on the

interactional aspects of this approach. This does not mean you have to give in

to them. The tantrums will diminish when they realise whatever it is they want

does not arrive. Calm but firm appears to work. Walking away is also a risky

strategy as the child may not be safe if left alone.

As children with ASD get older there may be an interactional aspect to

their tantrums. They may learn that tantrums have a desired consequence or

effect, or, they may begin to develop a greater understanding of TOM, (see

Chapter 4, ‘Mindblindness’). Children with ASD develop some understand-

ing of interactions but at a much slower rate than that of other children.

It is very common for parents to say ‘we tried that and it didn’t work’.

Working out why it did not work is an important key to further planned strat-

egies. Plans sometimes don’t work but it is also important to think them

through carefully, plan them carefully and carry them on for a while. For

example, if a child is used to getting a biscuit in the supermarket when she

screams out over and over again, and you decide that you will no longer give

her a biscuit, then we can predict that certain things will happen:

• The child has been used to getting a biscuit and so will scream.

• When the biscuit doesn’t arrive she will scream some more.

• When it still doesn’t come then rage, mixed with a knowledge
that this has previously worked, will lead to the child persisting
with the screaming.

In other words, the behaviour may get worse. It may only be after several

occasions of trying that the child begins to learn that the screaming and the

biscuit are no longer associated with one another. With children who do not

have ASD this may work more quickly because you can explain to them what

you are doing and why. They understand the cause and effect between their

behaviour and yours. This may be more difficult for children on the autism

spectrum who may not associate the arrival of the biscuit with you, and may

not realise your ‘mind’s’ role in the process. This means that it will take a lot

longer for them learn the process and this has an effect on parents, who will

become exhausted more quickly.
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Control and what gives behaviour power

We have come across several children on the autism spectrum who have very

great power in the house because they are used to commanding what happens

and when. This usually happens because of several factors:

1. Parents believing that, because children on the autism spectrum
do not understand what is expected of them, they should be
allowed to do what they want.

2. Parents believing that no strategy can work and therefore they
may as well let the children do what they want.

3. Parents and family members feeling sorry for children on the
autism spectrum and so giving them what they want all the time
(for example, grandparents may sometimes do this).

4. Parents becoming exhausted or depressed or both because the
relentless difficult behaviour becomes overwhelming and they
cannot cope.

5. Parents letting children with ASD dictate when they are young
leading them to expect to be able to dictate when they are older.
Power leads to more power.

6. Aggression from the child making parents afraid that he will harm
himself (e.g. banging his head against a wall) or family members.

While all of these things are understandable they lead to ‘stuck’ behaviour

that can hamper the child’s development. Families naturally want their child

to grow into an adult who can have a place in society. This drive is often a

good starting point for thinking about what you are trying to achieve as your

child is growing. Whether the child will end up living at home, in a hostel or

in a residential placement, she will be in company with other people ‘in

society’. Behaviour that makes this impossible may seriously affect her life. It

is therefore crucial to help children and adolescents with ASD learn accept-

able social behaviours and avoid behaviours that work against their future

prospects.

Let us look at each of the points listed above in turn:

1. Even if a child does not understand why certain behaviours are
not acceptable he can still learn to behave appropriately. If a child
regularly plays with his own poo, we teach him not to for reasons
of safety and hygiene even though he may not be able to
understand why.
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2. It is not true that no strategy can work for children with ASD.
Some will have much less chance of working, as described above;
but many strategies work well. Most take longer to work and they
are tiring for parents, but they are worth it in the long run.

3. Giving any child what she wants all the time is not good for her.
It sets up unreasonable expectations. If children are used to
getting everything they want all the time, they will get a big
shock when they go to school and will have a lot of difficulty
integrating. As they get older they will find it harder to mix and
share.

4. It is important that you recognise and acknowledge exhaustion
and/or depression. Respite care and/or treatment and support for
adults may be crucial to allow your batteries to recharge.

5. Letting children dictate is unhealthy. The outside world will not
let them dictate and they will find it very hard unless they can be
helped to understand some of the outside world’s ways of
working. This does not have to be traumatic if done gradually
and systematically.

6. If fear is preventing you from doing what you think is right, this
may be where you need support from others to help you to do
what you know is right for your child. This may be support from
family or the community (friends, church, etc.) or from a
professional.

A model for changing behaviours in children with ASD

As you read through this book you will probably find that lots of different

thoughts and ideas are being sparked in your own mind about ways you might

try to change some of your child’s behaviours. Sometimes, very small, simple

changes can make huge differences. At other times the situation is much more

complex. You may have to think very carefully and in some detail about the

behaviour you want to work on and how you can change it. It is for this reason

that we include the following model or template to help you to consider the

behaviour, the various reasons about why it might happening and what you

might do to change it. It is important to try to make sense of the child’s behav-

iour if you are to have much hope of changing it. As children and young

people with ASD have a different view of the world, it is helpful to keep

reminding ourselves that their behaviour will be related in particular to their
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difficulties with TOM and getting the gist. Also, as you may have noticed, as

parents and carers, we often inadvertently reinforce some of our child’s behav-

iours.

There is a copy of this template in Appendix 1 for you to copy and

complete whenever you are faced with a problematic behaviour. We use it in

various places throughout the book to give you a flavour of how it can be

applied in different circumstances and how these ideas can be put into

practice. The rest of this chapter contains some basic principles that you may

find useful when you are planning your strategies.
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1. What is the problem?

This is not as easy as it seems! Take some time with friends or relatives to

explore this in some detail. Ask yourself what your child does (or does not

do) that you would like to be different. Try to be very specific and not too

general (e.g. ‘refuses to put shoes on in the morning’ is more specific than

‘problems getting dressed’).

2. Why does your child behave in this way?

Situations and settings: Where does the
behaviour happen? Where does it not
happen? Is it to do with something in the
environment (smells, noises, what other
people do, etc.)? Who is around when it
happens?

Triggers and timings: When does it happen? Is
it to do with anything pleasant or
unpleasant? What are the timings in relation
to other things? When does it not happen?

Mindblindness: Is it to do with
mindblindness? Does your child realise
he/she needs to communicate his/her needs
to someone? Can the child see others’
points of view or understand feelings and
needs of others in this situation?
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Getting the gist: Is the problem associated
with not understanding what is going on
and why? Does your child understand the
meaning of events and that things have a
certain order?

Imagination: Does your child think
imaginatively and does this affect the
behaviour?

Preoccupations and sensory experiences: Is the
problem associated with sensory experiences
and/or preoccupations? Is the environment
too complicated or interesting?

Social interaction: Does your child do this
alone or with others? How does this affect
the behaviour?

Communication: Is the problem associated
with language or communication
difficulties?

Emotions: Is the problematic behaviour
related to anxiety or mood? Is it to do with
your child’s temperament? Is there anything
else that might be affecting or upsetting
your child (e.g. memories, dreams, illness,
tiredness, boredom)?

Sameness: Is it to do with a need for routine
or habits? Is there a problem associated with
being in control? Has there been a change
of routine at home or at school?

Responses: How have others responded to the
behaviour? Does something happen after
the behaviour that is important? How does
it affect the behaviour in the future?

Benefits: What positive outcomes happen for
anyone (e.g. you, your child or your child’s
sibling) as a result of the behaviour? (Rack
your brains: there usually are some!)
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3. What is the goal?

What is your specific aim (e.g. ‘Encourage Moses to interact with us for a

few minutes each day’)? Is the goal of benefit to you or the child or both?

Give a thought to the future. You are trying to prepare your child for the

future as well as dealing with the present. Check that it meets the SMART

criteria below.

• Specific. Be clear and specific (e.g. ‘Help Ali to say “hello” to
Grandma’, rather than ‘Help Ali to be more sociable’).

• Measurable. Have an outcome or something that you can see
and count (e.g. ‘Say “hello” to Grandma when she comes to
visit’).

• Achievable. Start with something that is possible to achieve,
otherwise everyone will feel disheartened.

• Realistic. There is little point in trying to achieve something that
is unrealistic. If the child has not learnt to speak yet, learning to
say ‘hello’ is unrealistic.

• Time limited. Be clear that this is something you would like to
achieve in a certain time period. It will help you to focus.

4. Plan strategies

With friends or relatives write down as many ideas as possible that come

to mind about how you might deal with the problem, matter how silly

they may seem – it’s often these ideas that lead to creative solutions!

Choose the strategy (or combination of strategies) that you think is

most likely to work and that you are most likely to be able to carry

through.

5. Checking

When you have a plan, write it down and check:

• the benefits for everybody concerned

• the costs – in terms of emotions, time and resources

• what might get in the way to stop it working? (Find ways of
dealing with these if possible before you begin.)



Preventive strategies

Sometimes children with ASD develop less desirable behaviours out of habit

or frustration because they have not learnt new skills to enable them to

perform tasks (such as getting dressed) for themselves or because they simply

do not understand what is expected of them. Encouraging them to learn new

skills and helping them to learn about rules and boundries can help to prevent

difficult behaviours from developing.

Encouraging learning and development
CHAINING

Chaining is a good technique for teaching new skills such as dressing. Break

down the skill you want to teach your child into small steps. For example, if

you are trying to teach him how to put on his tee-shirt think very carefully

about the steps he will have to go through.

The first stage would be doing the whole thing for him. Line the tee-shirt

up, hold it in the right way, lift it up, make sure the hole is in the right place

and then put the child’s head through.

You gradually let the child do the early parts of the process (e.g. laying the

tee-shirt out on the bed in the right way before picking it up) and you do the

rest.

He does more and more of the steps as he succeeds at each one.

BACKWARD CHAINING

Backward chaining is much the same technique as chaining, but in this case

you start with the final stages and work backwards. For example:

• You would put the child’s tee-shirt on for him but encourage the
child to pull down the tee-shirt over his stomach.
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6. Put the plan into action!

7. Monitor progress

If/when problems occur, don’t be disheartened, go through this process

again thinking about when, where and why it’s not working and plan

additional strategies.

Figure 9.1: A template for making sense of a child’s behaviour and planning ways to help



• The next stage would be to complete less of the task for him and
perhaps get him to put his second arm in to the tee-shirt.

• Building on his success he will, in time, be able to put the shirt on
with minimal help.

Many parents with children with ASD find that backward chaining is more

useful than chaining. With backward chaining the child achieves a sense of

satisfaction and gets to the end result more quickly.

PROMPTING AND FADING

Most children need help to learn new skills. Prompting and fading is another

way to help children to learn how to perform new actions.

Prompting can be done verbally or with physical assistance. If you were

teaching a child to clean her teeth, for example, you might hold the tooth-

brush in her hand with her, showing her the movement she needs to perform

to complete the task. You could do this verbally, giving brief instructions, if

this suited the child’s developmental level better. At the next stage (fading),

you give slightly less support and continue to reduce support at the child’s

pace until she is able to complete the task alone.

It is very important to praise your child at every stage of the process. Even

though we know children with autism may not understand praise, we still

give it. As they get older their understanding increases and experiences of

praise will be important to help this understanding grow.

Provide clear rules and cues about day-to-day activities and expectations

Children on the autism spectrum in general prefer a structured day and a clear

explanation of what is going on around them. At school they are happier and

do better if the classroom is not cluttered and there are clear rules and expecta-

tions. The same applies to home.

Early warning signs

Parents are experts in their own children. They often know what the settings

and triggers are for negative behaviours. Work out the early warning signs

your child gives out before misbehaving and, where possible, avoid situations

that may provoke problematic behaviours. This helps when planning

everyday activities. Some parents find that it helps to tell their children well in

advance about changes to their routine.
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Use relaxation and calming techniques where appropriate

Many schools and families use music and aromatherapy at times when they

know their children are more likely to be at risk of being highly stressed.

Set boundaries when the child is young

Temper tantrums are hard for parents to cope with at any age. Because the

tantrums of children with ASD are often louder and last longer than those of

normally developing children, it is very tempting for parents to ignore many

behaviours as a way of reducing embarrassing situations. Unfortunately, this

does not help in the long term. If it is not dealt with in childhood, the behav-

iour continues into adolescence when it is considerably harder to control! This

doesn’t mean that you should be constantly telling your child off, however.

Choose the behaviours you may want to change very carefully.

• Don’t try to change more than one or two behaviours at a time.

• Ask yourself if it is in the child’s best interests that the behaviour
should change.

• Concentrate at first on things that:

° are dangerous e.g. running onto the road

° will be socially inappropriate in the future e.g. stroking people’s
legs.

Clear boundaries, rules and expectations stop problems developing.

Visual timetable

Children are given a visual timetable that shows the sequence of events each

day. This can be placed on the wall in the morning. It consists of pictures of

activities placed in the order in which they will occur. This visual routine

could, for example, have a picture of the child having his lunch, and then

going to the toilet; and then a picture of him doing his next expected activi-

ties, such as washing his hands, going into the playground, etc. The picture of

the trusted adult around at the time could be varied each day so that there is

flexibility about who takes him. The order and nature of activities can be

changed as appropriate. Doing this every day and talking your child through

it in the morning creates reassuring routines but also provides the flexibility to

change things, giving the child plenty of warning that something has been

changed.
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Consistency

Once you have decided on an approach, stick with it. Giving in just once will

make it worse! Children on the autism spectrum like rules. They like to know

where they stand and what is going to happen to them. The structure and

routine of rules is helpful to them. They will resist rules that don’t comply

with what they want to do (like any children) but they do like clear and under-

standable patterns in their lives.

Other behavioural strategies

Shaping and rewarding alternative behaviours

Shaping and rewarding alternative behaviours means encouraging a child to

change a behaviour and learn a new one. It is done by praising or rewarding

her as she achieves small steps towards the final goal. Since praise works less

well for children on the autism spectrum, offering them rewards is often a

better incentive. Rewarding an alternative behaviour is often a good strategy.

Children do not need to understand that the reward is a reward as such, they

just need to have a pleasant experience. Shaping usually involves moving in

gradual steps from one behaviour to another, but it can be done in one big

step.

Helping the child internalise external messages

A similar approach we use that we have not seen described elsewhere is a

phased system to try to get internal voices working inside the child. When

a small child walks towards the kerb of a busy road, the parent behind

shouts ‘No’. The child freezes and the parent comes and says, ‘It is dangerous,

look at the cars’. A small child who hears this message internalises the
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Simon used to hit his little sister almost by habit whenever he walked past

her. It was difficult to know the reason for this. He just seemed to like doing

it and seemed oblivious to her responses. His father and mother arrived at

a plan. Whenever he approached his sister they positioned themselves

and took his hand as it came in for the swipe. They would turn the swipe

into one stroke of her hair and then lift him away and read him a

three-page book that he loved. The most difficult part of this was being in

the right place at the right time but they struggled on and after two weeks

he was spontaneously stroking his sister’s hair and not hitting her.



message. As he grows he hears a warning in his own head when by the

roadside. He has internalised the message.
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When a 15-year-old child with autism called Annette went outside she

would walk into the road without realising the consequences. Her parents

were very fearful of letting her out and she would have large aggressive

outbursts because of frustration and because she wanted the same

freedom as her 12-year-old sister. They had tried to teach her a roadside

code but it seemed to make no difference because she never seemed to

put it into practice. A staged plan was put into action.

• Stage one. Her parents would go out with her and as she

approached the road they would come up alongside her and look

at her and say clearly, ‘Stop! Don’t go in the road. It is dangerous’.

They did this repeatedly and always said the same thing.

• Stage two. After a while her parents said, ‘Stop!’ but then went up

to her and said, ‘What am I going to say to you?’. She would then

invariably say, ‘I don’t know’. They would then go back a stage and

say ‘I’m going to say, “Don’t go in the road. It’s dangerous”’. After

a few weeks though she began to say (much to their surprise)

‘Don’t go in the road. It is dangerous’. They then said: ‘Well done!’

• Stage three. At the next stage instead of saying ‘Stop’ they went up

alongside her in the usual way and looked her in the eye. Or the

first few occasions she said, ‘What?’ and they would go back a

stage and say, ‘What am I going to say to you?’. She would then

tell them and they would praise her.

This approach seemed to help Annette internalise what she was being told

by the adults around her. More specifically it probably helped her lay down

the information in a place in her memory where she could access it in

real-life situations. This was probably because the approach was in real-life

situations and was repetitive. Six months later her parents told us that a

university student from the Parents and Carers Together scheme had

taught Annette the Green Cross Code and she had seemed very receptive

to it in a way that she had not been a year earlier. This may have been

growing maturity or the fact that an individual other than her parents was

doing it with her (this is often helpful) but, either way, her parents were

much happier that she could be safe in roadside situations.



Positive reinforcement

Positive reinforcement is intended to increase good behaviour by rewarding

it. Star charts, trips out, comics or anything else that the child finds rewarding

can be used. The desired behaviour is made clear to the child so that she

knows exactly what is required of her in order to achieve the reward.

When rewarding approved behaviour, it is useful to have a clear idea of things

that reinforce or are motivating for the individual child. Usual reinforcers are:

• certain foods

• certain toys

• points/tokens/stars

• certain activities

• time with an adult

• praise.

Material reinforcers, e.g. food, may be more powerful for children with ASD.

Other reinforcers for this group include:

• things they are preoccupied with (see Chapter 17,
‘Preoccupations’)

• computer time

• video time

• cards, models, keys, etc., to add to the child’s collections

• trip to the railway museum, airport, etc.
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Dominic was 12. He had Asperger syndrome and couldn’t see the point of

homework. He often refused to do it. He especially hated repeating work

that he had done in class. His parents helped him design a chart that had

steps going towards a reward chest. For each step he could put a star on the

chart. The star was for completing each piece of homework. For each star

he also received the reward of a certain amount of time on the computer.

The reward chest was a computer game that he wanted. He did well with

this and his parents faded (gradually reduced and stopped) the rewards.

Once in the habit of doing his homework he seemed to settle well to doing it

(with the exception of those pieces he was asked to repeat!)



Whilst novelty and surprise (which encourages reinforcers to be changed) are

very motivating for many children, this may not be the case for children on

the autism spectrum. They are more likely to prefer predictable, consistent

rewards. It is important to make sure that children understand clearly what is

happening (e.g. ‘if…then you can…’).This means that praise when used has to

be very specific: for example, ‘If you put your shoes on now, you can have your

comic to read’.

Rewards can be used for a variety of scenarios, (for example, when the

child is successful in doing something or when the child does not do some-

thing for a specified period of time).

Ignoring

Distraction

Distraction is a useful technique for diverting unwanted behaviours in all

children. A great deal depends on knowing the best distracters.
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James, aged seven, had little language. He would stand and slam the door

repetitively in the kitchen whenever he was hungry. It did not seem to his

parents to be a deliberate act to provoke them, but he had learnt that

doing this resulted in a plate of biscuits and a drink arriving on the table. His

parents realised that this was a problem when he started doing it in the

middle of the night and at school. After discussion it was decided that he

would have to learn better ways of asking for food and drink. They began

to use the picture exchange communication system (PECS; see Chapter

11). At the same time they began to ignore the banging. This was very hard

at first because he could be very noisy. However, the two strategies

together complemented each other and were very effective.

It is very important if you use this approach to stick to your guns

because, unless used consistently, it can make the behaviour worse. This is

because if a child is used to getting something after any particular behav-

iour and then it doesn’t arrive, then he does it a lot more. James banged

the door a lot in the first two weeks of starting this approach and the

neighbours had to be warned. Luckily, they were very supportive –

although the strategy was timed for their summer holiday!

Charlotte could be distracted from her obsession with playing with water

when her mother played her favourite music.



Graded extinction

Extinction involves the removal of any responses that might be rewarding for

the child’s undesirable behaviour. For example, when parents repeatedly

respond to a child’s cries for more food, drinks, stories, etc., at bedtime, they

are inadvertently rewarding the child’s cries. If they don’t respond in this way,

the child will learn not to call out repeatedly. The technique of ‘controlled

crying’ where parents try ignoring the child’s crying, is an example of this. It

involves parents staying outside the child’s bedroom, but after previously

decided time periods, e.g. five minutes (see Chapter 16, ‘Sleeping’, for further

details), the parents go into the child’s room for a few seconds and calmly say,

‘It’s bedtime. Go to sleep,’ and leave without any fuss. The difficulty with this

technique is that the behaviour usually gets worse before it gets better, but

with persistence it can be very successful.

Desensitisation

Sometimes behaviour is provoked by fear. Desensitisation is a technique for

helping people to cope with fearful situations. It is done very gradually so that

the person learns to cope with his fear. The effect is that the fear gets smaller

and smaller as he learns to cope.
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Sandy hated spiders and refused to go into any room when he had seen

one. This would sometimes provoke very aggressive outbursts as his

parents attempted to get him to settle. Desensitisation helped Sandy. The

aim is to break the connection with fear. He started by learning to cope

with looking at a line drawing of a spider, moving on eventually to looking

at photographs of spiders, then videos and then plastic spiders and then

dead spiders. In the end he could put a glass jar over a live spider and put a

postcard underneath it and throw it out the front door. This helped him

feel in control of his fear. The idea is to practise coping with slightly scary

things until they no longer feel frightening.

1. Sandy made a list of the scary situations and rated them from 0

(not scary at all) to 100 (the scariest imaginable).

2. He constructed a hierarchy by putting them in order.

3. Sandy worked his way down the list.

4. Each time he moved down the list and succeeded in overcoming

his fear, he was rewarded with marks on a chart he had made and

for every three he was given a much liked die cast model.



Time out

‘Time out’, when used by psychologists, really means removing the child from

situations where negative behaviour is being rewarded (sometimes it is unclear

what the reinforcers are).

Even though time out is often used to mean secluding a child this is not the

goal. The goal is never punishment. The goal is to take away the pleasurable

reinforcer. Zaffar enjoyed biting as part of the rough and tumble. He needed a

clear message to him to understand that the rough and tumble was fine but

that biting was not.

Consequences

Consequences have a big part to play in influencing whether a behaviour

happens again. If we go to a friend’s house and we eat good food and enjoy the

company we are more likely to say yes to going again than if we were cold, we

didn’t enjoy the food and were bored. Consequences can be positive or

negative. Some of the positive ways of encouraging helpful behaviours are

discussed in this and other chapters.

Smacking

We do not suggest active punishments like smacking. Smacking may encour-

age aggression or prompt withdrawal in children with ASD.
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Zaffar, who was six, liked rough and tumble but he also like to chew and

bite. Mindblindness meant that he had a problem knowing when he was

hurting someone else. He would frequently engage in rough and tumble

with a parent but, halfway through, would start to bite. He could not

understand when the parent was cross. His parents used the simple

strategy that they would rough and tumble with him but as soon as he bit

they would put him down straight away and say ‘No’. They would place

him away from them but also move away from him. This was also done at

school and proved very effective.



Traffic lights

We have devised a traffic light system for a small group of children at the

milder end of the autism spectrum. Children on the autism spectrum seem to

like it because they are often fascinated by traffic lights. The idea is:

• A child is given a goal that she understands and to which she
agrees.

• She is also given a hierarchy of response costs. This means that if
she breaks a particular set of agreed rules, there will be
consequences. These might be things like missing a television
programme.

• She is also given a hierarchy of rewards. These are written down.

• The child is told that she is on green when she is achieving her
goal (e.g. sitting at the table throughout a meal). This can be
reinforced regularly by the parent saying to the child: ‘Well done,
you are sitting at the table very well, you are still on green. If you
carry that on until the end you will get twenty minutes on the
computer.’

• If the child gets down from the table, she is told she is on amber
and is warned that she may go to red if she doesn’t come and sit
down.

• When a child goes from amber back to green by sitting down, she
can be praised with healthy dollops of praise and told that her
reward is still possible if she remains on green.

Reinforcement is usually built into the traffic light system. In our experience

when it is set up well children don’t need to have the response costs applied

very often once they understand the system. They may test it a couple of times

and so it is important to stick to the rules if they do. One parent made a traffic

light from board and had it standing in the house (see Gerald’s story in

Chapter 12, ‘Tantrums, Frustration and Aggression’).

Conclusion

These are some of the strategies that can be used to help manage behaviours. A

range of others are described in this book throughout the chapters in Part 3.

The child’s level of ability and understanding will influence which strategy is

helpful for which child. The most important thing is not so much using any
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particular strategy as taking a flexible and thoughtful approach to addressing

any problems as they arise.

Summary

• Young children with ASD communicate their needs differently
from other children. When they scream they may not be
consciously communicating something to their parents.

• Children with ASD continue to see themselves as the centre of the
universe for longer than other children. This means that they may
continue to become angry and frustrated about not having their
needs met until they are much older.

• Strategies that generally work less well with young children with
ASD:

° those that involve others’ emotions, e.g. ‘Mummy will be very
pleased if you eat your meat’, or ‘People will laugh if you wear
your gloves in summer’

° lengthy explanations.

• Despite the pressures, remember that it is not good for healthy
development if children dictate the household rules. They need
help to learn that the outside world will not allow them to dictate.

• Plan any new strategies carefully. The model described in this
chapter should make it easier to plan.

• The most successful plans are those where the family members
work together as this fosters mutual understanding and support.
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Chapter 10

Developing Social Skills

Providing help to improve the way children and young people develop social

skills is central to helping them to feel more at ease in what is largely a social

world. We know from research that early help with interaction skills is likely

to reduce isolation and the occurrence of repetitive behaviours. That aside,

there will of course be times when people with ASD need respite from a social

world and this must be borne in mind.

It is useful to hold in our minds the theories covered in the first chapters,

and particularly the chapter on mindblindness (Chapter 4). This background

gives us an understanding of why people with ASD struggle so much in social

situations. The chapter also makes it clear that there are different levels or

degrees of mindblindness. Some young people are very severely affected;

others less so. The best interventions will be those tailored to the individual’s

needs and level of ability at that particular time, rather than those based on

chronological age.

It is also worth remembering that one single intervention will not be

enough. Seeing a psychologist or a speech and language therapist for ten

sessions is not the answer. Social skills develop over years, and so the interven-

tions need to be occurring in the everyday life of the child. There are various

techniques that can be used over the years to aid the social development of

children with ASD.

In this chapter we will consider:

• achieving a realistic understanding of the individual needs of the
child on the autism spectrum

• certain common types of social difficulty (with examples) and how
they might be tackled using this understanding
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• key strategies for parents and carers

• helping children to understand emotions

• helping children develop imaginative skills

• helping children learn how to interact socially including
developing an understanding of social rules and cues

• supporting the development of friendships and relationships

• dealing with things that get in the way.

Achieving a realistic understanding of the abilities and needs of the
young person

First, it will be useful to consider some of the main difficulties that make it

hard for children with ASD to develop social skills. It is crucial to understand

as far as is possible how a child on the autism spectrum views the world and

how this affects socialisation. There are many facets to this, some of which

have been covered in the previous chapters.

Language difficulties

Language delay will undoubtedly affect social development, but it would be

simplistic to say that improved language acquisition will improve social skills.

We know that there are several other important factors that impact upon

social development.

Mindblindness

This is a key factor affecting social development in children on the autism

spectrum. As we explained in more detail in Chapter 4, mindblindness takes

away the single most important tool that we use to know how to engage with

other people. An analogy would be removing the circuit in the computer that

interprets what is being typed on the keyboard. The computer no longer has

any way of knowing what the person sitting at the computer is thinking. It

cannot respond and so it does its own thing, repeating the screen saver over

and over without any understanding that the person sitting at it wants a

response from it. It is blind to the needs of the person wishing to interact

with it.
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Getting the gist

Society is governed by social meaning and is woven together with social rules.

The overall meaning of social events gives us purpose and provides meaning

to our interactions. We seek fun, companionship and competition. We know

when to be serious and when to play. We make jokes, we play games and prac-

tical jokes. We plan and carry out tasks together with purpose and we engage

in all manner of joint activities. All of these things go way beyond the detail of

our surroundings and yet, since children on the autism spectrum struggle with

overall meaning, they are left largely with the detail. If a child with ASD goes

to a social event and cannot see that such an event is a party, a wedding or a

school disco, his sensory interests and interest in detail and patterns will pre-

dominate. Similarly, if he goes to the playground he may spend most of his

time watching the patterns made by the roundabout or running up and down

alongside the wooden fencing rather than seeking out other children. This is

in part because of a difficulty in understanding overall meaning, and a

problem seeing beyond detail and patterns in the environment.

Sensory interests, special interests and repetitive behaviours

Sometimes children are so preoccupied with their special interests or rituals

that any potential social opportunities are missed.

Anxiety

All of us are affected at times by anxiety. It affects us socially. If extreme, it can

hamper our performance, our ability to think clearly and our ability to

respond with confidence. Children with ASD are no different, except that

they are more likely to find the social environment a very scary place for the

reasons outlined above. Their anxiety will make it even harder to interact

socially.

Slower social development

All aspects of development are by their very nature ‘developmental’. That is,

we build on things previously learnt and add new learning to them. This

follows a natural progression. You cannot learn division and multiplication if

you have not learnt what numbers mean, and you cannot learn algebra until

you have learnt all of these things. Social development is the same. It is

acquired in building blocks that follow one upon the other. If a child gets

stuck at a particular point, expecting him to jump three steps ahead is unrealis-
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tic. Yet children on the autism spectrum in mainstream school or society may

be on a different learning curve when it comes to social skills. The difference

means that sometimes they are expected to be more capable than the building

blocks they have acquired will allow. It is therefore sensible to prevent stagna-

tion if possible and encourage socialisation skills to maintain progress ‘devel-

opmentally’. This progress may not necessarily be at the same speed as

everyone else’s but it should be sequential and advancing.

Lack of intuitive learning

Children with ASD appear to find it harder to pick things up intuitively. Many

families will compare their child with ASD to a sibling and say, ‘his sister

seems to pick it up without even trying, but everything has to be explained to

him’. Some children pick up social skills by rote rather than intuitively and

this means harder work for those around them in terms of teaching them

things that others pick up naturally. It is also harder for the children as they

have to concentrate more in social settings and quickly become fatigued.

Lack of experience

Often, because the child may not grasp the importance of interacting with

others and because it is so difficult, she will not take the opportunities to learn

and practise her social skills as often as others. She may actively avoid other

children and adults. Her parents may keep her out of social situations. Her lack

of experience adds to her problem with understanding the social rules that

other children learn fairly readily. That is not to say that she needs to be

flooded with social experiences – this would be too anxiety provoking – but

social experiences can be woven into the fabric of life in a gentle way.

Generalisation

Children with ASD can learn social rules but often fail to learn that the same

rule applies in slightly different circumstances or situations.
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Emma, who was fascinated by people who were overweight, learnt that

she should not make comments about people’s weight when she was on

the bus in the mornings. However, she continued to make remarks at

college, in the street and when out shopping. She had to learn that the rule

applied in all settings.



Common types of social difficulty

We have put together some scenarios of problems faced by some children with

ASD. As we go through each scenario we will try to explain what might be

happening in the mind of the child and in the situation in general. After this,

there is a more general section on helping children acquire social understand-

ing and skills.

TYPES OF PROBLEM

• seems in a world of his own

• doesn’t play with other children

• exhibits socially inappropriate behaviour.

We will take each of these in turn, considering WHAT the problem is, WHY it

might be happening, and HOW we might deal with it. We will use three dif-

ferent scenarios to illustrate them.

WHAT is the problem?

Seems in a world of his own

Moses is aged two. He had been given a diagnosis of autism when he was 18

months old. His parents, Julia and Simon, were worried that he did not seem

to respond much to them at all. He was very severely affected by his autism

and seemed to be getting more and more isolated, very much in a world of his

own. He was a very quiet passive boy most of the time and demanded very

little attention. He seemed happiest when left alone. He was fascinated with

paper and in particular liked to flick through the pages of mail order cata-

logues. This would keep him occupied for hours at a time. He rocked back and

forth making rhythmic sounds as he turned the pages, seemingly very con-

tentedly. When Julia and Simon tried to get him to play with some of the

brightly coloured toys they had bought for him, he would scream loudly and

become very distressed. It seemed that nothing could distract him from his

mail order catalogues and his parents wondered if they would ever be able to

get close to him.

Julia and Simon felt very excluded by Moses’ behaviour and were deter-

mined to find ways to help him to move out of his own isolated world. They

realised that this would be difficult but decided to try to tackle the problem

together. With a little help, they worked though the template described in

Chapter 9, ‘Managing behaviour’.
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1. What is the problem?

Moses seems in a world of his own. He rocks, flicks though his catalogues,

doesn’t interact with his parents and gets upset if they try to distract him.

He prefers to be left alone.

2. Why does your child behave in this way?

Situations and settings: Where does the
behaviour happen? Where does it not
happen? Is it to do with something in the
environment (smells, noises, what other
people do, etc.)? Who is around when it
happens?

Whenever he sits on the floor, anywhere, he
wants his catalogue.

Triggers and timings: When does it happen? Is
it to do with anything pleasant or
unpleasant? What are the timings in relation
to other things? When does it not happen?

Happens most of the time. Whenever he’s
not sleeping or eating. He expects to do it
after meals. Doesn’t matter who is around.
He seems to have developed a routine. Does
not happen when eating, playing rough and
tumble games.

Mindblindness: Is it to do with
mindblindness? Does your child realise
he/she needs to communicate his/her needs
to someone? Can your child see others’
points of view or understand feelings and
needs of others in this situation?

Yes. He doesn’t understand anyone’s point
of view other than his own because of his
ASD. He expects his book to arrive and
doesn’t know about our thoughts and
feelings.

Getting the gist: Is the problem associated
with not understanding what is going on
and why? Does your child understand the
meaning of events and that things have a
certain order?

He doesn’t seem to understand about
playing or interacting with us.

Imagination: Does your child think
imaginatively and does this affect the
behaviour?

He doesn’t have any imaginative skills yet.
Maybe that’s why he plays with his
catalogue.

Preoccupations and sensory experiences: Is the
problem associated with sensory experiences
and/or preoccupations? Is the environment
too complicated or interesting?

He loves the sound, feel, and smell of the
pages. He likes the rhythm of his chants and
rocking and seems to switch off. It seems
worse when the TV or radio is on.

Social interaction: Does your child do this
alone or with others? How does this affect
the behaviour?

He plays with his catalogue on his own. It
never develops. It is very repetitive. We feel
excluded by his play.
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3. What is the goal?

At first, Julia and Simon thought their goal would be to make Moses more

sociable and although this was their overall aim, they realised that it was

not SMART (specific, measurable, achievable, realistic or time limited).

After much debate, they settled on a simpler starting point as their goal,

which was trying to get him to interact more with them for a few minutes

each day. The main problems they perceived were his lack of interaction

and his intense fascination with his catalogue to their exclusion.

4. Plan strategies

Julia and Simon wrote down several ideas:

• Take his catalogue away!

• Distract him with toys.

• Change his routine. Don’t put him down on the floor.

Communication: Is the problem associated
with language or communication
difficulties?

He can’t say or understand anything yet.

Emotions: Is the problematic behaviour
related to anxiety or mood? Is it to do with
your child’s temperament? Is there anything
else that might be affecting or upsetting
your child (e.g. memories, dreams, illness,
tiredness, boredom)?

He likes to do it when he’s bored and
sometimes if he is upset. It seems to comfort
him. He seems less anxious when he has his
book.

Sameness: Is it to do with a need for routine
or habits? Is there a problem associated with
being in control? Has there been a change
of routine at home or at school?

He likes the routine. It has become a habit.

Responses: How have others responded to the
behaviour? Does something happen after
the behaviour that is important? How does
it affect the behaviour in the future?

It might be because we used to give him his
catalogues when he was upset or if we
needed a break. We don’t try to interact
with him when he’s doing it.

Benefits: What positive outcomes happen for
anyone (e.g. you, your child or your child’s
sibling) as a result of the behaviour? (Rack
your brains: there usually are some!)

He seems to really enjoy it. It relaxes and
comforts him. We can get on with other
things easily when he has his catalogues.



HOW might we deal with it?

Simon and Julia came up with a clear plan to help Moses. Below is a little more

detail to explain how they put it into action.

Mindblindness

Moses didn’t understand the need to interact with others, so this meant most

of the work needed to be done by his parents. When they played rough and

tumble games with him it seemed easier for him as he would make eye contact

with them and chuckle happily. When they stopped and put him down on the

floor his expression became blank again and it was very hard to make eye
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• Play games – he enjoys rough and tumble.

• Join in with him when he’s turning his pages!

They decided that taking away his catalogue would be too unkind and

distressing and that toys hadn’t distracted him in the past and so ruled

these out. They decided to try a combination of the last three ideas.

5. Checking

The plan was that they would play rough and tumble games with him

sometimes instead of putting him on the floor with his catalogues. When

they gave him the catalogues they would sit with him and join in with his

noises and rocking.

• The benefits. Might get him to make more eye contact.

• The costs. Might be time consuming, tiring.

• ‘Is this reasonable for my child?’ It doesn’t make too many
demands on him and we know he likes rough and tumble.

• ‘Is this reasonable for us?’ We will feel very silly joining in with
him!

• ‘What might get in the way to stop it working?’ Embarrassment.

• Find ways of dealing with these if possible. We’ll get over it!

6. Put the plan into action!



contact with him. In order to try to overcome this, his parents sat down on the

floor with him, trying to get their faces and eyes close to his in brief games of

peek-a-boo.

Getting the gist

As Moses does not get the gist of playing with his parents, they have to show

him and teach him about the order of games. They also want him to realise

that it can be fun to do things with other people.

Sensory interests

Many children with ASD are easily preoccupied with the sensory aspects of

objects and find people and social interactions dull in comparison. Moses

derived a great deal of pleasure from his catalogues and his parents were

rightly reluctant to take them away from him. Their intention was to join in

120 HOW TO LIVE WITH AUTISM AND ASPERGER SYNDROME



with his interest and help him to understand that additional pleasure could be

gained from sharing his interest with them. Again, however, they had to do

most of the work because Moses did not know that people could be fun too.

One at a time, Simon and Julia sat with Moses and started copying his move-

ments and rhythmic sounds. They tuned in to his interests to gain entry into

his attentional space. He quickly learnt to tolerate this and later began to show

interest in this. His parents were careful to make sure there were no other dis-

tractions such as noise from the TV or radio.

Communication

Moses was unable to talk at this stage. He could, however, make sounds. Ini-

tially, these sounds were for himself. He could not understand the point of

making sounds for or to others. When his parents began to join in with his

sounds, he became interested and stopped to listen and look at them. When he

made a noise, his parents copied it. In time, he learnt to wait and take turns.

Moses and his parents took clear enjoyment in this. These were the first steps

in helping him to understand sounds as a means of communication and

people as a source of enjoyment!

Routine

Like most children with ASD, Moses liked routine. Routine makes the world a

more predictable place. He liked to know what would happen next. His

parents were careful not to change his routine too much when they first put

this plan into action. They also tried to keep to the new routine of joining him

in his play with his catalogue for a few minutes three or four times a day.

Parents’ responses

Julia and Simon had been in the habit of leaving Moses to play with his cata-

logue alone. By gradually joining in with him, they were showing him that

being with them could be enjoyable. As time went on they learnt that they

could use this technique to help him to use language. Moses’ story is contin-

ued in Chapter 11, Developing Communication Skills.

In summary, Julia and Simon’s plan helped Moses develop in many differ-

ent ways including,

• helping Moses tolerate someone being with him more often

• helping to build other people more into Moses’ routine
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• helping him use more eye contact

• helping him develop an early understanding of mutual play.

WHAT is the problem?

He doesn’t play with other children. He is socially isolated

Gareth is aged six and has never played with other children. As a toddler he sat

and played on his own, usually happily and oblivious to others. He avoided

others when they became too noisy. He went to an autistic unit in a special

school where there were only seven other children. He learnt to tolerate other

children and happily played alongside them.

Gareth made huge progress at the unit. His language skills developed well

and his parents and teachers agreed that he would most probably cope in

mainstream school with support. He went along to the new school for a trial

period for one day a week before transferring full time. He found this very dif-

ficult because he missed the routine of his old school. He also appeared to be

becoming increasingly isolated and never played or conversed with other

children despite their approaches. He had always been interested in collecting

things like stones, leaves, conkers and acorns and spent his play times search-

ing for items for his huge collection at home. His parents and teachers were

worried that he was becoming even more avoidant of the other children.

WHY might it be happening?

Mindblindness

Gareth has always struggled to understand the points of view of others, and is

poor at making guesses about how others think or feel. This means that most

of his thoughts are centred around his own interests with little understanding

of the needs of others. This was a key reason for his poor socialisation. He

didn’t understand why the other children approached him and started talking

to him.

Liking for routine

When he moved to his new school Gareth missed his routine. This unsettled

him. He reverted to his safe routines of collecting stones in the playground

whenever he had the opportunity.
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Sensory interests

Gareth’s fascination for stones meant that he was often preoccupied with

them, examining them carefully and rubbing them gently across his lips. This

often interfered with any social approaches made by the other children as he

was so interested in his stones that he was oblivious to them.

Language difficulties

Gareth’s language was delayed but he was able to understand most simple

language and could talk eagerly about his own interests. He struggled with

more complex language and quickly stopped listening when he did not

understand. His use of language was very literal. He was being honest but

appeared abrupt to others. For example, when asked ‘Would you like to play?’

he would say ‘No’.

Getting the gist

Gareth rarely understood what was going on in social situations. His preoccu-

pations with sensory interests, special interests and repetitive behaviours

dominated, and he had little understanding of camaraderie, the reasons for

social play, companionship or the meaning of games, competitions or

common interests.

Anxiety

Fear in a new social situation made Gareth become even more blinkered as he

attempted to get through the day.

Slower social development

Gareth’s experience of social interplay up to the age of six was limited. He had

missed many of the building blocks of social development. The children he

had spent most time with at the unit had very similar difficulties to his own.

Lack of intuitive learning and difficulty
understanding social rules

Gareth had never picked up social rules intuitively. He needed things to be

explained to him in detail.
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HOW might we deal with it?

Mindblindness

As we discussed in Chapter 4, the development of mind-reading skills is

delayed in children with ASD. We are beginning to realise that some aspects of

these skills can be taught. Since children with ASD find it harder to pick up as

they go along, this means that we (parents, teachers, friends) need to teach it

more specifically. The section at the end of this chapter, ‘Learning to under-

stand emotions’, has lots of ideas about how we can help.

Liking for routine

The routine at Gareth’s new school was very different from his old one. His

teacher, parents and teaching assistant helped him to adapt to the new system

by making a visual timetable for him. He had a chart on the wall for each day

with small pictures showing which activities would occur in which order.

When an activity was finished he went to the chart and turned the picture over

before looking at the next. If there was to be a change in routine for any

reason, his teacher would explain this well in advance using his chart. We

know that children with ASD find it difficult to hold complex routines in their

minds and that the additional visual cues make this much easier and reduce the

need for constant verbal checking.

Anxiety

These timetables considerably helped to reduce Gareth’s anxiety, although at

first he needed to keep on checking!

Sensory interests

As Gareth had always been fascinated with stones and leaves, his teachers

knew that this was not going to change suddenly. They decided, however, that

they could use his interests to help him to share his knowledge with his class

mates. For ‘show and tell’ time after lunch one day they asked him to bring

some of his collection into school. The other children were keen to find out

more and he was happy to talk to them about his favourite topic! His teachers

extended this idea to include collecting things for the nature table. Slowly,

Gareth began to recognise some of the benefits of shared interests.

Slower social development

Gareth’s social development was very much delayed. His parents and teachers

realised that he was not interested in the same types of imaginative play as his
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peers. They did notice his interest in chasing games, however. He loved to run

about with the others who were very accepting of him even though he didn’t

understand the rules!

After some time the teachers noticed the other children becoming irri-

tated with him and introduced the idea of the ‘Circle of Friends’. This is an

idea that was introduced initially in the USA. With the permission of parents

and child, a teacher or another adult meets with the child and about six volun-

teers from the class on a regular basis. They try to identify things that the child

finds difficult, especially in the playground. Then they try to think of ways to

help and try them out in practice. The adults facilitate this and support and

encourage all of the children.

At first, the group focused on the rules of chase games, which helped con-

siderably. The children were very supportive in helping Gareth, particularly as

new rules had to be invented to help with some of the rougher elements of the

game which Gareth initially interpreted as them pushing him!

Gareth’s parents and teachers helped him to develop his imaginative play

skills by engaging him in play with miniature figures and dinosaurs for short

periods of time. At first he didn’t want to play but then he gradually devel-

oped an interest in dinosaurs, which was shared by another boy in his class.

His imaginative play, although very limited, began to develop. A friendship

also began to grow with the boy as the two started collections of dinosaurs.

Lack of intuitive learning and difficulty understanding social rules

When his teachers recognised this shared interest in dinosaurs, they informed

both boys’ parents. Gareth’s parents invited the boy over for short periods of

time, helping Gareth to share and teaching him some basic social rules. This

was very demanding for Gareth as he did not intuitively know how to behave.

His parents took great care not to overwhelm him and only gradually

increased the times that they invited the boy over to play. Sometimes they

joined in and encouraged the children to consider each other’s needs. Gareth’s

parents also sometimes gave him gentle feedback about friendship and what

friends can do for each other. The Circle of Friends helped Gareth greatly. His

teachers continued to help to teach him social rules in the classroom when the

need arose. His parents continued to do the same.
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WHAT is the problem?

Socially inappropriate behaviour

Bernard is aged 12. He is a very able young man who was given a diagnosis of

Asperger syndrome when he was 11 years old. His parents had suspected that

there was something wrong for many years and had tried to get help from his

school and from their doctor. He always did well at school and was described

as one of the more able children in his class throughout his early schooling.

He was particularly good at maths and science and enjoyed reading about

history. He learnt to read when he was four years old and had, ever since, ‘had

his head in a book’. For a long time he was fascinated by anything to do with

the Titanic. His parents thought that his Asperger symptoms had not been

recognised for so long because of his intellectual ability. They thought people

saw his behaviour as a little idiosyncratic at first. Later, however, his behaviour

was interpreted as cheeky, bad mannered and manipulative. His responses to

his teachers’ questions and demands ceased to be funny when he was 9 or 10.

Teacher: ‘Take your pencils out.’

Bernard walked out of the classroom.

Teacher: ‘Bernard, would you like to take the register to Mrs Jones?’

Bernard: ‘No, thank you.’

Teacher: (crossly) ‘How many times have I told you not to use your

rubber today?’

Bernard: ‘Four.’

Teacher: (in a religious education lesson) ‘I want you all to draw a

picture about what this word means to you.’

She wrote the word ‘God’ on the board.

Bernard drew a dog ‘because it spells dog backwards’.

Some of the other children recognised his vulnerability as he got older and

persuaded him into all sorts of pranks, including ringing the school fire alarm.

126 HOW TO LIVE WITH AUTISM AND ASPERGER SYNDROME



When he went to high school, he struggled greatly. His new teachers saw

his ‘idiosyncratic’ behaviour very differently. They could not tolerate his

talking to them as if he was a peer. They did not know that he hated to be

touched and were astonished by his angry response to the briefest of touches.

They became angry about his literal responses to their questions and

homework assignments. The same boys from primary school, under the guise

of being his friends, encouraged him to behave badly and he was regularly in

trouble. His school work suffered and he became more and more withdrawn

and agitated. One day his teacher told him that if he could not behave

properly he should go home. Bernard went home. After several further inci-

dents, he was instructed to go to the head of year where he was reprimanded

yet again. Halfway through, much to the alarm of the teacher, he collapsed on

the floor. The teacher went to seek help and on her return found him

laughing.

WHY might this be happening?

Getting the gist

Bernard could not make sense of the various social situations he was in.

It is easy to underestimate how difficult life in general for young people

with Asperger syndrome can be. The problem is that, like Bernard, children

and young people with Asperger syndrome may not stand out as being any

different from their peers except in very subtle ways which are often misinter-

preted as being bad behaviour.

The world is a very confusing place for people with Asperger syndrome.

Each social interaction seems to have to be learnt separately and made sense of

as if in a vacuum. Previous information cannot readily be used in the interpre-

tation process. Everything seems to be rule-bound. The social world has to be

constantly interpreted and often mistakes are made. For example, Bernard’s

parents were alarmed one day when he did not come home for tea. Later it

transpired that he had been to have a drink with a stranger he had met in the

library. His parents said: ‘We told you never to go off with strangers!’ His reply

was: ‘But he wasn’t a stranger, I met him in the library yesterday.’

Literal use of language

Bernard interprets language very literally. He is unable to read between the

lines in social communication. He knew that his behaviour had caused trouble

but did not know why. His view was that he ‘could not behave’ and so went
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home as instructed. He was very confused when he was then in trouble for

going home.

Exhaustion

Trying to make sense of the social world and use of language can be very

tiring. Parents of younger children and some teachers tell us that the children

fall asleep in class and often switch off or daydream. Maybe this demonstrates

their exhaustion and their need to have some time on their own.

Bernard found the school day very tiring and this appeared to affect his

mood and his ability to concentrate on his work.

In clinic a seven-year-old girl with Asperger symptoms recently told
us, ‘That’s enough talking now’, and walked away to play on her own.

Mindblindness

Bernard was keen to have friends and thought that the boys in his class who

were setting him up were his friends. He could not read their thoughts or

interpret their motivation. He did not understand that what they asked him to

do was sometimes for their amusement. He could not work out who were

good friends and who were not.

Anxiety

The change of school had caused Bernard to be anxious. He had moved from a

small, relatively safe environment to one which was much larger and much less

sympathetic. There were different teachers, new subjects and changes of class-

rooms several times a day. He was touched and jostled, which he hated. He

was shouted at and in trouble almost daily. When his parents asked him about

the incident when he had ‘collapsed’, he said he just needed to switch off and

lie down. This seemed to be his way of coping with extreme anxiety. He could

not say why he laughed when the teacher returned but we know that laughter

is a common response to anxiety.

HOW might we deal with it?

Being proactive

Bernard’s parents had been worried about how he might settle into his new

school but did not know how best to prepare him. There is a number of spe-

cialist teachers now whose remit it is to liaise with parents of young people

with difficulties on the autism spectrum and their teachers. Often they will

prepare the young person for the transition to a new school by arranging
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several school visits and talking with them, their parents and prospective

teachers. If you are concerned about how your child may cope, it is worth con-

tacting the new school well in advance to ask for advice and support. A

meeting at the school may help.

Mindblindness

Bernard is very able. He has some understanding of other people’s minds but

still struggles with the more subtle, complex social interpretations. He cannot

understand deceit, subterfuge or manipulation, for example. He will continue

to rely on his parents and other adults to help to explain the behaviours of

others. Meanwhile, his parents gave him some rules, which initially included

that he should keep away from the boys he called ‘friends’ and not do

anything they asked. Aware of their son’s vulnerability, they role-played and

videoed some of the situations and scenarios he had found himself in and

re-enacted different outcomes. There are several other ideas about helping

young people with mindblindness at the end of this chapter under the sections

headed ‘Learning to understand emotions’ and ‘Learning how to interact

socially’. His parents began to talk with him about the differences between

strong friends and weak friends and how to work out which were which.

Training teachers

Most schools and colleges organise training sessions for teachers to help them

to understand and work with young people with ASD. Bernard’s head teacher

organised further training for his staff to help them to support Bernard when

he returned to school. Their understanding made a huge difference to him

and significantly reduced the number of occasions he was in trouble.

Communication

Bernard’s teachers agreed that any incidents at school should be communi-

cated directly to his parents and that they would meet on a regular basis to

discuss his progress.

Anxiety

The head teacher asked for the advice of a specialist ASD teacher. She was able

to provide a number of strategies to help teachers to support Bernard. One of

these was a way of allowing him the opportunity to leave the classroom if he

felt overwhelmed or if he felt the need to shout out. Bernard was placed at the

front of all of his classes. He had a red card on his desk, which he turned over if
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he needed to leave the room. His teachers all knew about the symbol and gave

him permission to leave. Bernard rarely used this, but said he found it reassur-

ing to know that he could.

Other ideas for helping children with ASD in the social world

There are many other strategies that parents have used, some more success-

fully than others, and we describe some of these below.

Key strategies for parents and carers

Engaging with children and interacting with them is crucial to everything

that comes after. This can at times be hard, but don’t give up. Here are some

tips to think about.

Learning to understand emotions

Children with ASD have problems understanding the emotions, thoughts or

attitudes of other people. There are several different ways in which these diffi-

culties may be addressed.

130 HOW TO LIVE WITH AUTISM AND ASPERGER SYNDROME

Some tips to help engage with young children

1. Use the child’s own environment – try to get involved with
his or her activities.

2. Use the child’s skills – if he or she is good at numbers, play
number games.

3. Use the child’s interests – if he or she likes cars, look at car
magazines together.

4. Try chasing and tickling games.

5. Promote shared activities, e.g. visits to the railway museum.

6. Promote shared play, e.g. card or board games.

7. Prompt your child when you want something from him and
teach him to prompt you.

8. Some things can be learnt by rote, e.g. greetings.



Explain emotions in everyday situations

This means telling children what you are thinking, feeling or seeing, when

they are thinking, feeling or seeing something different. This can be in the

course of everyday activities or in more specific circumstances. Such circum-

stances should be tailored to the needs of the child and include explaining

why you or someone else reacted as you did (e.g. happily, angrily, etc.). Other

examples could be Circle of Friends time in school (see later) or debriefing

(explaining and discussing what went on from your point of view) after an

incident or, indeed, any set of circumstances that you felt to be appropriate. It

is important to keep what you say as positive as possible and to tailor the

amount and level of feedback to the child’s understanding.

Emotion projects and scrapbooks

Projects at school can be put together around emotions. Homework may, for

example, involve concentrating on one emotion, such as excitement. The

young person could be asked to collect and cut out faces from magazines to

put in a scrapbook. Class discussion can be based around these scrapbooks.

Emotion diaries

A similar idea to emotion projects for home would be an emotion diary –

helping the young person to keep a record of situations where they felt or

observed particular emotions.

Attwood emotion thermometer

In order to be able to reflect on the feelings of another person, it is necessary

to have some understanding of emotions in oneself. Tony Attwood (1998)

suggests that some children benefit from using an emotion ‘thermometer’ or

‘volume control’ to measure the degree of intensity of emotions. This helps

the child to reflect on her emotions and the contexts of those emotions, and

also to develop a keener understanding of the intensity of emotions, rather

than seeing emotions just as something people feel or don’t feel.

Using an emotion thermometer can be done in an exploratory, educative

way with a young person by placing photographs and words at appropriate

points on the thermometer, or it can be done in the context of specific situa-

tions (e.g. after a classroom disagreement). The emotion thermometer can be

used for specific emotions (e.g. worry). The child can identify where she is on

the scale in certain situations. It can be incorporated into work on how to

manage emotions.
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Ahmed would get very angry in school on a regular basis and not necessar-

ily about things that would make other children in his class angry. For

example, if his teacher had asked the class to complete a task and he

hadn’t finished it when asked to put his things away at the end of the

lesson, he would become very angry saying that he had to finish the piece

of work. When his teacher insisted that he stopped, he would shout,

throw things, knock his desk over and sometimes kick his teacher. Ahmed

then began to use a laminated emotion thermometer that he had put

together with a doctor, his teacher and a learning support assistant. A

diagram of this thermometer is shown in Figure10.1. He talked about how

angry (where on the thermometer) he was, and he began to make plans

with them about what to do when the thermometer reached certain

places (strategies such as counting to ten, speaking to his support assistant,

asking for quiet time in the classroom annexe). This worked very effec-

tively. He learnt more about how to monitor his emotions and, more

important, he learnt a range of coping strategies.

Figure 10.1: Ahmed’s emotion thermometer.

Source: Reproduced with the kind permission of Dr Chris Ince, based on Attwood (1998)

Count
to 10

Talk to
Mrs Peters

Ask to go to
my quiet place

1 2 3 4 5 6 70



Mind-reading literature

A book called Teaching Children with Autism to Mind Read: A Practical Guide

(Howlin, Baron-Cohen and Hadwin 1999) gives advice on how to help

young people with mind-reading. It breaks down the process of learning to

understand emotions into different levels. This starts with teaching the child

to recognise emotions from photographs and moves on in small steps to

helping them to recognise emotions in context, using scenarios. The final

stages are about helping young people to understand what the characters in

the scenarios might be thinking or what might happen next.

The authors are clear that this is not a recipe book for curing

mindblindness or ASD. The book does, however, provide a structure for

helping children who are at the threshold of developing an understanding of

emotions and beliefs to enhance their skills in this area. It is aimed at children

aged between 4 and 14 who have an overall language age of 5 years and over.

MORE COMPLEX MIND-READING SKILLS

A range of more complex skills can be taught. For example how do we know

when someone is joking or bluffing? How do we know when someone is

saying one thing but meaning something different? These are difficult skills

for anyone. They can be helpful skills to acquire because they also help us to

know when to make a joke and when not to make a joke. This skill relates in

part to mind-reading but also to getting the gist. The context of the situation

will be important.

When helping our young people with these skills we can use the Happé

Strange Stories (Happé 1994) to assess what kinds of skills our young people

have. These tests can also be used to explain things like double bluffs, white

lies, persuasion and so on. Role playing in groups can also be helpful.

Self-thinking

Older adolescents with Asperger syndrome can find it useful to ‘self-think’ in

social situations before they say anything. Georgina (aged 15) and Mack

(aged 16) often said the wrong thing and were laughed at by their friends. In a

teenage issues group they agreed they would try to ‘self-think’ two questions

before they spoke with another person in social situations. The two things

were: ‘What is the other person thinking and feeling’ (is he or she happy, sad,

angry) and ‘What is going on?’ (is he or she joking around? Is this serious

talk?). They didn’t always know the answers but they found that they said
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fewer things that got them into trouble or were laughed at when they used

these techniques.

Understanding facial expressions and emotions

Some software and videos are also available to help children understand facial

expressions and body language, including Gaining Face, Mind-Reading and See

What I Mean? (see the References and Resources section at the back of the

book: more information, demonstrations of the material and payment details

are downloadable from the websites).

Reading stories with emotions and a range of facial expressions

Introducing children to stories where you can discuss emotions may be

helpful. This needs to be done in a way, and at a time, when the child or young

person is able to understand them. Many stories would be suitable, but some

that we have found useful are listed in the Further Reading section at the back

of this book.

Groups and emotion-focused games

Emotion and mirror games can be done in group settings. Children can be

asked to mirror the emotions of others by literally pretending to be another

person’s mirror.

Another group game is to send a person outside the room and agree an

emotion (e.g. anger). The person comes back into the room and asks each of

the others in turn to do an action in the manner of that emotion. For example

if they were to, say, tie your shoelace you would have to tie your shoelace ‘an-

grily’ and the person has to try to guess the right emotion. This technique

should only be used where young people have enough skills to be able to par-

ticipate without being threatened.

‘Sculpting’ or ‘Freezing’ is another game where each child has to make a

statue with his or her own body to show an emotion (e.g. fear) and someone

has to guess the emotion.

CDs for helping children learn empathy and imagination skills

There are many compact discs (CDs) that can be used for children who are

comfortable with a computer to help them explore imagination skills. They

also help children explore emotional aspects of story building, and can be a
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useful fun way of explaining emotions to children. Some of these are men-

tioned in the References and Resources section at the back of this book. These

are programmes that require parents, carers or teachers to be close by or along-

side the child to talk him through the emotional or imaginative aspects of the

stories he is creating. Left to their own devices children with ASD will tend to

write very fact-based stories about what happened (what people or things did

and when). They are less likely to use emotions, opinions or thoughts in their

stories. The adult alongside them can encourage them and inject small

amounts of these things. They will need to tailor this to each child’s under-

standing, and particularly emotional and imaginative levels. This may be quite

different from their educational level (for example, in mathematics) and this

needs to be taken into consideration.

Developing imagination

Imagination has already been discussed in Chapter 7. When considering how

to help children develop imaginative skills, it is important to consider at which

developmental stage the child’s imaginative ability is. We shall now examine

these stages.

Memories and imagination
STAGE ONE

When we see how the development of memory and imagination go alongside

each other we notice that the earliest aspects of imagination are the replaying

of memories in our minds. We do this as very young children. Some teenagers

with ASD who have poor imaginative skills will still be at this developmental

stage.
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Maggie, aged 16, had atypical autism. Every day she would come home

from school and go into her bedroom. She would verbally run through

everything that was said to her throughout the day. Her mother would

often hear through the door phrases like: ‘Maggie, you go and wash your

hands now.’ ‘Yes, Mrs Munster.’ ‘Sit still, Gerrard, and leave Michael

alone…’ This would go on for quite some time.



STAGE TWO

After a while, children begin to act out memories. Many children on the

autism spectrum act out or play out episodes of favourite television

programmes. They do not add new material or flexibly introduce new interac-

tions, they simply play out what they have seen.

STAGE THREE

The next stage is where children take pieces of memories and build them like

pieces of a jigsaw into new stories. Children with ASD find this very difficult.

They are quite ‘concrete’ in the way they can use their memories.

STAGE FOUR

This is the stage of development where new ideas almost seem to have no con-

nection with memories. Memories have become so fluid and flexible that new

play does not recognisably map onto memories. Abstract play develops where

fantasy is unlimited. The child’s imagination is free to roam where it pleases

without the fixed constraints of single or fixed memories. Again children on

the autism spectrum have great difficulty with this.

Planning and imagination
STAGE ONE

At this stage planning and memory are inseparable. If Mum plans to go to

Granny’s house, the child with autism can only relate this to what Granny’s

house has meant before. There is little flexibility in what can be done there.

The child expects to go the same way in the car, eat the same food and play

with the same toys.

STAGE TWO

More is possible as the child has memorised alternative things that can happen

at Granny’s house. He can choose from these alternatives. He can plan by

selecting alternative memories.

STAGE THREE

In this stage children pick memories from other places. They run scenarios in

their minds based on a range of experiences they have had. ASD children find

this very hard.
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STAGE FOUR

Planning is more flexible. It includes limitless possibilities. Spontaneity can

take you anywhere. Children with ASD have great difficulty with spontane-

ous planning.

Symbolism and imagination

As with memory, symbolism and its relation to imagination develop in stages

that follow one from the other.

STAGE ONE

Children begin by imitating or copying what they have seen. They copy in

concrete ways what Mum is doing. If she is in the kitchen with a bowl and

flour and eggs, they want a bowl and flour and eggs. Plastic ones won’t do.

They are not the same.

STAGE TWO

After a time children begin to be able to use plastic bowls and make-believe

eggs.

STAGE THREE

Symbolic play follows on after this where the child can use objects that don’t

look like the ones they are intending them to be. A building brick becomes an

imaginary egg that is broken into an invisible bowl and mixed with a biro that

represents the wooden spoon.

STAGE FOUR

Flexible symbolism becomes complex and includes the abstract. The eggs can

be magic eggs with incredible powers. The spoon can metamorphose into a

wand that can turn the bowl into a high-powered car that drives the child to

an imaginary new land where he meets new friends. And all this in the

kitchen!

The reason that this is important is that imaginative skills develop like

building blocks.

Patricia Howlin and colleagues (1999) also describe ways of teaching

pretend play to children with ASD. There are some examples in their book

Teaching Children with Autism to Mind Read.
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Joint play and turn-taking

Typically, children with ASD prefer to play on their own. Although they may

resist this at first, there are several ways of helping them to engage with other

people.

This can be extended by watching out for other examples of the child’s

interest and joining in with his or her games.

Other parents have told us they have played similar games taking turns

with the pieces of a jigsaw puzzle. Once these games are established other

members of the family can join in too! These are the building blocks of

learning how to take turns.
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A boy, Justin, lines up bricks as part of his play. His older sister is desperate

for him to play imaginative games with her and is very frustrated when she

tries to teach him to make spacecraft from his bricks. However, it will not

be possible for him developmentally to jump from Stage One straight to

Stage Four. He needs to have experiences over weeks and months that

gradually help him develop. This is key to developing imagination skills.

In Justin’s case his father and mother and sister first had to help him

tolerate anyone playing with him for five minutes. They copied the way

that he played. Once they had achieved the goal of five minutes’ play they

added more goals. These included letting his dad change the repetitive

shapes that he routinely built into different shapes. After a while his dad

introduced shapes that could be incorporated into concrete play. His dad

built a garage that he and his son could drive their cars into. This all took

months of daily playing with his son. His father found it tedious at times but

persevered. His son became fascinated with the programme Thunderbirds

and started collecting videos. Before long they were building Thunderbird

landing bays and flying missions around the room. At first these were repe-

titions from the show, and his son wouldn’t let Dad add any material other

than what was on the shows. However, with time Dad began to make up

new stories and Justin tolerated this and even enjoyed it. Justin’s imagina-

tive play still hasn’t become very flexible but it has moved on greatly and

now one other friend comes around and plays with him.

Julia and Simon, the parents of Moses, began this process by joining their

son in his play with his catalogues.



Groups of young children may practise turn-taking when the biscuit tin is

handed around. Turn-taking is a key skill in play, including imaginative play.

Play and interaction through music

Music is another great way to learn about taking turns. The numerous musical

possibilities allow children to explore their environment with a free rein and

some professionals believe that this helps with imaginative skill development.

There are many excellent music therapists who specialise in working with

children with ASD. Parents can start this process by helping children to take

turns with them in banging a drum, for example. Many children really enjoy

trying to copy rhythm and pitch from musical instruments.

Role play

As children get older, groups that use role plays may be helpful. However,

young people need to be selected for their ability to participate. Some children

will find it very difficult and will hate it. Role play has to be organised in a sen-

sitive way and careful attention must be paid to the emotional level of under-

standing of the child. More concrete activities that the child enjoys will need

to be interspersed with any emotional or role play tasks. The role plays should

initially be designed around their interests or real-life situations that they have

faced.

Giving information

Many children on the autism spectrum have difficulty knowing the difference

between real and pretend. This means being careful as to which television

programmes you allow them to watch. We have had considerable difficulties

occasionally with children who have seen inappropriate videos and then

wanted to act them out at school. It also means that when children are allowed

to watch developmentally appropriate programmes, parents and carers need

to tell them what is real and what is pretend if there is any uncertainty. Just

because it is obvious to you, don’t always assume this is the case for your child.

DEVELOPING SOCIAL SKILLS 139

Moses later developed an interest in stacking bricks. When he was profi-

cient in this Julia started taking alternate bricks and encouraging him to

‘ask’ for them by looking at her. This later developed into a game where

they would take turns stacking the bricks in order.



Children on the autism spectrum may have problems understanding;

• Father Christmas/the Tooth Fairy

• magic shows

• whether things are real or not (e.g. cartoons)

• abstract phrases or activities.

Adults will need to be aware and give information about these things to

children as they grow.

Creative drawing and painting

Many children with ASD will enjoy art. Art activities can be a good way of

doing something with your child that can both help social interaction and

also encourage exploration of ideas. Children with ASD tend to want to paint

the same thing over and over. Encourage a bit of variability. Because the hand

can slip, new images can be created and you can interpret for the child what

they might be. This seeds imaginative ideas for them.

Playing

Even though play with your child may be repetitive and sometimes boring,

regular play with your child will help.

Learning how to interact socially

Learning to listen as well as talk

Learning to listen is an important skill to help improve mindblindness. If our

young people are not able to listen to others they will struggle to become

aware of others’ needs, thoughts or feelings.

• The conch: ‘Holding the conch’ is a technique where only the
person holding a certain object (e.g. a certain teddy) can talk and
the others have to listen. The object is moved around so that
everyone gets a turn at speaking while others listen.

• Time limits: A time limit can be put on how long each person can
talk. Some children with ASD find this very hard but we have
come across several families where these techniques have worked
well.
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Teaching pointing and gestures

Children with ASD can’t see the point of using gestures. This is because

gestures are largely there to help communicate something to someone else. If

you have mindblindness you don’t see the need to communicate to others.

Since Theory of Mind develops over time, many people with ASD come to

gain an understanding of the need for gestures but they may not be picked up

intuitively and so need to be taught. When children are younger, showing

them how to point out objects in books may be difficult, but it is worth perse-

vering.

• Modelling and shaping: This may involve the adult pointing while
reading (modelling) or using the child’s finger to point out items
in the book (shaping).

• Joint action games or activities: You can help young children by
playing games that require two people. For example, encouraging
games for younger children such as ‘Row the Boat’ and ‘Round
and Round the Garden’ introduces gesture in the context of joint
activity. These games can help children with ASD to get used to
gesture and learn to use it even if they don’t always understand it.

• Explanation and information: Later gestures can be taught more
specifically: ‘This is something you do when you say goodbye’
(wave). ‘This is something you do when you want quiet’ (place
fingers to lips, shhh) and so on.

• Gesture-based games: In groups at school or in social skills groups,
games can be played to help. A ‘gesture name game’ is where each
person is given a sign made by putting his hand on his face (e.g.
touching his finger on his chin). You sit in a circle and make your
sign and then the sign of someone else. That person then makes
her sign and the sign of someone else, and so goes on. This game
encourages watching and gestures and we have found it helpful in
social skills groups when playing with young people with
Asperger syndrome.

Language-based goals

Developing specific language-based skills is important both to aid communi-

cation and, later, to help young people learn the hidden meanings, body
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language and subtleties of language, which they do not pick up intuitively.

Chapter 8 deals with this in more detail.

• Learning idioms: Some of our young people have benefited from
learning idioms and metaphors. Parents can help by playing idiom
guessing games with them; for example, asking: ‘What do people
mean when they say, ‘It’s raining cats and dogs’?’ We have a long
list of idioms which some families take away with them, and some
of the many websites available to explore this are listed in the
References and Resources section.

• Humour: Social skills groups can usefully discuss jokes and what is
and is not funny and why. One group we ran for Asperger
ten-year-olds put a joke book together and this was used as a fun
way of working with humour. Different sections of the book dealt
with slapstick (which many children with ASD find very funny),
puns, silliness and jokes that ‘lead you up the garden path’. Using
this joke book allowed children with Asperger syndrome to
explore what was and was not funny, and why other people found
these things funny (even if the children did not).

Clear boundaries

Most children with ASD do not find it easy to understand and pick up social

rules and cues. Clear boundaries in early childhood give children with ASD an

understanding of what is acceptable when interacting with others. Hitting

other children, for example, would clearly get in the way of children being

content in each other’s company. Children may not understand all the reasons

for rules, but they usually respond to rules, and the rules prevent unhelpful

social behaviours later on. On the whole, clear rules without explanations

(when the reasons are too complex to understand) work best with younger

children. As children become older and situations change, more complex rules

will be necessary. For older, more able young people, explanations for these

rules will be necessary.
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Preventing bad habits/thinking of the future

It is easy for bad habits to develop around our natural propensity as adults to

be tolerant of unusual behaviour in our young children, especially when we

feel sympathetic to their difficulties. One thing that needs to be borne in mind

for our children with ASD is that habits can be formed that can be very

powerful and difficult to break.

Learning what is appropriate and not appropriate

Many families we have met have said that they specifically teach what is and is

not appropriate in certain circumstances.
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Hugh liked to run around without his clothes on. This was fine at home on

warm days when he was little. However, he started taking his clothes off at

nursery, in the supermarket and in the street. His parents taught him a new

rule: ‘Only take your clothes off at home’. For obvious reasons this rule

had to become more complex with time. ‘Only take your clothes off

upstairs at home…and for PE lessons at school…and when you go

swimming…and if a doctor asks you to at the surgery, etc.’ Explanations

were added as he gained more understanding.

Freddie liked to stroke the legs of people wearing tights when he was three

or four years old. The adults around him found it amusing and tolerated it

well, but his interest in the feel of the nylon continued as he became older.

As a teenager he did not realise that women other than his mother did not

like it or that some were scared by it. He would become angry or upset if

he was stopped. Stopping it earlier on in his life would have been kinder to

him even though he would not have understood why and might have

become distressed. Tolerance is good but we also need to protect our

children from habits that will hamper socialisation in the future.

Emily was ten and learnt that when Grandma left the house she kissed her

as a way of saying goodbye. She quickly turned this into a rule and wanted

to kiss anybody who left the house. The plumber got a surprise when she

kissed him goodbye. Her mother had to explain the difference between

people, explaining rules about whom it is normal to kiss goodbye and

whom it is not.



Conversation building and learning to listen as well as talk

Conversation building and learning to listen as well as talk are important skills

dealt with in Chapter 11, ‘Developing Communication Skills’. Turn-taking

skills are a very important part of learning about conversations.

Learning social conventions

Families need to teach certain social conventions and tailor these to the devel-

opmental needs of the child. Such social conventions include:

• saying hello

• saying goodbye

• goodnight routines

• conversational rules

• giving and receiving praise

• saying thank you

• saying please

• saying sorry.

Shared-space skills

Young children often find the first few days at school very difficult because

the rules are very different from those at home. They adapt remarkably

quickly, however, because the rules are clear and there are consequences for

breaking the rules. At home the situation is quite rightly much more relaxed.

Where there is regular conflict, however, it may be worth having a few clear

rules!

Teaching specific social behaviours and using social stories
SOCIAL STORIES AND SOCIAL RULES

Social stories were devised by Carol Gray (see References and Resources

section at the end of this book). These are stories to help those with Asperger

syndrome or high functioning autism to understand social concepts and

others’ feelings, and can be adapted for virtually any situation. The aim is to

write simple social stories about your child specifically for him or her. They

can be written about things your child has achieved or about situations with
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which they might struggle. The idea is to write a short story about the child,

his or her family, likes and dislikes, and then to write about the situation

which is difficult. The story goes on to explain what happens and what the

child is expected to do. One parent wrote a social story to help her son to wait

quietly in McDonalds.

We go to McDonalds and sit by the window. George takes out his
crayons and draws quietly. He sits on his chair. George will try to wait
quietly for his fries to come. Sometimes it takes a long time before he
gets his fries. George likes fries! When his mum puts them on the table,
he eats them all up. His mum says, ‘You are a good boy for waiting
quietly. Well done!’.

A teacher we know wrote one recently to help a boy to understand that PE

could be fun at school.

There are books about how to write social stories for your child as well as

books with stories already complete. Once a story has been written, your

child can illustrate it with you. The next step is to read it with your child two

or three times a day for as many days as necessary, to help him or her to under-

stand the situation and the expectations more fully. The fact that the story is

written down with the child’s name in it and is clear about what happens

seems to be a very powerful way of helping children understand and learn

social behaviour.

INTERNALISING AND REMEMBERING SOCIAL RULES

Children with ASD do not easily learn social skills or social rules. Adults may

tell them what to do or not do in certain situations, but parents often say that

their child still finds it hard. When children who do not have ASD approach

the fire they may hear their parents saying ‘Don’t touch that, it’s hot’. After a

few occasions they ‘internalise’ (they take inside themselves) these words and

hear them in their own heads. Children with ASD find this process more diffi-

cult.
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Katherine was 14 and had a diagnosis of Asperger syndrome. She had four

siblings who were mostly patient with her and a family that felt family

routines and family life were crucial. They had a family meal each evening.

Katherine regularly interrupted everybody else and the family felt it time

to help her learn to stop interrupting and take her turn in conversation.

They used a strategy suggested by the psychiatrist.



This kind of strategy can be used for different targets but would only be used

for one thing at a time. It is important that it is not punitive. It is always used

with an encouraging approach and can be very effective. We also use it for

children with ADHD who also have problems hearing internal messages of

control.

Social-use-of-language programmes

There are several programmes available which are designed to aid the devel-

opment of the social use of language. Some that we have come across are listed

in the References and Resources section at the back of this book.

Supporting the development of friendships and relationships

Understanding development

It is crucial to understand the sequence of the healthy development of friend-

ships. The ability to make and keep friendships usually follows in a certain

pattern. It begins with a child playing alongside other children, getting used

to being with others and doing the same things. Later, turn-taking develops

and the child may start to give help to another playing nearby. Children may

ask for help and copy each other in chasing games, hide and seek and other

games. Common interests are discovered and a common memory for shared

events. Children learn rules and wish to stick by them seeing things as unfair if

the rules are broken. They begin to select whom they are with, making

guesses about threats from others and making predictions about common

interests. They find other children who like the same things. They become
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Phase 1 involved one of her parents saying ‘please don’t interrupt,

Katherine, X [name of person] was speaking’. They were advised to use

eye contact and a particular hand shape when saying this.

In Phase 2 they would say: ‘What am I going to say to you, Katherine?’

If Katherine didn’t know they would go back to Phase 1.

Phase 3 involved them saying her name ‘Katherine?’ when she inter-

rupted, keeping the same hand shape and eye contact. If she said ‘What?’

then they would go back to Phase 2. The idea was to try to help her hear a

voice inside her own head with the answer.

At Phase 4 they used the eye contact and hand shape, and if she

carried on with the interruption they returned to Phase 3. This worked

very effectively.



aware of the attitudes, feelings and thoughts of others and this develops in

sophistication. Children become aware of how things that they do impact on

others either by making them happy or by hurting their feelings. They spend

more time together and may prefer being with their own sex. They begin to

develop group play and belonging and adopt group attitudes (e.g. ‘We don’t

like boys’). They develop a sense of a friend as being more than ‘the child next

door’ or ‘the child who is nice to me’ and understand that being kind and

honest with each other is part of friendship. In adolescence peers take on an

important role in the lives of young people and a keener sense of belonging

and close friendship develops.

Mindblindness

Mindblindness has a lot to answer for in the way that these developmental

processes are hampered in autism spectrum children. Given that much of this

developmental process is markedly delayed in our autism spectrum children,

how can we help them?

Starting from your child’s developmental level

The approaches we might use will depend on the age and ability of the

children. We should bear in mind, however, that because of their social

impairments, children with ASD will not develop friendships in the same way

as normally developing children. Some children will show no interest in

developing peer relationships and be unconcerned about them. Others may

want to make friends but not understand why they should consider the needs

of the other person in this relationship and hence be unable to maintain

friendships.

Recognising vulnerability

A significant problem for many children may be that their vulnerability will be

exploited by other young people. They may believe their peers who say that

they will be their friends if they do certain things such as steal, throw bricks

through windows, trip someone up, etc.

This highlights the importance of teaching clear rules and taking care to

teach the best rules for the circumstances. The new rule of ‘Don’t do anything

these boys tell you to do without checking with a teacher first’, helped to get

Bernard through the next few weeks at school. Adults have a large part to play
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in the process of helping young people with autism and Asperger syndrome to

develop social rules and to protect them from bullying.

Home-based ideas for helping children to develop friendships

Helping children with ASD to make friends is very complex. It is a develop-

mental process. Some children will get ‘stuck’ at various different points in the

process and others may never show any interest at all!

• Turn-taking and sharing: You may need to help your son or
daughter to share, take turns, accept other people’s opinions, cope
with praise or criticism, learn to compromise and many other
social skills!

• Learning that other people can be interesting: Teaching about
friendships begins with helping children to understand that other
people can be interesting. Without this understanding, children
will not appreciate the value of other people and certainly won’t
grasp the meaning of friendship. Moses’ story in this chapter
shows how his parents successfully engaged with him even
though he was a very solitary boy.

• Learning that other people can help: Parents can also teach their
children that people can be useful for helping them find socially
appropriate ways of having their needs met.
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Bernard was persuaded to tie a young girl’s wheelchair to a fence because

a group of boys at school said that he could join their gang if he did so. He

was excluded from school for a week as a result of this and his parents and

teachers did their best to explain the seriousness of this behaviour and

how hurtful it was to the girl. The day he returned to school the same boys

encouraged him to call her derogatory names. He was very puzzled to find

himself excluded again. His teachers were very angry with him, thinking he

had learnt nothing from the previous week and that he was being deliber-

ately defiant. However, as far as he was concerned he had not broken the

rule ‘Don’t tie up people’s wheelchairs’.

Moses learnt how to ask appropriately and politely for drinks instead of

randomly screaming in the kitchen.



• Learning social rules by rote: As they get older, children can be
taught various social rules such as how to comfort someone if
they are upset. None of this comes intuitively to children with
ASD and parents often tell us that they spend many hours
repeatedly explaining social rules. Even though some children
learn what to do regarding different social rules, they do not
usually truly understand why.

• Being with other children outside school: Inviting children home from
school for short periods of time can be helpful. However, because
children with ASD are mindblind, they will need their parents to
show them what to do and how to play when they have a friend
over.

• Explaining confusing experiences: The social world is very complex
and confusing. Children with ASD will need your help to make
sense of it. They may ask about confusing incidents sometimes but
at other times it will be helpful if you explain incidents when you
see that they find something puzzling.

• Learning social routines: Parents who are more sociable themselves
will intuitively encourage their children to respond to others with
greetings and polite social ‘chat’. This may seem false and rather
rote-learnt at first but, with practice, will begin to seem more
natural. Demonstrating and practising good eye contact and
smiling can also help.

• Encouraging shared interests: It is possible to encourage likely
friendships by watching out for shared interests with other
children. An interest in Play Station games has marked the
beginning of several friendships that we are aware of.

• Encouraging successful educational pursuits: Many young people with
high functioning autism or Asperger syndrome may be very
successful in some academic subjects such as mathematics,
information technology, physics or art, and may find common
interests with others or even go on university where some will
thrive in some areas of college life.

• Encouraging and supporting pen pal arrangements: Some parents have
encouraged their children to become pen pals because letters can
be carefully constructed with help and advice in a way that

DEVELOPING SOCIAL SKILLS 149



face-to-face encounters cannot. They are therefore less
threatening.

• Learning social skills

° Some families use videos of examples of where friendships are
going well and less well (e.g. from favoured television
programmes) and talk about them together.

° Some families like to read more on the subject (see References
and Resources section at the back of this book).

° Many families prompt and reward young people for successful
experiences, guiding and shaping their responses as they do.

° Social stories can be very helpful (Gray and Leigh White 2002).

° Some families keep a friendship diary to help young people
reflect successful and unsuccessful encounters.

School-based ideas for helping children to develop friendships
CIRCLE OF FRIENDS

As discussed above this involves other young people being tasked to befriend

and assist a child in school. Many educationalists believe that all of the

children involved benefit from Circle of Friends, but parents of the other

children need to consent to the process and the group needs support and mon-

itoring (see References and Resources section at the back of this book).

BUDDY SYSTEMS

Sometimes schools are able to organise buddies for children with ASD. This

seems to work best when children volunteer to help. The idea is that they may

help by making sure the child with ASD knows which room to go to next,

which books she might need or asking if she wants to play or go to the library

together.

GROUP WORK

Group work in schools helps children get used to being with each other. Early

on, when children sit round a table together for a biscuit or a drink, they may

scream when they have to wait, but they gradually learn social routines and

turn-taking is introduced.
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CIRCLE TIME

This is a well-known technique used in schools for helping children develop

their social skills, and to promote tolerance and an understanding of the needs

of others. It would only usually be used by an experienced facilitator, but more

teachers of classes at all ages use reflective discussion in their classrooms.

NASEN sell an in-service Circle Time manual for teachers (see References

and Resources section).

VIDEO FEEDBACK

Some of the young people’s therapeutic groups we use have video feedback.

This can be very helpful to some children who have a poor perception of how

they come across to others.

We have found role play about specific situations very useful in helping

children to practise social rules. They need to be repeated and preferably

played back several times on video to be effective, however. Also, some of

these skills are difficult for the children to apply in different settings due to the

children’s inherent difficulties with generalisation.

The role of the child and young person in developing friendships

Many friendships depend on the young person’s temperament and interests.

Some people with ASD are temperamentally more sociable than others and

will seek people out. Others much prefer their own company. Some have

special interests and hobbies and will make friendships around these. Ideas to

help with friendships include:

• joining special hobby and interest groups

• learning how to play games like chess, Monopoly, Diplomacy and
card games

• reading books on friendship
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Josh, a fourteen-year-old boy with Asperger syndrome, was able to see

that he always stood very close to anyone he spoke with and was able to

compare this with everyone else in the group. After seeing this contrast on

video he was able to adjust where he stood and family and friends noticed

a big difference.



• reading books about autism and Asperger syndrome written by
young people with ASD (see References and Resources section for
examples).

Sexuality
YOUNGER CHILDREN

Young children enjoy exploring their bodies. It is normal for boys to play with

their penis and for girls to fondle their vagina. When they are very young,

parents ignore this behaviour, recognising that it is part of development. As

children grow older they learn from the adults around them what behaviour is

appropriate in different places and what is not. When a child is aged seven, for

example, parents may have no problems with him exploring himself in the

bath but may not wish him to do it in the supermarket.

Children with ASD have more difficulty picking up these rules about

privacy. They may have little idea about what behaviours, at what ages, may

offend other people. Some children appear to regard their private parts as a

portable toy and become fascinated with the sensory aspects of this toy. They

will need some help from their parents or carers about the most appropriate

times and places to touch themselves in different places. At around the age of

three or four they can be gently distracted from fondling themselves in public.

Similarly, older children with ASD may want to go on touching their mother

on the breasts in a way that they might have done when small and breastfeed-

ing. They may need clear messages about this as they are growing. This is not

cruel. It is to help their social and sexual development along its path.

It is important to remember that children with ASD will not be aware of

the usual social constraints due to their mindblindness. They will not pick up

disapproving looks from adults or be aware of causing any offence. At the

same time as discouraging play with sexual parts in inappropriate places, it is

fine to give the message that it’s OK to do this in private.

Children and young people with ASD may also need help learning about

when and where to wear clothes and when it’s OK to be naked.
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Luke used to like to run around with no clothes on at all at home. He

wanted to do this at school and it took parents and teachers quite some

time to help him understand that it was not appropriate at school.



Although this is fine when children are young, it can be very embarrassing for

parents and siblings if this is still happening when they are teenagers. In our

opinion, it is better to tackle behaviours such as these (i.e. behaviours that are

acceptable in young children but may be problematic in the future) when the

child is young and before they develop into habits, which may be difficult to

change.

It is crucial to make sure that children are safe and this includes teaching them

not to approach strangers with behaviours that may in some circumstances

make them vulnerable.

ADOLESCENCE

It is helpful to talk to children about their bodies, including naming sexual

parts, so that as they get older, you can prepare them for the changes that will

occur. As they approach adolescence they will need to know about menstrua-

tion, the growth of body hair, orgasms etc. Young people may have to be

reminded about places where it is OK to masturbate and where it is not OK.

You may have to be specific about this.

Social relationships are very difficult for people with ASD. This, combined

with the development of sexual feelings in adolescence, can be problematic.

Young people may struggle to know how to approach others and can some-

times be inappropriate in their advances.
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Earlier in this chapter we described how Emily, who liked to kiss strangers,

was taught not to kiss everyone she met (e.g. the plumber). She showed

no signs of picking up for herself that this was not appropriate and her

parents worried that if this carried on as she grew, it might cause her to

suffer ridicule or aggression.

Sam, aged 17, learnt that he should only masturbate in his bedroom. This

was fine until one day when a kindly but embarrassed neighbour came to

tell his mum that Sam often stood at his bedroom window masturbating in

full view! This was soon remedied when she told him to pull down the

blind in the bedroom.



In our experience it is important to give sexual education to young people

with ASD. Many parents have said to us that they shy away from this because

they don’t think their child will understand. However, many of these young

people have struggled precisely because of this poor understanding of social

and sexual rules and morality. Young people can learn rules that make them

safe, and finding straightforward ways of doing this is worthwhile in the

longer run.

Dealing with things that get in the way of learning social skills

Sensory interests, special interests and repetitive behaviours

Unusual or odd behaviours or actions can get in the way of social interaction

either by making communication impossible or because other people become

wary or critical. There is more on this in Chapter 17, ‘Preoccupations’,

Chapter 18, ‘Compulsions, Routines and Rituals’ and Chapter 19, ‘Manner-

isms and Repetitive Movements’.

Reducing compulsive behaviour

While some behaviours help children become more calm and so enable them

to engage more socially, some behaviours work against socialisation. A child
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Sean, aged 12, developed an interest in women’s breasts and found

himself in a lot of trouble at school when he started touching girls’ breasts.

Due to his mindblindness, he did not understand how the girls might feel

about this. He was curious and not tuned in to the social rules in our

society that deem this unacceptable. His parents and teachers taught him a

clear rule about this, ‘Do not touch girls’ breasts’. They kept the rule

simple at this stage. As he grew older they discussed sexuality and touch in

much more detail and gradually helped him to develop more sophisticated

rules. They also spent some time teaching him about social interactions in

general.

Daniel, aged five, was so preoccupied with twiddling string that opportuni-

ties to engage with others were missed.

May, a six-year-old, could not read a book with her teacher because she

wanted to look at the light through the flicked edges of the pages and

would have a tantrum if not allowed to do so.



who has a 90-minute compulsive routine in the morning and who has to go

back to the beginning when it goes wrong may drive other members of the

family to distraction. Everyone will be left feeling exhausted and irritable,

both of which will affect interactions. There is more on compulsive behaviour

in Chapter 18.

Personal hygiene

It is important to teach children about daily hygiene routines as early as

possible. Habits formed early on in life are more likely to continue into adoles-

cence and adulthood with relative ease, e.g. daily bathing, cleaning teeth,

changing clothes, etc.

Dealing with conflict

This is a very important social skill. Children and young people will need help

in dealing with this. Chapter 12, ‘Tantrums, Aggression and Frustration’ deals

with this in more detail.

Bullying

Sometimes children with ASD stand out as being different from other

children and they can become the focus for the unkind behaviour of other

children. Parents can help to prevent this in various different ways. It helps if

teachers and supervisors understand about ASD and the vulnerability of your

child. Children can be given advice about blending in by being aware of the

fashions and the ways in which the other young people wear their clothes and

hair.
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When Sophie started high school, she was puzzled by the other girls who

were laughing at her feet. Her mother later realised that wearing ankle

socks was the source of the ridicule.

When the father of one of Marcus’s classmates died, Marcus asked lots of

questions about the death and the funeral. While none of these questions

was unpleasant, Marcus did not tune in to his friend’s difficulty in answering

such personal questions. Other classmates later criticised Marcus. He did

not understand why they were so angry.
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Children with ASD are more likely to say the wrong thing at the wrong time

or misinterpret comments made to them. This can sometimes make them the

focus for ridicule. Sometimes they say hurtful things to others.

Some children with ASD lose social perspective, believing that either

everyone hates them or that everyone likes them. They polarise or generalise

their understanding of how they are seen amongst their peers. They need

careful advice, guidance and information to understand that different people

have different views at different times. Some of the other suggestions made in

this chapter such as Circle Time, buddy systems and helping children to learn

more social and emotional understanding are all helpful here. Even if children

learn this by rote instead of intuitively, it can make children less likely to be

bullied.

All schools have bullying policies and parents can ask to see them. If

worried go and see your child’s teacher or head of year.

Minimising anxiety

Since the social world is so unpredictable, it can produce a lot of anxiety in

children with ASD. Reducing anxiety may be very helpful. We have come

across numerous different strategies for doing this used in schools and homes.

• Two schools we know use aromatherapy as a way of reducing
anxiety.

• Calming music may help if it is not disliked by the child.

• A quiet calm atmosphere is often soothing.

• Time out. Some children will find going to a quiet place for a
short time helpful. This is not a punishment.

• Routine reduces anxiety. Knowing what the course of events is
going to be can be very reassuring. Visual timetables may help
here.

• Some sensory interests and habits or rituals can make children
stand out and interfere with socialising but they can also be very
comforting. If they are not damaging then children should be
allowed to use them to calm themselves.

• All sorts of things can cause anxiety and attempting to minimise
this will be important. However, this does not mean being
overprotective. For example, fear of noise might hamper social
interaction, and the child will need help to overcome it.



Understanding consequences and social problem-solving

Social problem-solving skills are a systematic way of analysing what to do

next. You may find it helpful to fill in Figure 10.2. with your child.

As yourself the following questions:

1. What did I do?

2. What happened next?

3. What were the good things
about what happened?

4. What were the bad things
about what happened?

5. What six other things could
I have done instead?

6. What good things and what
bad things would have
happened for each of these?
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Johnny was 17. He was poor at working out the consequences of events.

He regularly, prompted by ‘friends’, did things that got him into trouble.

Once his friends told him to tell the teacher that her car had a flat tyre. He

did this because he believed them, but got into trouble because it wasn’t

true. The psychologist taught him the ‘social problem-solving’ technique.

He found it easier to deal with these situations after this.

Helen was a three-year-old who would be calmed by watching a certain

video before meals.

Mark was a teenager in a special school who tore bits of cardboard when

he was distressed. He was taught by the teachers that this was the only

thing he could tear and they kept a box with his cardboard in it.

Sunita (aged six) liked to fiddle with the corner of her cotton handkerchief.

Figure 10.2: Social problem-solving chart



Some children with Asperger syndrome find this a very clear and structured

way of making more sense of social situations.

Summary

• Developing social skills is a very complex process for children
with ASD but there is a great deal that can be done to help.

• Remember that social skills do not develop intuitively for people
with ASD and so have to be learnt using a combination of many
of the techniques described in this chapter.

• Social development happens in stages that progress one from the
other. Work out the level your child is at and work from there.

• Children with ASD may need:

° help understanding and interpreting emotions

° help with understanding social rules and social cues

° help with development of all kinds of relationships.

• Your child will benefit from different types of help at different
ages.

• Encourage imaginative play developmentally by:

° understanding at which stage your child is

° playing with your child regularly.

• Social situations can be extremely stressful for young people with
ASD. Ensure that anxiety is kept to a manageable level when
possible.
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Chapter 11

Developing
Communication Skills

In Chapter 8 we outlined the many different forms of communication

problems for children and young people with ASD. These vary from subtle

difficulties with the social use of language to more severe instances where the

child may never learn to use verbal language effectively. Similarly there is a

huge range in children’s abilities to use non-verbal communication.

It is important to remember that children with ASD view the world quite

differently, and the theories described in Part 2 of this book are essential in

helping us to understand why children with ASD struggle so much with com-

munication.

Communication and social skills are very much linked to each other and

so there were additional ideas about improving communication skills given in

Chapter 10, ‘Developing Social Skills’. There are two specific common diffi-

culties discussed in detail and then lots of ideas to help children improve com-

munication. There are additional ideas for helping with the development of

communication skills at the end of the chapter.

Understanding the problems

Children with ASD may have problems communicating because:

• they have a language delay caused by developmental delay

• they may not see the need to communicate or may get the
subtleties of communication wrong owing to:
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° problems with mindblindness (not understanding the need to
communicate with someone else, or misreading how they will
be understood)

° problems with getting the gist (not understanding the need or
the subtleties of communication in any given social setting)

• they may be preoccupied with other things such as:

° their sensory interests

° their special interests, etc.

If we want to help children’s communication skills, then understanding the

nature of the problems is half the battle. Our help will be much better targeted

if we know which of the above is relevant in any given situation where com-

munication is a problem.

Motivation

Any intervention plan to assist with communication should concentrate on

the child’s interests and needs. They will be much more motivated to commu-

nicate about the things relevant to them rather than those that are important

to you! You might need to try several different ideas.

‘He can’t talk, so he can’t communicate’

It may seem that some children with ASD who have no language cannot com-

municate. However, when we think about this carefully, it becomes clear that

the child’s behaviour is a form of communication. The child’s way of commu-

nicating may not be socially appropriate and we may not always understand

what their behaviour means but there is a message for us to interpret.

Before discussing general strategies to help children improve communication

we will go through specific problems.

TYPES OF PROBLEM

• Not asking for things or initiating communication with other
people
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Moses used to sit at the kitchen table and quietly wait. This was his way of

getting a drink when he was thirsty.



• Being rude without realising it

WHAT is the problem?

Not asking for things or initiating communication with other people

Moses, aged three, had learnt to tolerate his parents sharing his play with his

catalogues, but they were keen to help him to develop new skills. They knew

that he could make sounds but they wanted to help him to learn how to use

language to communicate. His parents struggled to work out what he wanted

most of the time. He had recently got into the habit of going into the kitchen

and screaming. He did not point or use gestures or show his needs in any other

way. Julia and Simon had to guess what he might want. Most of the time they

were really good at guessing, but sometimes the screaming would go on for

what seemed like hours.

Simon and Julia used the same process as in chapter 10 to try to become

clearer about what they wanted to be different and how best to help Moses.
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1. What is the problem?

He doesn’t say anything or ask for anything in any way. We have to guess.

He just sits and waits. Occasionally, he has tantrums because we can’t

always work out what he wants.

2. Why does your child behave in this way?

Situations and settings: Where does the
behaviour happen? Where does it not
happen? Is it to do with something in the
environment (smells, noises, what other
people do, etc.)? Who is around when it
happens?

It happens when he wants something and
we don’t know what it is. It can happen
anywhere.

Triggers and timings: When does it happen? Is
it to do anything pleasant or unpleasant?
What are the timings in relation to other
things? When does it not happen?

When his needs are not being met.
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Mindblindness: Is it to do with
mindblindness? Does your child realise
he/she needs to communicate their needs to
someone? Can the child see others points of
view or understand feelings and needs of
others in this situation?

Yes. He doesn’t understand that he has to
tell us what he wants. He just expects it to
happen. He doesn’t know that our minds
and thoughts are different from his.

Getting the gist: Is the problem associated
with not understanding what is going on
and why? Does your child understand the
meaning of events and that things have a
certain order?

He hasn’t grasped the whole idea about
communicating.

Imagination: Does your child think
imaginatively and does this affect the
behaviour?

Preoccupations and sensory experiences: Is the
problem associated with sensory experiences
and/or preoccupations? Is the environment
too complicated or interesting?

He spends a lot of time with his books,
chanting and rocking.

Social interaction: Does your child do this
alone or with others? How does this affect
the behaviour?

Communication: Is the problem associated
with language or communication
difficulties?

He can’t say or understand anything yet nor
does he use gestures like pointing.

Emotions: Is the problematic behaviour
related to anxiety or mood? Is it to do with
your child’s temperament? Is there anything
else that might be affecting or upsetting
your child (e.g. memories, dreams, illness,
tiredness, boredom)?

He does seem to be quite strong willed and
it’s definitely worse when he’s tired or ill.

Sameness: Is it to do with a need for routine
or habits? Is there a problem associated with
being in control? Has there been a change
of routine at home or at school?

Yes, we are probably encouraging him not to
communicate without realising it. He has no
need to tell us because we communicate for
him.

Responses: How have others responded to the
behaviour? Does something happen after
the behaviour that is important? How does
it affect the behaviour in the future?

When he sits and waits we give him things
to eat or drink. If he cries we give him
something else.

Benefits: What positive outcomes happen for
anyone (e.g. you, your child or your child’s
sibling) as a result of the behaviour? (Rack
your brains: there usually are some!)

A lot of the time he gets what he wants.
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WHY might it be happening?

Mindblindness

Because Moses has a very limited understanding that others have thoughts

and feelings, he has no awareness that he needs to communicate that he wants

a drink. He is aware that he is thirsty, but has no understanding of how the

environment provides a drink for him. His understanding may be limited to

simply expecting it to happen. The drink arrives because he is thirsty, not

because he has successfully understood his mother’s role, motivations,

thoughts or intentions. He simply does not know that he can communicate his

need to her mind because he has no awareness of her mind. Since pointing

involves communicating with someone else’s mind (and directing their gaze

to what you want), he does not point. He does not understand the reason for

pointing since he does not understand his mother’s mind.

Sensory interests

Moses was still preoccupied by his mail-order catalogues. Julia and Simon still

had to work very hard to get him to make eye contact with them. Often, his

preoccupation seemed to be more interesting to him than they were and

over-rode social behaviours like social smiling and eye contact. They had

experienced some success in joining in with him when he was turning the

pages of his catalogue and were keen to build on this success.

Language difficulties

Moses still hadn’t developed any useful speech or gestures. Simon and Julia

knew that he could vocalise but they also knew that he was unable to use or

understand language.

Getting the gist

Moses didn’t seem to understand the connections between anything. Every-

thing was like a series of isolated incidents. He did not have an understanding

of the social rules of greeting or of polite ways of asking for things, nor did he

perceive social conventions when asking for things.

Parents’ response

Julia and Simon were very attentive parents. They were very much attuned to

Moses’ needs and were in the habit of providing everything he wanted. This is

a very normal response and an essential factor in developing loving and caring



relationships between children and parents. It serves the purpose of keeping

children happy and knowing that their parents are responsive to their needs.

In their first two years of life, normally developing children learn skills to

attract their parents’ attention to their needs. They learn to point, make verbal

requests, understand their parents’ responses and to wait. Their parents no

longer have to anticipate or guess what the child wants. However, like many

parents of children with autism, Julia and Simon were still at the guessing

stage with Moses just after his third birthday. He had not shown signs of

developing communication skills and they had consequently continued to

respond to him as they had in the past. Moses had learnt that simply sitting at

the table and waiting usually resulted in his getting something to eat or drink.

If not, screaming helped and, if not, a full-blown tantrum usually did the trick.

Julia and Simon’s anticipation and quick responses had inadvertently rein-

forced Moses’ tantrums (making them more likely to happen).

HOW might we deal with it?

Mindblindness

At the age of three, Moses has no understanding of his parent’s thoughts or

feelings. He does not know that he has to find a way of telling them what he

needs. He knows, through a series of trials and errors, that some things he

does will result in his needs being met (e.g. sitting at the table brings a drink).

The understanding of how others think (Theory of Mind) will develop

very slowly for Moses. His parents have already started to help him by joining

in with his preoccupation with catalogues. One of the things he is learning

through this is making eye contact. Eyes have been described as the windows

of the mind and eye contact involves shared communication. Moses has little

understanding of the need for eye contact and so most of the work needs to be

done by the other person. This means getting into a position where eye

contact is easy – at his level directly in front of him – and lining up the eye

contact for him. Playing his favourite games has helped his eye contact. At this

stage the best games for eye contact were tickling games, rough and tumble

and catalogues!

Sensory interests

The Son Rise or Options approach (see Chapter 20) encourages parents to

involve themselves in the play of their children even when this play is unusual.

Simon and Julia had already had some success in joining in with Moses’ game

with his catalogue where he turned the pages repetitively and chanted to
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himself. He liked it when his parents joined in with his chanting and when it

had turned into more of a shared game whereby Simon or Julia introduced

new chanting sounds that he copied. He especially liked slow, repetitive

rhythmical sounds so his parents started saying his name and their own names

in this fashion. Soon, although he did not recognise their meaning at first, he

was saying, ‘Moses’, ‘Mummy’ and ‘Daddy’.

Getting the gist

Getting the gist is something that will also, in part, come with age and expla-

nation. Simon and Julia helped Moses with this by putting meaning to activi-

ties with words: for example, announcing ‘Catalogue Time!’ when they were

starting to play with his book. They also started adding meaning to other

social behaviour: coming in from work, saying, ‘Hello, I’m home’, and giving

him a hug, rather than expecting him to pick social rules up intuitively.

Parents’ response

Julia and Simon were in the habit of anticipating Moses’ needs or responding

to his sitting at the table or screaming. Hence, Moses did not see the need to

make requests for himself. They wanted to find ways to encourage him to ask

to do this. They explored a variety of options before working on an interven-

tion plan. There are several ideas about helping with communication skills in

the last section of this chapter. Simon and Julia embarked on the following

plan for Moses:

• Early Bird: They joined a local Early Bird course. This is a course
for parents of young children with a diagnosis of ASD. It is
designed to help parents to understand their children’s difficulties,
share their experiences and learn different ways to encourage social
interactions and play (see Chapter 20 for more details).

• Using his topics of interest: They had experienced some success by
joining him in interest in his book and decided that they would try
to encourage Moses to request this in some way rather than their
simply presenting it to him. Julia started by taking the book as
usual but instead of giving it to him straight away, she sat on the
floor with him, held on to the book and waited for him to make
eye contact with her.

• Pointing: Julia also started to teach him to point by pointing to the
book herself and saying ‘book’. She then added the word ‘book’
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into their chanting game. She started by actually touching the book
with her finger but then left increasingly longer spaces between the
end of her finger and the book to help him to begin to understand
that there is an imaginary line between a pointing finger and an
object.

• Withholding: With practice, Moses started to copy the gesture of
pointing and tried to say ‘book’. Neither word nor gesture was
very clear at first but slowly improved. As the weeks went by Julia
was able to withhold the book until he gestured towards the book
and tried to say ‘book’. This was a major achievement and formed
the building blocks for the next stages.

• Changing routines and shaping: Moses’ book was kept on a shelf out of
reach. The morning routine was that, after breakfast, he would sit
on the floor and wait for his book to appear in front of him. One
day, Julia decided to change this routine as a way of encouraging
him to request it. She sat in front of him as usual but did not place
the book in front of him. He made brief eye contact with her but
then looked puzzled and distressed. Julia found the following
tantrum very difficult to cope with but comforted him and
persevered. When he had calmed down, she took him to the shelf,
held out his hand towards the book saying ‘book’, and then
continued with their old routine. Over the following days he learnt
to stand by the shelf, looking towards the book and sometimes
gestured with a nearly pointing finger. This helped to shape his
behaviour in small steps in his development towards requesting the
book from his mother.

Simon and Julia used similar techniques to help him to request a drink and

biscuits.

• Computers: Moses had recently started showing interest in his
parents’ computer and so they decided to get some children’s
software. There is a variety of software to buy and some available
free of charge on the Internet (see the References and Resources
section for further information).

Julia and Simon bought a CD called My First Incredible Amazing Dictionary by

Dorling Kindersley (available from most computer stores).

At first they played some simple games with Moses but before long he was

using the computer with very little help. The computer was soon a favourite
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activity and became another tool for helping Moses to engage with his

parents. He was so motivated by the computer that he spontaneously began to

request their help and share his excitement with them. They made sure that

they were around. One of his favourites was a naming game and before long

Moses was copying and learning to say the words (even mimicking the narra-

tor’s accent!).

Over the years, the computer played an important part in helping Moses

to learn and build on new skills.

• Picture Exchange Communication System: PECS is described in more
detail in Chapter 20. There is also information on the Internet
including when and where courses are available.

The idea is to begin by helping the child to exchange a picture for a desired

object. The child presents the card and is quickly given the object. The child

builds on this skill by learning to discriminate between different pictures and,

in time, to construct simple sentences. The prompts are not verbal (although

words can be used at the same time) and so language difficulties do not

hamper its use. Despite the fears of some, it does not seem to adversely affect

language development and, if anything, improves it. We know of some

children who have been helped to move from using single words only to using

full sentences after being introduced to the PECS system.
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When Moses started nursery school, his teachers introduced him to the PECS

system. They also showed his parents how to use the system so that he could

practice at home. His first PECS card was ‘milk’. It had velcro on the back and

was kept at his height on a velcro strip on a low kitchen cupboard. With help,

at home and at school, he quickly learnt to exchange the card for a glass of

milk. When he had learnt to use several cards, he was given a special book.

Each of his cards was laminated and had velcro on the back. His book also had

strips of velcro to hold his cards in place and make them easy to find.

Moses made good progress over the following year. His parents did not

know if it was due to his own development, the computer, their efforts to

encourage his communication or a combination of several factors but they

were delighted that finally he was beginning to communicate with them.

WHAT is the problem?

Being rude without realising it

James, aged 11, was bright but had a tendency to say things at the wrong time

to the wrong people. In other words he was rude without realising it. He told

his teacher that she smelt of sweat; he asked a football supporter on a train

why he had drawn on his neck (he had tattoos) and he frequently pointed out

people in the street whom he regarded as ‘fat’.

WHY might it be happening?

Mindblindness

James had a poor understanding of the feelings of others. He could not tune in

to distress unless it was very obvious. Since most people he met and insulted

generally did not say that they were upset by his comments, he tended not to

learn from his experiences. He could not pick up on the subtle messages he

was getting that people were hurt or shocked.

When his parents did explain it to him, he couldn’t understand why

people could be upset by the truth.

Sensory interests

James was fascinated by the detail in his environment and noticed anything

different. Many of his comments were about the things that he saw and was

interested in.
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Language difficulties/literal thinking

James had a literal way of looking at the world. He liked facts and concrete

reasons for things. He genuinely could not understand things like fashion or

why someone would want to have a tattoo or a pierced ear or belly. He was

drawn to commenting on these things. If his teacher said ‘The red table can sit

down’, he would comment on how this would not be possible. Some of his

friends thought that he was being sarcastic, but he was being honest.

Getting the gist

James didn’t really understand social rules and cues. Many of them were too

subtle for him. If his parents explained that it was OK to ask his family their

age but not the very proper old lady next door, he would not understand why.

He often missed the point of the social context.

Other people’s responses

Most of the family members were so used to James that they never commented

on his social mistakes. They thought that he was just James being James.

Sometimes they laughed in a gentle way. None of this gave James the message

that there was a problem. Sometimes his classmates laughed at him but he

either didn’t understand that this was negative or he saw it as a good thing.

Some of the responses made James feel that his comments were a good thing

and might have made him more likely to make them.

HOW might we deal with it?

Mindblindness

James’ parents decided to give him much clearer feedback about what was and

was not appropriate to say. They decided they would do this in a gentle and

caring way but that they would give him regular information. This seemed to

help James understand the feelings of others and he began to be more careful

about what he said.

Sensory interests

The family used James’ fascination with detail to their advantage. James was

quite bright and began to do ‘experiments’ to see if he could observe things in

the way people behaved (facial expressions and body language). He began to

discuss this with an older sister who was at university and would come back

home regularly. He enjoyed these talks.
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Language difficulties/literal thinking

At school James did a very helpful session on idioms and began to collect

them in a notebook. He would discuss these at home, and even though he

often had difficulty understanding them he learnt what they meant. This

helped him in social situations.

Getting the gist

The family set about explaining social rules to James and at his school review

this was also discussed so that his support assistant could help. It was made

one of his annual review targets and, because he was present at the end of the

review meeting, James took it very seriously. The school used personal and

social development classes to discuss some of these things. James also entered

a social use of language group run jointly by a speech and language therapist,

an occupational therapist and a psychologist. He did well and took great

pleasure in explaining the rules to new members.

Other people’s responses

James’ parents asked other family members not to laugh at him and to let him

know their feelings if he had offended them. James found this hard at first, but

it did make a difference to his comments. He still struggled with very subtle

things but overall improved a great deal and continues to do so as he gets

older.

Ideas for helping non-verbal children to improve communication

Pictures and photographs

In order to teach children to communicate we have to help them to understand

that words, pictures and symbols have meaning. The starting process for this is

teaching the association between pictures and objects. This can be done in

games naming objects. It can then be expanded into activities, initially using

real actions (for example drinking from a cup) and then using the abstract (for

example pretending to drink from a cup). In this way a picture of a cup can be

used to express a need for a drink. Once this has been learnt, more pictures can

be added.

Two ways in which pictures can be used more systematically include the

Picture Exchange Communication System (see page 168) to improve commu-

nication, and the visual timetable where a series of pictures can be used to
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explain a sequence of future events. We have found both of these to be very

helpful for many children. Some children may not reach this stage but are still

helped by single cards to indicate what they will be doing next.

Objects

Some children find it too difficult initially to understand the connection

between a picture and an activity. In this case it is best to start by using a real

object, perhaps showing shoes to indicate that a child is about to go outside. A

child might communicate the need for a drink by putting a cup on the table.

Parents might want to help their child to find a more appropriate way of

seeking help. They might, for example, use a technique called ‘shaping’ (see

Chapter 9).

Use simple language

Our language is usually too complicated for children with ASD. Many parents

are shocked to discover how much language they use and how complex it is if

we watch a video of them in their house with their child. Keeping sentences

short and keeping language simple can be very helpful. Using the child’s

name first and sticking to simple nouns and verbs may work wonders in some

instances: ‘George, give Mummy the book’ is more effective than: ‘Would you

like to pass the book over to me please?’

Face-to-face contact

Children will respond better to us if we get down to their level and face them

and make eye contact with them. This is the case for all children but is particu-

larly important for children with ASD. Because children with ASD may use

little eye contact, it is tempting to think it is not important. However, they may

never learn it unless they experience it regularly.

Give time for responses

Children with ASD often have language processing problems. It takes them

longer to understand what people say. It is therefore important to give them

more time than you would other children to listen, understand and work out

how to respond. Slow down what you say and wait longer for a reply. Some

parents have been astonished by what a difference this can make.
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Computers

Sometimes children with ASD respond well to information on a computer

screen. There are many games and teaching programmes readily available (see

References and Resources section for examples). At one time it was thought

that the use of computers would automatically lead to the children developing

obsessions about computers and hence would reduce their social contact. In

fact, the use of computers often helps to encourage communication as many

children are greatly motivated by them and are keen to ask for help and share

their enjoyment. It is important, however, to offer several alternative activities

and to be cautious about allowing your child too much time exclusively on the

computer as obsessions can easily develop.

Using your child’s skills and interests

Use your child’s skills and interests to help his or her development. If he or she

is interested in different makes of cars, for example, try making games of them

that involve the child naming or matching them to words or symbols.
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Curtis was fascinated by the logos on the packaging of his videos. He

enjoyed playing games of ‘matching pairs’ with his parents which involved

them making cards of several different logos (two of each), turning them

face down and taking turns to find the two matching ones. His first words

were ‘Walt Disney Records’ and ‘Universal’! He quickly learnt to recog-

nise hundreds of logos and to read the text that sometimes accompanied

them. He also learnt to recognise the Roman numerals indicating the date

on which the video was released.

His parents were keen for him to extend his vocabulary to incorpo-

rate the social use of language. They encouraged him to ask for his logo

cards by playfully repeating ‘Curtis wants…logo cards’ before giving them

to him. Curtis began to join in by repeating ‘logo cards’ with them initially.

Later his parents left longer pauses until eventually he said ‘logo cards’

without their help. Soon after this, he learnt to request his cards by using

the whole sentence himself.

Professionals may talk about this as helping the child to ‘internalise

external cues and messages’ but it really means the child needs more help

than others to take on board communication rules and cues and use them

for himself without being prompted by others. Lovaas (see Chapter 20,

p.304) uses some of these principles to encourage learnt communication

skills. Curtis couldn’t do it intuitively. He needed help to learn these rules



Start early with visual and non-verbal communication

Teaching non-verbal communication skills has many benefits. For children

whose development may be delayed in several areas, non-verbal techniques

are more appropriate as they rely much less heavily on thinking, speech and

memory skills. Words, which are just sounds, disappear very quickly, but

pictures, symbols and objects are in the child’s view and touch for much

longer, allowing her greater periods of time to make sense of the information

and store them in her memory. This is very important. The ability for many

children to communicate and understand by non-verbal means is helpful in

reducing their behavioural problems and improving social interactions. Most

important, learning non-verbal techniques does not interfere with the devel-

opment of verbal language but establishes the building blocks for verbal com-

munication in many children.

Motivation

Children often need incentives to change their behaviour. The best incentives

are those that motivate the child. Parents are in the best position to know what

motivates their child. Whether this might be looking at car magazines,

playing with keys, tickle games, playing with pieces of Blu-tack, etc. The

more motivated children are, the more likely they are to find ways of express-

ing their desires. They will be more receptive to learning new ways of commu-

nicating if it gets them something they really want. So, if you are trying to

teach a new skill such as pointing or exchanging a picture for an item, choose

something that you know highly motivates your child.

Music and music therapy

Sometimes, young children with ASD show no interest in spoken language

but are fascinated by music and singing.
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so that eventually he could think of them for himself. As time went by his

parents helped him to request other items in the same way. Although

there was a stilted or ‘learnt’ quality to his language, he was able to make

his needs known much more easily.



Music is also a useful way to teach children other skills such as turn-taking.

Turn taking is an important skill in learning to have a conversation. One

person speaks; the other stays quiet and listens. A simple game with a drum

and two sticks (or a pan and two spoons) where you copy your child’s

drumming sounds and he copies yours, is a good foundation for developing

the skill of taking turns.

In some areas, music therapy is available. This can be of real benefit for

many children and young people with ASD.

Music therapy can encourage interaction through sound. We have seen some

very good responses in children with little or no language. It seems as though

asking them to communicate through language is much too hard, but helping

them to do it in a reciprocal way through music can be very helpful.

Making it essential to communicate

The majority of parents are really good at anticipating their child’s needs and

wants. They might see their child look at a toy or an item of food and give it to

him without thinking. However, this means that the child does not have to

communicate his needs and does not learn how to do so. Similarly, the routine

of the day with regular meals and drinks means that he doesn’t really get
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Laura ignored her mother when she called her name, when she tried to

talk to her and even when she tried to help her associate her favourite doll

with its name. She also refused to make eye contact with anyone.

However, whenever she heard singing or nursery rhymes, she would stop,

look around, smile and make eye contact with the person singing. Her

mother was delighted when she discovered this as she felt that previously

she had been unable to make emotional contact with her. Singing soon

became a very useful way to attract Laura’s attention and to teach her

some simple concepts.

Dan occasionally used isolated words. He loved music and quickly settled

into music therapy. He enjoyed the instruments and also the therapist’s

voice. Within a few sessions he was echoing her songs, in perfect pitch:

‘Dan likes the big bass drum.’ Soon after this he began adding his own

words: ‘Dan likes beans and chips!’



hungry or thirsty. There are a few simple ways of helping a child to learn how

to communicate:

• Withholding: This means holding back – not giving your child the
object immediately but encouraging a response of some sort. This
might be eye contact with you, a point, a nod of the head or a
verbal request. Much depends on your child’s developmental level
and what you are trying to achieve. If your child is verbal then
waiting until she asks for help gives her time to realise that a
phrase may be appropriate, for instance, ‘Open the lid please’,
before you do it for them.

• Changing the routine in small ways: Deliberately ‘forget’ to do
something you normally do. For example, only put jam on one
instead of the usual two pieces of bread for your child as a way of
encouraging him to communicate this.

Teaching pointing

Most young children with ASD do not use pointing as a means of communica-

tion. In order to use the pointing gesture for this purpose a certain degree of

Theory of Mind is essential. If we did not credit another person with a mind

capable of having different thoughts from those of our own there would be no

reason to point something out to her. The pointing gesture can, however, be

taught in a rote fashion initially as an aid to communicating more effectively.

First, help your child to point to something he can touch by demonstrat-

ing to him. Take a book, for example, and point out objects with your finger.

Practise this each time you read and help your child to copy your gesture. Do

the same with objects – pointing out, for example, ‘cup’, but touching it rather

than pointing from a distance. Your aim is to help the child progress slowly to

the understanding that there is an imaginary line between the end of your

finger and the object in question. You do this by gradually leaving more space

between your finger and the object. If you want your child to learn to point to

his favourite orange drink on the shelf, start by lifting him to it and pointing

with your finger on the bottle and in time gradually move further away.

Children with very limited ability to communicate

Some children with ASD may remain very limited in their ability to communi-

cate but can benefit greatly from being helped with understanding what other

people are trying to say to them. Many of the ideas in the section above can be
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used in the same way. Pictures and photographs are particularly useful; for

example, pictorial calendars help to explain which days are school days,

weekends and holidays. A photograph of the car or taxi and a photograph of

school help children to anticipate the routine of a school day. A small picture

board showing the daily activities in sequence helps predict what will happen

next. Any changes in routine can be explained in advance with simple

pictures.

Ideas for helping verbal children to improve communication

Creating opportunities

Parents can do a great deal to assist their children’s language development.

There are many ideas throughout this chapter. However, one of the most

effective techniques is to provide and create opportunities for speech. Ask

questions which require increasingly complex replies, depending on your

child’s developmental level. Create opportunities for your child to tell you

about her special interests. Talk to her yourself about what you are doing or

thinking. Correct her mistakes gently but clearly without criticism. Praise her

attempts.

Rhymes

Most young children like rhymes. As time goes by they become more familiar

with them and may join in with you. They might also be encouraged to say the

last word of each line if you pause to allow them space to complete it.

Teaching scripts

Children with ASD do not usually pick up the normal social scripts we might

use routinely and may need some help to learn some basic responses, such as

when and how to say ‘Hello’ and ‘Goodbye’.

Self-talk

Talking as you work with your child exposes him to language in a meaningful

and practical way. If you are cooking, for example, talk through the process

out loud. ‘First, we put the water in the pan. Then we put in the rice…’ Simi-

larly, encourage him to join in.
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Give clear instructions

Try to keep it clear, simple and to the point. If you are asking your child to do

something out of the ordinary, remember he might be very literal in his under-

standing. One grandmother sent her grandson into the boys’ toilet saying,

‘Go and wash your hands and use plenty of soap’. He came out with his hands

covered in wet soapsuds. She hadn’t told him to rinse the soap off his hands

and then dry them!

Video social skills and role play

More complex social scripts can be taught and reinforced by the use of video.

Try acting out how to greet people and start a conversation, record it on video

and then play it back, commenting on the most successful strategies.

Teaching turn-taking (boundaries and timers)

Many parents grow weary of being talked ‘at’ by their more able children with

ASD. The children fail to realise that their topic of interest might be boring for

others and fail to pause and allow the listener to comment or even to make an

excuse to get away! This is something that can be helped by videoing role play

scenarios and demonstrating different ways of having conversations.

Explaining the rules of turn-taking can help. Some parents we know have

used timers to time turns, or have used a ‘talking spoon’ (like the conch we

mentioned in Chapter 10): at the tea table, for instance, whoever holds the

spoon gets to talk and the others have to listen. The spoon is passed round

when different people want to talk. It helps children to realise that we can all

have a turn and it also helps them to wait and to be quiet while someone else is

talking.

Repetitive language

It is very common for people with ASD to repeat words, phrases, questions,

dialogues, sentences – in fact any forms of speech – many times. This can be

very irritating for friends and relatives. Not surprisingly, parents frequently

ask for help in trying to change this behaviour. However, before we can do

this, we need to think about why it is occurring – what function does it have?

• It may be your child’s way of learning new language. It could be
the only way to make contact with you.

• Possibly, it is a way of seeking care.

DEVELOPING COMMUNICATION SKILLS 177



• Maybe it is caused by anxiety.

• Perhaps it is related to your child’s preoccupations.

• It may be being used to block out demands in situations when
your child feels unable to cope.

• Or it could be a combination of all these factors, depending on
the situation.

Figure 9.1 in Chapter 9, ‘A template for making sense of a child’s behaviour

and planning ways to help’, should help you to work out some of the reasons

or purpose of the repetitive language.

There may be many benefits for your child in continuing with his repeti-

tiveness and you may decide that to try to help him to moderate it is the best

solution. If it is related to anxiety, i.e. it is a way of seeking reassurance or

trying to resolve a difficult situation by rehearsing it, talking it through with

your child might help. If it is related to his obsessions, you might decide to

help him to put some limits around it.
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Jordan, a 16-year-old boy with Asperger syndrome, liked to talk about

automatic door-closing devices and would talk at length about them to

anyone who would listen. His parents realised that in many ways this

allowed him the social contact he enjoyed but within his own safe limits.

He could control the conversation and it was predictable. It meant that he

could avoid the uncertainty of less familiar topics, while at the same time

indulging in his obsession!

His parents, bored with the topic, set him some rules. He was only

allowed to talk to them about door-closing devices twice a day and for no

more than ten minutes each time. They were also very concerned that he

was beginning to be seen as a nuisance in the local store where the devices

were sold, as his conversation with strangers was socially inappropriate.

The rule was that he was not allowed to talk to anyone in the shop about

door-closing devices without the shop manager’s permission. He could go

in and look at them. Meanwhile, his parents realised that Jordan needed

their help in developing other topics of conversation. They practised

talking about his favourite television programmes and films, for example.

They also tried to teach him some listening skills, how to recognise some

of the signs of his listener’s boredom and how to stop talking!



Teaching idioms

Some children will respond very well to being taught idioms and some

abstract aspects of language. One technique to help with this is ‘paralleling’

where an idiom is used and then its literal (real) meaning is put alongside it: for

example, ‘It’s raining cats and dogs. That means there is lots of rain’. Some

children may also enjoy making a visual dictionary of idioms by downloading

images from the Internet or from clip-art.

Discouraging inappropriate language and swearing

Sometimes you might want to stop your child from talking! Children often

learn that certain words and phrases produce interesting responses from

people and they continue to use them despite our best efforts to discourage

them. Swearing is particularly effective in public places and serves a variety of

functions. You will need to work out what these are before you begin to try to

change the behaviour in earnest. It could be a way of getting something the

child wants (e.g. sweets to keep her quiet in embarrassing situations), a way of

getting out of doing something (e.g. being taken out of a shop if she doesn’t

like shopping) or a way of getting a response from people. It can then be dealt

with appropriately. Chapter 9, ‘Managing Behaviour’, should be helpful in

devising a plan.

Helping other people to adjust their language

Although parents will be very much aware of the need to keep their language

simple when talking with their children, other adults will rarely appreciate the

need to do so. This can be particularly problematic when, as is commonly the

case, the child’s speech is better than their level of understanding. Sometimes

teachers use complex instructions and fail to understand why the child hasn’t

completed tasks.

Teachers might also become annoyed and frustrated if the child is very literal

in his response. It is possible that teachers who are not particularly familiar

with the communication difficulties of children on the autism spectrum will
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In a class with seven-year-old John, the teacher, who was cross with him

for not sitting in the circle, said: ‘So you don’t want any lunch then?’ He had

absolutely no idea what she meant.



misinterpret some responses as rude or cheeky. If difficulties of this nature

arise it may be helpful to explain the child’s difficulties to the adults con-

cerned or possibly contact your local specialist autism teacher for advice.

Speech and language therapy

You may have been referred to a speech and language therapist (SALT) who

will be able to offer advice about how to help your child’s communication

skills. He or she may also have some information about specific programmes

such as the Hanen programme or Adapted Hanen (see Chapter 20) aimed at

early interventions for parents.

Summary

• Set realistic goals.

• Break information down.

• Repeat information.

• Give the child extra time to respond.

• Remember that being punitive, as a central strategy, won’t get you
far.

• Consider what you are trying to achieve in the long as well as
short term.

• Remember that communication is much more than speech.

• Use simple language.

• Explain social communication rules when the child makes
mistakes.

• Use visual cues, e.g. photographs, pictures and objects to aid
communication.

• Remember it is hard work but productive!
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Chapter 12

Tantrums, Aggression
and Frustration

Many of us will be familiar with the way toddlers’ tantrums turn into sheer

rage within seconds! Being denied a favourite toy or treat can quickly turn

happy toddlers into kicking, screaming, stamping, distraught little people

who are unable to control their frustration. However, as they grow older, most

children and young people and adults learn to control and contain their frus-

tration most (although not all!) of the time. Some of this is due to growing

maturity and some due to embarrassment and social constraints.

Children with ASD will be less aware of social constraints. Their

mindblindness (see Chapter 4), means that they will not consider other

people’s disapproving looks or comments. Also, the frustration and rages of

those who are unable to communicate their needs effectively may escalate. A

further factor in the escalation of rage in children with ASD might be adults’

responses. Most adult onlookers will tolerate a two-year-old’s tantrum in the

supermarket. They are often much less tolerant of an older child. They can be

very critical towards parents, sometimes accusing them of being bad parents

and unable to control their children. Not surprisingly, parents often find the

embarrassment too great to bear, become upset themselves and give in to the

child’s demands. On giving in to the child’s demands, they are inadvertently

reinforcing the child’s tantrum. The next time the family go shopping, the

child knows that having a tantrum achieves what he wants. The screaming

becomes associated with the reward. If parents don’t give in, the child may

have louder and longer tantrums until he gets what he wants. Sometimes the

tantrums develop into self-harming behaviours, such as head-banging, or into
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aggressive behaviours, like hitting out at others. These behaviours are more

difficult to tackle the longer they go on. This chapter has some ideas about

how to tackle some of these behaviours as well as thoughts about preventing

them from escalating.

Tantrums, rages and aggressive behaviours occur for a reason. Sometimes

the reason is clear. At other times we have to become detectives!

Often reasons for tantrums can be broken down to one or a combination of

the following:

• wanting to do or to have something the child is prevented from
doing or having

• not wanting to do something

• boredom or frustration

• fear

• to elicit a response from the environment and the people in it.

We will discuss these in more detail in some of the examples below.

TYPES OF PROBLEM

• Hits others because he can’t have his own way

• Doesn’t want to do something and has a tantrum or goes into a
rage

WHAT is the problem?

Hits others because he can’t have his own way

Gerald, aged nine, showed very little interest in his little sister Florence when

she was born. As she learnt to walk and talk the two children played happily
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One parent couldn’t work out why his daughter, Josie, had a tantrum

every time they went to a particular park. Eventually, he realised that it was

because she wanted to go to the water fountain she had seen on her visit

there many months previously!



alongside each other. It was only when Florence began to be more assertive

that problems arose. Although she was three years younger than Gerald,

Florence was socially the more able. Arguments began to break out between

them, resulting in Gerald head-butting or slapping Florence. Many of the dis-

agreements started when Florence refused to play Gerald’s preferred game or

when they both wanted to watch different television programmes. Their

parents found that they were spending more and more time refereeing argu-

ments, comforting Florence and getting angry with Gerald for hurting his

sister. They had tried shouting, time out, removing privileges and rewards for

good behaviour but nothing seemed to be working. They decided to work

through the model described in Chapter 9, ‘Managing Behaviour’. Their

ideas are summarised below.
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1. What is the problem?

Slaps and head-butts his sister

2. Why does your child behave in this way?

Situations and settings: Where does it happen?
Where does it not happen? Is it to do with
something in the environment (smells,
noises, what other people do, etc.)? Who is
around when it happens?

At home, at Granny’s, at his aunt’s house,
sometimes at school. When his sister won’t
comply. When he’s upset. When they
disagree about the TV.

Triggers and timings: When does it happen? Is
it to do with anything pleasant or
unpleasant? What are the timings in relation
to other things? When does it not happen?

Whenever Florence won’t do what he wants
her to do. Worse when he’s upset or
worried. Sometimes he provokes a
disagreement when he is bored. It’s worse
on busy school mornings. He hates to be
rushed. Does not happen when they are out
on family trips.

Mindblindness: Is it to do with
mindblindness? Does your child realise
he/she needs to communicate his/her needs
to someone? Can the child see others’
points of view or understand feelings and
needs of others in this situation?

He doesn’t understand Florence’s point of
view. He has a poor understanding of her
pain. He isn’t good at predicting the
consequences of his behaviour.

Getting the gist: Is the problem associated
with not understanding what is going on
and why? Does your child understand the
meaning of events and that things have a
certain order?

He has a poor understanding of friendship.
He doesn’t appreciate the give and take in
relationships and doesn’t share easily.
Incentives don’t work for him. He thinks
about the here-and-now rather than the
future.
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Imagination: Does your child think
imaginatively and does this affect the
behaviour?

He has too limited an imagination to be
able to come up with alternative strategies
for himself.

Preoccupations and sensory experiences: Is the
problem associated with sensory experiences
and/or preoccupations? Is the environment
too complicated or interesting?

Hitting out at Florence helps to release his
tension. In the past he used to hit his head
on the floor to release his tension.

Social interaction: Does your child do this
alone or with others? How does this affect
the behaviour?

He enjoys some of the interaction he gets
during and after the behaviours. He lacks
the social skills to manipulate the situation
in more healthy ways.

Communication: Is the problem associated
with language or communication
difficulties?

He struggles to communicate his needs. He
can’t tell his sister how he feels.

Emotions: Is the problematic behaviour
related to anxiety or mood? Is it to do with
your child’s temperament? Is there anything
else that might be affecting or upsetting
your child (e.g. memories, dreams, illness,
tiredness, boredom)?

He is worse when he is anxious. He gets
anxious when he is being rushed. Gerald
finds it difficult to control his own impulses.
He gets tired after a busy school day and is
very easily provoked just after he gets home.

Sameness: Is it to do with a need for routine
or habits? Is there a problem associated with
being in control? Has there been a change
of routine at home or at school?

Gerald likes routine. He likes to know what
will happen next. Florence constantly
challenges this.

Responses: How have others responded to the
behaviour? Does something happen after
the behaviour that is important? How does
it affect the behaviour in the future?

When Florence tells us, Gerald gets extra
attention. Sometimes he gets sent to his
room, sometimes one of us tries to defuse
the situation with distraction e.g. playing on
the swing. He sometimes likes to see
Florence cry. Florence also has a part to play.
She likes to get him into trouble. She also
blackmails him: ‘I won’t tell Mum you hit
me if we watch my video.’

Benefits: What positive outcomes happen for
anyone (e.g. you, your child or your child’s
sibling) as a result of the behaviour? (Rack
your brains: there usually are some!)?

He gets our and his sister’s full attention. He
gets to play on the swing with Mum. It
seems to defuse intense emotion and act as a
kind of release.
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3. What is the goal?

No hitting or head-butting at home

Gerald’s parents began to realise that, although they wanted to

change Gerald’s behaviour, his sister was not always an innocent

bystander. Any plan they put into place would also have to involve

Florence as she could easily sabotage its success.

4. Plan strategies

Gerald’s parents came up with the following ideas:

• Distraction. Keep him busy – out on trips.

• Monitor the children carefully and trying to avoid disputes
escalating.

• Explain the new rules carefully: for instance, ‘No hitting’.

• Find alternatives for him to hitting; for example, telling Mum
he’s getting upset.

• Help him monitor and label his emotions.

• Find some immediate incentives for good behaviour e.g. star
charts.

• Switch off the TV when the children argue.

• Mum use playing on swing as a reward for good behaviour
rather than a distraction after Gerald has hit his sister.

• Lots of praise for playing nicely.

• Try to find calming activities when the children are tired.

• Get up earlier to give them more time.

They decided that they could not keep Gerald busy all of the time. It

wasn’t realistic to keep going out on trips. It was also impossible to

monitor the children all of the time. However, they decided that it would

be useful to try out a combination of all of the other ideas. The plan was

that they would explain the rules to the children about ‘no hitting’ and

that if Gerald found himself getting cross, he should go to his parents,

who would praise him for this and distract him with little jobs. To help



Gerald’s parents came up with a clear plan to help him. The following gives

more detail to explain how they put it into action.

HOW might we deal with it?

Getting the gist

Gerald doesn’t understand the idea of sharing or turn-taking. His parents

wanted to help him to learn to play cooperatively with his sister and under-

stand that this was generally a better strategy than hitting her!
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Gerald monitor these situations he and his parents decided to refer to the

heightened emotions he experienced as ‘getting in a muddle’. He could

use this phrase as shorthand to discuss things in a preventive way with his

parents. They also set up a ‘traffic light’ system to help the children to

recognise when they were beginning to reach a point where they were

getting too cross with each other (see below for details). Finally, they set

up a star chart reward system for good behaviour.

5. Checking

• The benefits. Might help Gerald to understand that hitting isn’t
acceptable and also give him different strategies when he is ‘in
a muddle’. Might help him to realise that good behaviour leads
to rewards.

• The costs. Might be time consuming, tiring for us, the parents.

• ‘Is this reasonable for my child?’ It doesn’t make too many
demands on him and seems achievable – particularly if we do
not extend the plan to school at first.

• ‘Is this reasonable for us?’ It will probably be very difficult at first.
We expect that Gerald will keep coming to us to tell us he’s ‘in
a muddle’.

• ‘What might get in the way to stop it working?’ We might get tired
and cross.

• Find ways of dealing with these if possible. When we do, we’ll take it
in turns to deal with the situation.



Not being rushed

Gerald hated to be rushed. His parents tried getting up earlier on school

mornings, which gave him time to get ready. When he was dressed and had

eaten his breakfast he was allowed to watch a video until it was time to leave.

Routine

Gerald liked routine. He needed to know what would happen next. He had

developed a sort of routine or habit around hitting his sister. He would get

upset because his needs were not being met, hit his sister and either get into

trouble from his mum, get what he wanted from his sister or get to play on the

swing with his mum. His parents thought that by teaching him an alternative

routine they might be able to avoid the hitting part! The new routine was

explained slowly and carefully to both children. The new rule was: ‘No

hitting or head-butting.’ When Gerald began to feel cross (he called this

‘getting into a muddle’), the rule was that he should go to his mum or dad and

tell them, ‘I’m in a muddle’. His parents would praise him for coming to them

and would give him something to distract him – usually something he found

fun to do.

Communication

Gerald found verbal communication difficult. He was able to use phrases and

sentences but this was hard work for him. He had found hitting and

head-butting an easy and effective way of having his needs met. Not surpris-

ingly, his parents wanted to teach him a more socially acceptable response! He

also found it difficult to understand what people were saying to him, particu-

larly when they were using lots of words in a cross voice.

Gerald’s parents realised that they had been expecting a great deal from

him. Since he could talk they assumed that he could understand everything

too. In fact this wasn’t the case. They decided to try to use simple language and

to use visual cues to help him to understand more clearly. They tried the

‘traffic light system’. This is described in more detail in Chapter 9, ‘Managing

Behaviour’).

During the first few days, Gerald was almost constantly going to his mum

or dad in the mornings saying that he was in a muddle. They had anticipated

this and had allowed themselves extra time by getting up earlier; they also

supported each other to stay calm. When Gerald came to them, they gave him

something to do to help him to calm down, such as giving him a small job or a

game to play with. Sometimes they tried to make him laugh by making a
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deliberate mistake so that they could help him to defuse his ‘muddle’. After

four days, he wasn’t going to his parents as often and after two weeks, he went

to them less than once every morning.

If Gerald started to become a little aggressive without realising it, his

parents reminded him that the traffic light was on green but it would have to

go to amber if he didn’t calm down. On the few occasions that it did go to

amber, his mum or dad reminded him that he would still get a green sticker.

He hated the traffic light going to amber and quickly learnt to calm down so

that it could be returned to green as soon as possible. He learnt that he could

calm himself down. During the two-week period, the lights never went to red,

the children achieved all of their rewards and the house was a much calmer

place.

Over the next two weeks, the traffic light system also went to Granny’s

and to Auntie Sue’s house. The only time that the lights went to red was at

Granny’s one day. The children had been fighting about TV programmes, had

ignored their warnings at amber and the red light was on! Gerald and Florence

were distraught! Their granny quietly took them to calm down in ‘time out’

for a few minutes. Gerald was particularly upset but he complied with the rule.

Although everyone found this very difficult, it was an important learning

experience. The children learnt that there were consequences to breaking the

rule and that they would be carried through. The adults learnt that the

strategy was a useful one and that Gerald was able to cope with the conse-

quences of his behaviour.
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The ‘traffic light’ system

The children and their parents made a set of traffic lights out of coloured

card. The lights were set to green. If an adult heard a disagreement escalat-

ing he or she would set the light to amber and ask them to calm down,

saying: ‘Official warning!’ They were also to be reminded that if they

didn’t stop, they would go to the red traffic light. When the situation

calmed, the traffic light would be returned to green.

Gerald’s parents hoped that the traffic lights wouldn’t have to go to

red but realised that there should be consequences if they did. They

decided on a short ‘time out’ period if the red light was shown. The

children would sit in separate rooms until they were calm for three

minutes. An egg timer was used to help the children to understand the

concept of the three-minute time period.



Mindblindness

Gerald did not really understand why he couldn’t have what he wanted when

he wanted it. For him, hitting and head butting his sister had the benefit of

being able to release his tension and frustration and often resulted in his

getting some extra time doing one of his favourite things (playing on the

swing with his mum). He wasn’t aware of her pain or her point of view. Nor

did he understand his mother’s response, which was inconsistent (sometimes

angry and sometimes distracting him with play). His mindblindness pre-

vented him from knowing these things intuitively. He would therefore benefit

from a series of rules to help him. His parents worked out a plan to help him

with social rules including teaching him the new rules and routines described

above.

Additionally, they wanted to teach him that good behaviour was per-

ceived positively and would result in rewards. They ensured that they praised

good behaviour (i.e. when he was playing nicely with his sister, telling them

when he was upset instead of hitting Florence or simply just sitting quietly

watching TV with the family). In order to give both children extra encourage-

ment at this stage they also used star charts.

The star charts is a chart with green stickers and red stickers for both

children. For every session that each child’s traffic light stayed on green or

amber, he or she each got a green sticker on the chart and for every session his

or her traffic light went to red, he or she got a red sticker. (A session was a short

period of time defined by activities, e.g. before getting dressed, before break-

fast, after breakfast and before leaving for school.) They could each earn up to

ten green stickers a day. After five green stickers they had won a small reward

such as playing on the swing with Mum or reading a comic with her. At the

end of the week, if they had thirty green stickers or more, they could have a

new comic.

Over the coming months, Gerald learnt to control his aggression toward

his sister without involving his parents most of the time. His behaviour also

improved at school without the need for them to transfer the techniques they

had used at home.

WHAT is the problem?

Doesn’t want to do something and has a tantrum or goes into a rage
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Moses, aged seven, made good progress as a result of his parents’ help and his

growing maturity. He had started to construct simple sentences and to com-

municate his needs in a variety of ways. Unfortunately, this was still very diffi-

cult for him and at times he had prolonged tantrums out of sheer frustration.

He went into a rage whenever he had to do something he didn’t want to do.

There were many things that he didn’t like doing. He hated shopping, but

shopping for new shoes in particular had become a battleground! Simon and

Julia had tried on three separate occasions to get him to try on new shoes but

each time he had major tantrums and refused to cooperate. Simon and Julia

had begun to despair that they would ever get him to wear new shoes.

WHY might this be happening?

Getting the gist

Moses doesn’t really get the gist about new shoes. He doesn’t understand the

idea that he has grown out of his old shoes and needs new ones. He doesn’t

understand the point of shopping generally. As long as his needs are met he is

happy.
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Communication

Although he can say more now, Moses cannot explain why he doesn’t want

new shoes.

Environment

Moses dislikes loud noises, bright lights and busy environments. Shops are

noisy, bright and busy. He possibly feels over-stimulated and uncomfortable in

shopping environments and simply wants to be somewhere safe like home.

Liking for sameness

Change has always been difficult for Moses. He has relied on things staying

the same in order to feel safe. Sameness allows him to know how things look,

feel and smell, and to predict how they will be. Anything new is scary and

unpredictable. New shoes present a threat.

Parents’ response

Julia and Simon are anxious about taking Moses shopping for new shoes,

knowing that it is going to be a battle. In the past they left shops as soon as he

started to have a tantrum, hoping he would stop. The last time they went

shopping they were determined that he would have new shoes but ended up

leaving out of embarrassment because he had kicked the shop assistant and

thrown shoes all over the shop floor! Later, they realised that in, allowing

Moses to leave in this way, they were making a tantrum in a shoe shop more

likely to happen next time because his behaviour allowed him to leave the

shop.

Mindblindness

Moses could not understand how embarrassing this was for his parents in the

shop.

HOW might we deal with it?

Getting the gist

Moses will get the gist about the need for shopping in time. Meanwhile, his

parents started to help him with this. When he asked for milk one day when

there was none left, Julia took him to the fridge, saying ‘Milk gone. Let’s go

shopping’. They went to the shop and just bought milk. She did this often

when they ran out of his favourite things until he began to get the gist about

shopping.
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Communication

Moses needed visual cues as well as verbal explanations to help him to under-

stand. His mother used photographs of different shops to help him under-

stand where they were going and what they would buy. She also found that

writing a simple social story with him helped.

Environment

Simon and Julia recognised that going shopping was stressful for Moses. They

tried to pick quiet times to go shopping – early on a weekday morning for

example. They also tried to go for just one item when he was with them, so

that he could get used to shopping. They attended a small local parents’

support group where they found out that shoes were a big problem for many

parents of children with ASD. They were able to obtain advice from other

parents about shoe shops which were more peaceful than others and where

the shop assistants were much more tolerant of children with ASD.

Parents’ response

Armed with renewed resilience and advice from the parents’ support group,

Julia and Simon prepared carefully for their shoe-shopping trip. They visited

the shop in advance and explained the difficulty to the shop assistant in prep-

aration (many parents find it a very helpful strategy to get the shop assistants

on their side). They agreed on a quiet time to take Moses. They selected some

shoes in advance that were similar in colour and shape to his old ones and

made a note of these. Julia took a photograph of the shop and put it into a

social story (see Chapter 10, ‘Developing Social Skills’) for Moses about the

trip. She read him the story several times in the days prior to the visit.

These preparations made the trip a little easier – but Moses still had a

tantrum! This time, however, they came away with his new shoes. At first he

refused to wear them. His parents left them out next to his old shoes for

several days until he became more familiar with them. Then they took away

the old ones and after some protests he agreed to wear them.

Moses’ parents continued to take him shopping for short trips and with

time he learnt to tolerate them and even enjoy the trips for his favourite things.
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The anger cycle

Most of us will have experienced anger many times in our lives. We can be

sitting or walking quite calmly and gradually or suddenly, we become upset

by something. The trigger might be the unexpected sound of a car horn,

being jostled roughly in a crowd, feeling that we are being treated unfairly or

finding ourselves threatened by someone. The list is endless. When this

happens, we move from a comfortable, calm emotional state to feeling more

alert, threatened and ready to defend ourselves. Our bodies prepare them-

selves for action. Our hearts start racing and we feel a surge of energy as our

adrenaline goes into action. Our response is ‘fight or flight’; either to run

away or to fight off the threat. If the threat continues or another trigger upsets

us when we are in this state of high arousal, we can move into the next stage

where we lose control (see Figure 12.1), become less rational and sometimes

become verbally or physically aggressive. This state of extreme high arousal

usually occurs in short bursts before we are able to calm down. During this

early calming phase, however, we can easily be provoked again into the

extreme high arousal state. When we do calm completely, we tend to go into a

low emotional state, where we feel drained, sleepy, exhausted and want to be

left alone. Fortunately, the extreme state is very unusual for the majority of us.

We learn to monitor and control our behaviour and find alternative strategies

to those of hurting others or ourselves.
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It is important to understand this cycle when we are trying to help young

people with ASD who experience extreme rage. It may, at first sight, seem that

the rage occurred for no reason, but careful reconsideration of the incident is

likely to provide clues. Having worked out possible causes, it is easier to

prevent possible triggers in the future.

Dealing with aggressive behaviour

It is possible to reduce the distress and hence the increased arousal caused by

these factors once we are aware of them.

We can help young people to find safe ways to remove themselves from

noise and over-stimulating environments. We know of some schools that

provide a quiet room, for example.

We can try to keep demands to a manageable level.

Where there are known conflict situations, we can make compromises

rather than turning the situation into a battle.

One girl liked to be first into her taxi, which wasn’t always possible. She

also liked to sit in the front seat. The compromise rule that she learnt was that

they would take it in turns to sit in the front seat.

We can also learn to be aware of the impact of sudden changes.
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Possible triggers for anger

• Things not happening as expected

• Too many demands

• A change in routine

• Noise

• Over-stimulation, e.g. bright lights; colourful displays; noisy,
jostling crowds in supermarket

• Being prevented from completing rituals

• Uncertainty/lack of structure/waiting

• Travel

• Conflict.



One of the most difficult tasks for teachers and parents is to understand how

the young person with ASD may be thinking or feeling and remember that

her social and emotional understanding may be at a different level from that

of similar-aged children.

If a young person with ASD has moved into the highly emotional stage

where she has started to become threatened or threatening, we can help by

trying to calm the situation down and thus prevent her moving into the next

stage where she loses control and becomes aggressive.

Much depends on the situation and your knowledge of the young person,

but some hints on calming down the situation include:

• Stay as calm as possible (this prevents the emotional tone being
raised).

• Avoid grabbing the young person (unless she is in danger (e.g.
beside the road).

• Distract the child from the source of the anger (e.g. by playing
pattern games).

• Play calming music.

• Take or send the child to a quiet place.

• Simply walk with the young person and listen to her calmly. It
isn’t usually possible to reason with someone when they are
angry.

• Offer another release for the anger, e.g. tearing cardboard.
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Robert, a 13-year-old boy with Asperger syndrome, had expected his

next lesson at school to be art. During registration he was given a message

that he was to go to his year head teacher’s office first. After registration,

he ran out of the classroom with his art folder. His teacher ran after him

thinking he was running away. The boy ran faster and became frightened

about being chased. When his teacher caught him he was very distressed,

in a high state of arousal, and he started hitting out at her. When he had

calmed down later he was able to explain that he was running to his art

lesson. He could not cope with the unexpected change in plan to go to his

year head’s room. He thought the teacher who was chasing him was going

to be angry with him and in his fear became aggressive towards her when

she caught him.



Our ultimate aim is to show the young person different ways of managing her

anger so that she does not reach the stage of extreme arousal where she loses

control and becomes aggressive.

Even with all of the above precautions, it sometimes happens that a young

person loses control. If this happens it is important to keep her and others as

safe as possible. There is little that can be done other than damage limitation

and avoiding anything that may make the situation worse. Younger children

can be removed as gently as possible to a quiet space. In very extreme circum-

stances, it may be necessary to resort to special clothing for a child.

If a teenager reaches the stage of extreme arousal resulting in aggressive

behaviour, it is often safest to remove other young people from the room so as

to allow him to calm down on his own.

Several children have used emotion thermometers to tune in more to their

emotions and develop plans for dealing with high states of emotion (see

Chapter 10, ‘Developing Social Skills’ and Appendix). These can be success-

ful.

More ideas for avoiding and dealing with tantrums

• Use social stories (see Chapter 10) to help the child to understand
and cope with situations he finds difficult.

• If the child is getting upset or having a tantrum and you can’t
work out the reason, check whether it could have anything to do
with the environment: labels on clothes, bright lights, sounds,
colour, crowds and smells.

• Consider whether the behaviour is to do with change or
transitions. If it is, try making a visual or written storyboard about
what to do next, e.g. getting out of bath – pull plug, step out of
bath, get towel.

• Give the child several warnings before expecting her to end
favourite activities. To help with time, try using egg timers. Have
another activity to follow, e.g. ‘Computer time then supper time!’
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Tony’s parents agreed that, for his own safety, he should wear a protective

helmet for a short period of time.



• Use visual timetables to help the child to understand what is
going to happen or where he is going (see Chapter 9, ‘Managing
Behaviour’).

• When children have tantrums because you want to take a different
route somewhere, try helping them to understand by making a
large map or model of your local area and play games with cars
and miniature figures taking different routes.

• Help older children cope with turn-taking and losing by using
high frequency games such as ‘Snap’ and ‘Connect 4’. Teach them
how to be a good loser and winner, by saying things that show
what a good loser does and says (modelling).

Summary

• Children with ASD will often go on having temper tantrums until
they are much older than children without ASD.

• Temper tantrums in children with ASD often last for longer
periods of time than those of other children.

• It is usually better to try to change children’s behaviour when
they are young.

• It is important to get a good understanding of why your child
might be having tantrums or showing aggressive behaviour
before you try to change it.

• Children with ASD don’t have to understand the strategy you use
for it to work.

• Having clear rules that you stick to with your children is not
cruel. It helps them learn that the world has boundaries and this
helps them for the future.
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Chapter 13

Feeding

Eating and feeding problems are very common for children with ASD. They

vary tremendously and cause parents huge amounts of concern. Some

children start with extremely good eating habits but then restrict their diets to

only three or four foods; others are difficult to wean from liquid to solid diets

from the beginning. Mealtimes can be a battleground and a source of anxiety

for parents.
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TYPES OF PROBLEM

• Will only eat a few specific foods

• Difficulty weaning to solids

• Will only eat or drink in specific places

We will take each of these in turn, considering WHAT the problem is, WHY it

might be happening and HOW we might deal with it.

WHAT is the problem?

Will only eat a few specific foods

Joanne, aged six, had always been a very fussy eater. She gradually reduced the

types of food she would eat to the extent that for the last year she had been

eating exactly the same things each day; Weetabix for breakfast, cheese sand-

wiches and and apple for lunch and Tesco’s own brand fish fingers and beans

with chips for dinner. Her father had not been too concerned as he had been

assured that Joanne was probably getting all of the required daily nutrition

from this diet. One day Joanne suddenly spat out her fish fingers and beans.

Later her father discovered that her first front baby tooth had come out. She

had a tantrum the next day when her father produced her usual meal. Any

alternative, other than chips, was met with a further tantrum. Her dad became

worried that Joanne’s diet was becoming increasingly restricted and feared

that she might reach a point of only accepting one or two foods.

WHY might it be happening?

Sensory sensitivity

Joanne is very sensitive to texture, taste and smell. Any variation, such as a

change to a different brand of fish fingers, seemed very difficult for her to

cope with.

Need for routine or sameness

Mealtimes had a certain routine quality for Joanne. She liked them at the same

time, in the same place, with the same crockery and cutlery and the same food.

Over the years her father had changed his own behaviour to make sure every-

thing was just right so that his daughter would eat. If something like the
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cutlery changed, for example, there was a risk that she might stop eating

something else.

Language difficulties

Joanne cannot talk and cannot explain the problems to her father, so she often

gets cross and has tantrums.

Poor understanding

Joanne doesn’t understand that her father is worried about her. She has poor

Theory of Mind.

Her father’s response

Joanne’s dad was becoming more and more anxious and spent a lot of time

trying to persuade her to eat other food. Joanne would then throw these foods

on the floor and her dad would become cross with her. In fact this behaviour

was developing into a routine and Joanne’s dad was becoming more frustrated

and tired.

Association with something unpleasant

On the occasion when Joanne stopped eating fish fingers and beans, it was

possible to trace her distress to her discomfort at having found a loose tooth in

her mouth while eating these foods. Many of us will be able to recall similar

situations that have stopped us from eating something, at least for a short time.

(Finding a small slug on a lettuce and mushroom salad in a restaurant stopped

one of the authors from eating both mushrooms and lettuce for several weeks!)

HOW might we deal with it?

Sensory sensitivity

Joanne had always been very sensitive to sound, texture, smell and taste. Her

father realised that whenever she showed a preference for a particular food, he

would buy it for her and stop buying other foods. In hindsight he thought

that prevention might have been a better approach. Instead of allowing partic-

ular preferences to develop he could have presented her with brands she liked

less, for example; he might also have mixed two brands together, so that she

became used to slightly different tastes. Her father realised that, given her

now very restricted diet, this might be more difficult. However, he decided to

start by adding a few chips of a different brand to her plate each day, which
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Joanne happily tolerated. Gradually introducing new sensory experiences

became helpful.

Need for routine or sameness

Joanne had settled into a routine of having the same food at particular times of

the day. Children with ASD like routines as they make life more predictable.

One of the problems for children with ASD is in not being able to make pre-

dictions or guesses about what might happen next, particularly if they have

poor language skills. So, keeping things the same makes things feel safe. It is

very important when changing a routine, therefore, to keep as many other

parts of the situation the same and to introduce change gradually and sensi-

tively.

Joanne’s father decided gradually to introduce some of her favourite

foods from different times of the day into her evening meal. He knew that

Joanne liked apples, so after her chips he put a bowl of apples on the table and

invited the family to help themselves. On the first day Joanne did not take an

apple, but on the second day she did and quickly established this as part of the

routine. He then moved on to giving her a piece of her favourite cheese (on a

separate plate) with her chips, which was also accepted. The problems started

whenever he tried something new and Joanne had a tantrum. However, he

persevered. He recalled that she had liked crisps in the past and put these on a

plate next to her chips. At first they ended up on the floor but after several days

she tolerated them and even tried one a few weeks later. He continued with

this technique, with slightly different but previously favoured foods and had

variable success. Joanne did, however, learn to tolerate different foods on a

plate near to her as she became familiar with them, and even developed a

liking for some!

Her father’s response

After talking about the problem Joanne’s dad began to realise that his own

anxiety might have been making matters worse. Dinnertime became a very

stressful event as he tried to tempt Joanne with alternatives. Anything other

than chips on her plate ended up on the floor and invariably he became cross

with Joanne. It seemed that, in some respects, Joanne was enjoying the time

her dad was spending in encouraging her and in tidying up the mess. She also

seemed to get quite excited when her dad lost his temper with her. At first he

thought she was ‘winding him up’ – deliberately trying to make him cross –

but then he realised that the severity of her autistic symptoms made this
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impossible for her. She was unable to consider the thoughts and feelings of

other people (mindblindness). It was more likely, he decided, that he was rein-

forcing her behaviour. She had possibly learnt that the consequence of

throwing food was a very interesting response from her father. So, he made his

responses as calm as possible.

He decided that he would try to reduce his stress over dinner by initially

simply giving her chips and ignoring her if she threw any food.

Association with something unpleasant

All children’s associations with unpleasant things are very difficult to break. It

may be best to avoid reintroducing food that has been associated with distress

to a child for a little while. It can be reintroduced at some future point. As

these associations seem to occur frequently for some children with ASD, it is

particularly important to keep trying to introduce other foods into the diet on

a regular basis.

WHAT is the problem?

Difficulty weaning to solids

Sophie, aged three, is a very quiet, content, petite child. She had always been

breast-fed and easily pacified by a quick feed. The problem began when her

mum tried to wean her onto solids. Sophie refused anything other than breast

milk. She spat out spoonfuls of food and turned to her mother, becoming very

distressed until she was fed. Her mum was becoming increasingly concerned

that she might not have enough milk to help Sophie continue to grow and

that Sophie would never be weaned!

WHY might this be happening?

Sensory sensitivity and distress

Sophie was very sensitive to changes of texture and taste. She became dis-

tressed when a spoon was placed in her mouth and looked to her mum for

comfort in the way she had always done – seeking to be breast-fed. She had

established a habit of crying as soon as she saw her father with a bowl and

spoon and rejected it before the food reached her mouth.
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Her mother’s response

Sophie’s mum worried greatly about her daughter’s health. She was con-

cerned that Sophie was underweight for her age and so happily breast-fed her

on demand.

Need for routine and sameness

Sophie was in the habit of generally pottering about the house and turning to

her mum approximately every 20 minutes for a feed. This was comforting for

her and her mum was readily available.

Communication difficulties

Sophie was unable to use or understand any verbal language. Her mother was

unable to explain to her what was happening. As Sophie could not interpret

non-verbal cues such as smiling and gestures of reassurance from her mother,

she became confused and distressed.

HOW might we deal with it?

Sensory sensitivity and distress

Sophie had recently started to explore some objects such as plastic toys, by

putting them in her mouth. She was happy to do this, but only with objects of

her choice. Her mum noticed one day that she had picked up a biscuit and

happily chewed on this for some time. She then experimented with other

types of finger food, which Sophie either chewed on or spat out. This seemed

like a major breakthrough and, although she was not eating much and was

still largely breast-fed, it was a start.

Her mother’s response

Sophie’s mother realised that she needed to break Sophie’s habit of

breast-feeding so regularly. She knew that Sophie needed to move on to solids

now that she was older and that maintaining a largely milk-only diet was

insufficient for her needs. She knew that practically and emotionally reducing

breast-feeding would be much more difficult than it had been when she had

weaned her son at the age of six months. One day she commented to Sophie’s

grandmother, ‘I wish my milk would just dry up so it would be easier to say

‘No’ to her.’ As this was not the case, she decided to try leaving Sophie with

her grandmother on some afternoons. Sophie coped remarkably well without

a feed for over two hours and was content with a biscuit. Sophie and her mum

built up the times she was away in the afternoons over a period of weeks,
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during which time she began to sample crisps, chocolate bars and juice. Fol-

lowing from this, Mum found it possible to say ‘No’ to some of Sophie’s

frequent requests for breast-feeds and reduced feeds to three and then later to

two times a day.

Need for routine and sameness

Sophie continued to need routine but was able to establish a new one based

around her three and then two feeds a day. She did, however, insist on her

favourite finger foods being readily available at all times. This created a new

problem! This was dealt with later.

After a while, Sophie was feeding only once at night as part of a bedtime

routine. The feed was then substituted with Sophie’s own red cup and spout.

This was put into a sequenced bedtime routine, which the family agreed

would initially be gone through with Dad and Grandma. Sophie threw the

cup on the floor and screamed the first time, but every night it was offered as

part of the routine. One night, in desperation, Grandma began drinking from

it. Sophie shouted ‘No!’ and took if from her grandma and began drinking.

There was a further night of tantrums the first time that Mum tried to do the

routine, but she stuck to it and stayed calm, and Sophie settled into her new

routine after this. The objective of weaning Sophie had been achieved.

WHAT is the problem?

Will only eat or drink in specific places

Becky, aged four, started nursery, but she refused to eat or drink anything

throughout the three-hour period she was there. After three months the situa-

tion was still the same and her mum was worried that she must be hungry and

thirsty as she was very keen to eat and drink when she came home. Her

teachers had tried coaxing her with her favourite things and her mum had

stayed through snacktime to encourage her to eat, but nothing had worked.

WHY might it be happening?

Need for routine

Becky’s daily routine had been seriously disrupted when she started nursery.

She didn’t know what to expect and was likely to be very distressed about this.

Nothing was familiar.
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Generalising

Becky had no experience of nursery before she started going there. She did

not know what to expect. She had been in the routine of eating at home but

not anywhere else. It may be she perceived eating as only occurring at home.

Most children with ASD have difficulty generalising: transferring different

skills to different situations.

Communication difficulties

Becky spoke only a few words and was unable to tell the adults why she

couldn’t eat at nursery.

Mindblindness.

Becky did not know intuitively what was expected in this situation.

Anxiety

Many of us lose our appetites when we are anxious. The new social situation

made Becky anxious.

HOW might we deal with it?

Need for routine, communication difficulties and anxiety

Becky’s mum recognised that Becky needed to understand what was happen-

ing and how she should behave. She discussed the problem with the teacher

and together they made picture charts showing photographs of the nursery

routine. The first was a picture of Becky taking off her coat, the next of her

doing puzzles and the next sitting down with her snack.

Becky gradually learnt the order of the day and nursery became more pre-

dictable and safe. Becky’s anxiety decreased over time as she became used to

the new surroundings and routine.

Generalising

Becky’s mum wondered whether using familiar plates and mugs with her own

favourite food would help her daughter to eat at nursery. On the days when

she didn’t go to nursery, they ‘practised’ snacktime at home. They prepared

the snack together on her favourite Winnie the Pooh plate with her Winnie

the Pooh mug. After a few weeks, they packed her familiar snack on her

favourite plate and took it to nursery. For the first few days, she still did not

eat. However, her mother persevered and packed her snack each day. Then,

suddenly, Becky began to eat from her plate and drink from her mug. As she
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became more familiar with the idea of eating at nursery, her mother gradually

introduced slightly different foods so that she wouldn’t become fixed on a

particular snack. Later, she also successfully introduced different plates.

Other interventions to try

Children need to learn about foods in a comfortable, relaxed and

non-pressurised environment. When they feel safe and comfortable, they are

more willing to risk something new. Try to make mealtimes pleasant and

enjoyable, as relaxed as possible. Let them see other people enjoying eating

different foods. Allow them to eat their favoured foods within this environ-

ment for some time before gently trying to introduce new foods in the follow-

ing ways:

• Try to work out what types of food your child likes and build on these:
Make a list of the foods and liquids that the child currently
accepts and likes. Organise them by taste (e.g. strong or bland),
texture (crispy or soft), colour and smell. Then try to think of
other foods that are very similar to those they like and experiment
gently with these. If your child likes softly boiled cauliflower, for
example, you might want to try mashed potato (both are soft,
savoury and white) or try mixing a little potato with the
cauliflower first.

• Make small changes: Some children with ASD are hypersensitive to
even small differences. Often they will only eat one brand of fish
fingers or beef burgers. If this is the case, try adding just a little of
a different brand to the plate.

• Try different types of favoured food: This might involve trying
different flavoured yoghurts or crisps, different types of cheese,
fried potatoes in different shapes, etc.
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Sara went through a phase of eating only green foods. She gradually learnt

to accept differently coloured foods by being introduced to apples of

varying shades of green and red!



• Mix together favoured foods: If your child likes bananas and fromage
frais, mix the two together to help him to learn about different
combinations and textures.

• Try using foods in play: Some children with ASD do not like the
feel or smell of many materials, including food. Hence, the
thought of putting them into their mouths fills them with horror.
By gradually learning to cope with different textures through
play, this fear usually subsides. Dried pasta is good for making
collages and salt dough can be made into different shapes for
decorations. Bread or biscuits are usually good fun to make at
home. Faces or stick people can be made from all types of food.
Care should always be taken, particularly in the early stages, to
ensure that there is no expectation at all that the child should eat
the food prepared in play. The major focus is for the child to feel
familiar and comfortable about food products.

• Getting used to lumpy food: If your child has a very sensitive mouth,
she may not have explored toys or other objects in her mouth in
the way most young children do. This is an important
developmental stage, not least for learning about how to manage
objects in the mouth. Lumpy food may very well feel
uncomfortable and your child may not know what to do with it.
This experience can be made a little easier by only gradually
making her food less smooth and also helping her to remove
unwanted food from her mouth with your finger or helping her to
spit it out.
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Sam used to vomit when he saw a bowl of spaghetti on the table having

once gagged on a strand of spaghetti. He could cope with seeing dried spa-

ghetti, so his mother used this as the point of success and started from

there. They glued it to paper, painted it and made patterns. Then they did

the same with partially cooked cold spaghetti. Eventually, Sam could cope

with seeing a bowl of fully cooked spaghetti at a distance and then on the

table. It was always clear to him, however, that there was no expectation

that he should eat it. He still doesn’t eat spaghetti but he is no longer sick

when he sees it!



• Work from the point of success: Becky was eating happily at home.
Her mother’s task was to think of ways she could transfer this
success to nursery. In very extreme cases, the sight or smell of
some foods can cause children to be sick. By working from the
point at which the sight or smell is tolerable, it is possible to
reduce and eliminate many aversive responses.

• Persevere and build up familiarity with different foods: Encourage your
child to have a small amount of different foods on his plate but
make it clear that he doesn’t have to eat it. He might decide that,
having tasted it once, he doesn’t like it. This is OK. However,
having the food on their plate occasionally helps children to
become more familiar with it and more tolerant and accepting
of it.

Summary

• Use food-like textures in play so that the child gets used to
different feels and sensations.

• Create a relaxed environment for eating with other members of
the family if possible.

• Make eating routine.

• Introduce different foods on a regular basis.

• Don’t over-react to rejection of foods.

• If problems arise, build on different types of favoured foods by
making small changes, e.g. to brand or flavour.

• Work from points of success.
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Chapter 14

Toileting

Many children with ASD will learn to use the toilet without any difficulty.

The process may be delayed and take longer than for children without ASD,

but otherwise be uneventful. For others it may be more problematic. This

chapter covers some of the more common difficulties associated with learning

to use the toilet. It concentrates mostly on achieving bladder control.

Problems with bowel control and soiling are covered in detail in the next

chapter.

Why is toilet training more difficult for children with ASD?

• Communication. They may have very little use of language. They
may have difficulty communicating their needs or may not
understand the association between words and actions.

• Social awareness. Due to ‘mindblindness’ they may not be aware of
the need to communicate with adults. Also, they will not be
motivated by social pressure in the same way as other children.
For example, they are unlikely to be interested in using the potty
‘to please Daddy’ or to show that they are ‘a big girl’ or ‘a big
boy’. Nor will they be motivated by shame, e.g. ‘People will laugh
if you are still wearing nappies’.

• Routine. Children may be quite happy with the nappy changing
routine and be resistant to change to a new routine.

• Sensory awareness. They may not be able to read the bodily cues
about the need to use the toilet.
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It is, of course, important for the child’s social development for him to learn to

use the toilet. It makes aspects of everyday life much more comfortable and

acceptable for everyone concerned. Incontinence can also be embarrassing for

siblings and other family members, as well as expensive and demanding for

parents and carers. There will be a very small minority of children with ASD

who may never successfully master toileting, but it is usually in everyone’s

interests to persevere with the toilet training process.

How will we know if our child is ready?

Some of the following are indicators that children are approaching readiness:

• Having a dry nappy for two or three hours.

• Pausing or standing still when wetting or soiling.

• Noticing when wetting or soiling.

• Showing interest in others going to the toilet.

• Voluntarily weeing when not in a nappy and taking interest in it.

There are many different types of problems to do with learning to use the

toilet. Some of the common ones include:

• not knowing what to do

• seeming afraid

• not being dry at nights

• having irritating habits

° using too much paper

° aiming badly

° insisting on a certain colour of loo seat

° finding flushing too noisy

TYPES OF PROBLEM

• Doesn’t seem to know what she is supposed to do

• Seems afraid
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We will take each of these in turn considering WHAT the problem is, WHY it

might be happening and HOW we deal with it.

WHAT is the problem?

Doesn’t seem to know what she is supposed to do

Maria had just had her fifth birthday. Her parents had tried to toilet train her

several times over the past two years without any success. She just didn’t seem

to make the connection about what she was supposed to do. They were sure

that she was ready because she could easily be dry for several hours at a time.

She was also very interested in watching puddles form on the carpet as she wet

the floor when her nappy was off !

WHY might this be happening?

Getting the gist

Maria had not grasped the idea about toilets. She didn’t understand that

certain behaviours (going for a wee or a poo) were associated with a particular

place (the toilet).

Communication

Maria had very little speech. Also she lacked the awareness that other people

could help her to meet her needs if she communicated it to them.

Sensory experiences

Most of the time, Maria wore a nappy and seemed comfortable wearing it.

When her parents had tried putting her onto the toilet or a potty she had

hated the experience, and jumped off as quickly as she could. Her parents

wondered if the seats were too cold, uncomfortable or frightening in some

way.

Environment

Maria really liked to be in the bathroom. She loved water and bubbles and

would spend hours playing at the sink if her mother would allow her to do so.

She also liked to throw paper down the lavatory and flush it repeatedly. The

bathroom had become one of her favourite places to play! Perhaps it wasn’t

surprising that she didn’t make the connection between the bathroom and

going for a wee!
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Parents’ responses

Nappy changing time for Maria was a very pleasant experience. Her parents

usually chatted and played with her. Even when she wet the carpet, she

seemed to enjoy her parent’s reaction and then trying to play in the bowl of

water they brought with a cloth to clean up the puddle!

HOW might we deal with it?

Parents’ responses

Maria’s parents decided that the time had come to train Maria and that this

time they would plan their strategy very carefully. They decided that they

would devote as much time and energy as necessary to this and accept that

their lives would be taken up with training Maria for a concentrated period of

at least three weeks! They considered all of the things that might have been

making it difficult for Maria to learn about using the toilet, including their

own responses. With the help of her teacher they devised the plan below.

Carrying out Maria’s toilet training plan involved a great deal of hard work,

encouragement and persistence!

1. Keep a chart of the times she wets and soils her nappy for one
week to find out when and how often she wets and soils (Figure
14.1)

2. Make a note of any fears or special interests she has that are to do
with the toilet.

3. Set aside several days (in the holidays) to start training.

4. Make sure she is wearing easy-to-pull-on pants.

5. Make a little card with a picture or photo of a toilet on it.

6. Use the information from the chart to plan when and how often
to take her to the toilet: if she usually needs the toilet 20 minutes
after breakfast – take her to the toilet about 15 minutes after
breakfast. If she usually wets soon after her mid-morning snack,
take her to the toilet a few minutes after her snack. Be patient and
sit with her until she does a wee or a poo. You can sometimes
encourage this by giving her drinks while she is on the toilet.

7. Just before taking her to the toilet, show her the picture of the
toilet.

8. Make a visual timetable showing the sequence of events. Toilet.
Pull pants down. Sit on toilet. Wee. Wipe with toilet paper. Get
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off toilet. Flush. Wash hands. Dry hands. Leave bathroom. Play
with Lego.

9. Give praise and rewards for sitting on the toilet.

10. Use star charts to reward successes. [Maria was not interested in
praise but loved gold stars.]

11. If she seems worried about anything specifically to do with the
bathroom try to make it safer, e.g. buy a special child seat to go
over the toilet seat and a footstool to make it more comfortable.

Chart for recording times when child wets and soils – to be used BEFORE toilet
strategy begins. W = Wet; S = Soiled; D = Dry

Time Monday Tuesday Wednesday Thursday Friday Saturday Sunday

6.00

7.00

8.00

9.00

10.00

11.00

12.00

13.00

14.00

15.00

16.00

17.00

18.00

19.00

20.00

21.00
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Getting the gist

Maria’s parents were keen for her to get the gist about using the toilet. As well

as taking her to the toilet at frequent intervals for the first few days, they

watched out for times when they thought she might be pausing or straining

and took her again. If she had an accident, they took her to the toilet immedi-

ately and continued the routine in the bathroom, making sure that any

attempts to clean up didn’t distract her. Her parents decided that they would

not punish her for any accidents and try very hard not to get cross with her. In

addition, her mother took the opportunity, when it was convenient, to take

Maria to the toilet with her to reinforce the idea about what the toilet is used

for!

Sensory experiences

Her parents realised that Maria was unhappy sitting on the toilet because she

thought she might fall in. They bought her a special child’s toilet seat with her

favourite Sesame Street characters on it. They also put her cassette recorder in

the bathroom and switched on her Sesame Street tape while she was sitting on

the toilet, and they read her favourite books to her.

Environment

As Maria loved playing in the sink, hand-washing tended to take a very long

time! Her parents wanted to teach her that this sink was for washing her hands

after she had used the toilet and discouraged her from playing in the basin in

the bathroom. They decided to limit hand-washing time by letting her use a

timer to indicate when it was time to finish. They also encouraged her to play

outside at other times with a bowl of water instead.

School

When Maria returned to school three weeks later, she had made huge

progress. There were still many accidents but these were ignored as far as

possible. Her teacher used the same symbols and visual timetable that Maria

had used at home. She still needed to be taken to the toilet regularly but after a

few weeks settled into a routine which fitted in with her classroom timetable

alongside some of the other children.
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WHAT is the problem?

Seems afraid

John, aged eight, was very afraid of toilets. His parents believed that the

plumbing in his old nursery school was much to blame for this. The pipes

made loud unexpected gurgling and rattling noises and, when the toilets were

flushed, John found it almost unbearable. He screamed and ran out of the

toilets with his hands over his ears. He was so upset by the toilets there that his

teachers and parents agreed not to force him to use them. Unfortunately,

thereafter he became hyper-vigilant about toilets and did anything he could

to avoid them. Even going past lavatories caused him to shout out and put his

hands over his ears. However, he was able to use a potty and would also urinate

outside in the garden. He seemed not to be afraid here and would wee almost

anywhere outside, once catching the cat unawares by accident. The problem

was that he was now getting too big to use the potty and his parents also

wanted to discourage him from urinating outside, as this was no longer

socially acceptable.
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WHY might this be happening?

Situations and triggers

John’s parents knew that toilets were a trigger for him to become unsettled

and cover his ears. He had even started to do this when they were out

shopping and no toilets were in sight. Finally, his parents realised that he did

this in anticipation, as he could smell toilets from some distance!

Sensory experiences

John had always been very sensitive to loud noises and from an early age had

covered his ears on hearing sudden harsh sounds. He used to react badly to

traffic noise, lawnmowers, aircraft and tractors in much the same way as he did

to toilet flushing sounds, but seemed to be able to cope with these noises now.

Communication

John was quite severely affected by his autism. His verbal communication was

very limited. This meant that his parents had to try to work out what he

wanted by being attuned to him whenever possible.

Emotions

John’s parents were sure that fear played a large part in John’s reaction. They

noticed that he became agitated even when he passed the bathroom door at

home.

Other people’s responses

Due to his extreme reaction at nursery, John’s parents had decided not to make

him use the toilets there. He went to the toilet at home before going to nursery

and came home at lunchtime. They had hoped that when he started school, he

would cope with the new toilets. Unfortunately, this wasn’t the case. When his

teacher insisted that he went along with the other children, he became hyster-

ical. Over the following days he started getting upset in the mornings, seem-

ingly not wanting to go to school. He also began to be wary of the toilet at

home. Again, his parents decided not to force him to go into the toilets at

school. He started coming home at lunchtime to use the toilet.

Over the coming months John’s fear grew gradually worse and he refused

to go near the toilet at home or any other toilets. As time went on, the people

around John learnt about his phobia and it became accepted that he ‘didn’t go

into toilets’. Without realising it, people around him were reinforcing his

belief that toilets were scary places.
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Benefits

The benefits for John were clear in that he didn’t have to be in an environment

that he found frightening. Unfortunately, though, in permitting him to avoid

something frightening, his parents were not giving him the opportunity to

learn that perhaps toilets weren’t so scary after all.

HOW might we deal with it?

Fear

John’s parents were sure that he had developed a phobia about toilets and

sought advice about ways to deal with it. They decided to use a desensitisation

technique. This technique is described in Chapter 9, ‘Managing Behaviour’.

The long-term goal was to get John to wee in the toilet at home. His parents

knew he was a long way from this and set a more realistic goal of getting him

to cope with being able to stand next to the toilet at home. As he was unable to

draw up his own list of fears, they made one for him, using their great knowl-

edge about him, his likes and particularly his fears.

John had a favourite sheepskin rug that he liked to sit on and stroke for

comfort. His parents used this to get him to sit nearer to their downstairs

toilet. They started to move it very gradually towards the door over a period of

several weeks. They sat with him reading his favourite books. They also delib-

erately left the toilet door open. In the beginning he kept closing the door

every time he passed. Then, his mother, knowing that he liked star charts and

stickers, made him a chart and put it on the inside of the toilet door. Each time

he passed, leaving the door open, they put a sticker on the chart. At first, he

kept his hands over his ears but in time he became distracted and stopped

doing this. One day his mum put his rug inside the door and persuaded him to

stand on it whilst he put his stickers in place. Before long, the walls in the

downstairs toilet were covered with stickers and John could happily enter the

room without difficulty.

His parents used a similar process to help him to use the toilet. At first he

used the potty in the room and then progressed to the toilet.

Flushing remained difficult for a long time after this but at least he was

using the toilet at home! (There is a brief section on coping with flushing

noises below.)

School

When John was confident about using the toilet at home, his parents and

teachers worked together to help him to use the toilets at school. They used a
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similar desensitisation strategy to the one they had used at home. Fortunately,

his school was now in a building with modern plumbing so the noise was less

of a problem for him. John had also learnt to cope with the flushing noise of

the toilet at home. His parents thought that smells were still a potential

problem and supplied the school with cans of the same air freshener they used

at home.

In order to encourage John to go into the school toilet, his teachers made

him a new sticker chart similar to the one at home. They placed this on the

inside door of the toilet block and started out by taking him there when no

one else was around. Gradually, they moved on to placing the chart on the

inside door of one of the cubicles. They took this stage very slowly, not

putting him under any pressure to use the toilet. After several weeks, he spon-

taneously started using the toilet himself. His teachers continued to take care

to help him to use the toilets at quieter times and to keep them as fresh

smelling as possible!

Other common toileting problems

Not dry at night at all

If your child is under 12, is still not dry at night and never has been, it is most

likely that her nervous system has not yet matured enough to control night

wetting. Using star charts or some of the other mechanisms mentioned will

not work in these circumstances because it is not within the wilful control of

the child. Remember, about 5 per cent of ten-year-old boys without ASD will

wet at night and 10 per cent of five-year-olds. This often runs in families. You

may have to wait until the child is older and the urinary and nervous systems

have matured further. In these circumstances, don’t worry!

Dry some nights and not others

The best advice for dealing with night wetting after the child has gained

control is to:

• avoid caffeine drinks in the evening

• give your child plenty to drink in the day (not the evening). Many
parents think the opposite and restrict children’s fluid intake. This
does not work because it leads to a small bladder capacity

• use a waterproof cover for the mattress.
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If a child has been dry for a while and then begins wetting again, this may be

due to some upset in the child’s life. Think carefully about changes in routine

or new stresses. Sometimes children get urinary tract infections that make

wetting more likely. If it is possible to catch a urine sample your family doctor

can check for this.

However, most children go through a phase where they have only partial

control. This phase usually passes. If not, in some circumstances the ‘pad and

bell’ can be used if children are dry for some nights but not others. This

involves a pad connected to an alarm that goes off when it gets wet. It is a small

device clipped or taped into the pyjamas or pants. Some children on the

autism spectrum will not tolerate these devices. The bell goes off and the child

wakes and then uses a potty by the bed (or walks with assistance to the toilet),

and the connection is made between a full bladder, and waking and going to

the toilet. Many areas have clinics for this (enuresis clinics) and if you think

this may work with your child then you can talk with your family doctor to

arrange this.

Occasionally medication can be used. There are two types. These are tri-

cyclics (antidepressants used in much smaller doses that seem to act on the

urinary control system) and drugs that reduce the amount of urine being made

at night (antidiuretic hormone). In many cases these work until you stop them

and then the problem often comes back, and so they are less commonly used

than they used to be.
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Uses too much toilet paper

Nial had developed a habit of using half a roll of toilet paper to wipe

himself every time he went to the loo. He had blocked the lavatory several

times and had developed a very sore bottom. The problem was that he

didn’t know when to stop. His grandma had told him that he must use

‘plenty’ of toilet paper to make sure he was clean and as he was very literal

in his thinking, he used plenty of paper every time. His parents couldn’t

persuade him to use less. They tried removing the roll of paper and only

leaving a few sheets for him but he became very upset and insisted on

having more.

When his grandma realised the problem, she put a strip of his favour-

ite dinosaur stickers in a line on the wall underneath the toilet roll holder,

allowing for about five sheets of paper. She told Nial to measure the paper

to the line of dinosaurs and tear off that amount.
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Bad at aiming

Ray’s dad seemed to spend vast amounts of time cleaning the bathroom

floor when Ray had used the toilet. When he watched him, he noticed that

Ray was far too busy looking at the patterns on the wallpaper to aim cor-

rectly. To help him along, his dad put a ping-pong ball into the toilet bowl

and challenged him to aim at the ball! His dad also painted the wall a plain

colour. This worked.

Insists on a certain colour loo seat

Hazel, who was 14, would not use any toilet unless the seat was white. She

would check all of the cubicles in public places until she found one with a

seat of the correct colour. If she couldn’t find one, which was often, she

wet herself. Her head teacher at school even started changing black seats

to white ones when they were broken so as to reduce accidents. Other

places were less accommodating, however.

Eventually the problem was solved by making white cardboard toilet

seats covered in sticky-backed plastic which Hazel put on top of any differ-

ently coloured seats. She and her occupational therapist spent many hours

making differently coloured cardboard seats and even painted different

patterned ones, in the hope that she might start using these too. The plan

was that if she could use differently coloured home-made seats, she would

progress to being able to use differently coloured public seats. Unfortu-

nately, although seat making was fun, it didn’t inspire Hazel to use them!

The home-made seat covers had to be white before she would use them.

Several years later, however, we discovered that she was happy to use

disposal paper toilet seat covers which her mother bought from high

street pharmacies.

Flushing is too noisy

Edward was afraid of the flushing noises in toilets. When he had finished

on the loo, he ran away as quickly as possible with his hands over his ears.

His parents took photographs and video recordings of themselves walking

into the bathroom, flushing the loo and walking out again. His mum sat

Edward comfortably on her knee with his favourite blanket and showed

him the photographs, which she had made into a small book with a social

story. After a few days she turned on the video without the sound and

played this to him several times. After a few days she put the sound on very

quietly and in time gradually turned the sound up.



Summary

• Toilet training often takes longer for children with ASD due to
their difficulties with communication, social awareness and
sensory sensitivities.

• Be as sure as you can that your child is ready before you start
toilet training.

• Keep a diary of times your child wets and soils before you begin.

• Punishing children or getting angry with them when they have
accidents is likely to make the situation worse.
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Chapter 15

Soiling

‘Soiling’ describes going for a poo in inappropriate places. This might be in

your nappy, pants, behind the sofa – in fact anywhere except in the toilet.

It should be remembered that there might be differences between

children who have never learnt to poo appropriately and those who have but,

for a variety of different reasons, are not currently doing so. Sometimes chil-

dren’s muscles and nerves have not developed enough and they will in time.

This can be frustrating, but lots of clever strategies will not work if your child’s

nerves and muscles are not yet ready.

In addition, other factors may be at play in this situation. For example, if a

child persistently stops himself pooing then he may become constipated and

if this goes on for long enough this may affect how his bowel works (e.g. by

causing stretching of the rectum).

The following is a list of common problems in children with ASD.

TYPES OF PROBLEM

• Refuses to sit on the toilet or only poos in a nappy

• Smears faeces on the walls or elsewhere or plays with the poo

• Only goes to the toilet in one place or particular places

• Seems frightened to ‘let go’ and becomes constipated

We will take each of these in turn considering WHAT the problem is, WHY it

might be happening and HOW we deal with it.
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WHAT is the problem?

Refuses to sit on the toilet or only poos in a nappy

Anton was a seven-year-old boy with atypical autism. He had never used the

toilet other than to urinate. Every night on arriving home from school he

would be put into a nappy by his mother. If this did not happen he would have

a temper tantrum. He would then poo in the nappy at some point in the

evening. He would not approach his mother after this, but his mother would

be able to smell when he had done this and would then change his nappy

without any resistance from him. This was a routine he was used to. A new

nappy would be put on him which he would then wear overnight.

WHY might it be happening?

Liking for routine

Anton likes to do things in a certain order and dislikes his routines being

altered.

Things that keep the behaviour going

Anton seemed to like the snug feeling of the nappy. He could not sleep

without it, even though he rarely wet it at night.

Sensory interests and fears

On the two occasions his mother had managed to get Anton to sit on a toilet

to open his bowels Anton had become very distressed. She thought that he

did not like the sound of plopping in the water, because he became distressed

by any loud hissing, whooshing or splashing noises (e.g. swimming pools,

lorry brakes, etc.).

It is possible that Anton disliked the sensation of sitting on the toilet. This

could be to do with the coldness of the seat or even unexpected things such as

the colour or texture of the seat.

Difficulty understanding social rules

Anton had little understanding of why it was necessary for him to sit on a

toilet when he was perfectly happy emptying his bowels in the nappy

whenever he was ready. He did not understand what others expected of him

(mindblindness).
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HOW might we deal with it?

Liking for routine

Using the nappy had been an established routine for a long time and it was not

likely that Anton would change it on his own. For any strategy to work it had

to be made into a new routine with which Anton was comfortable. His parents

might start by sitting Anton on the toilet without expecting him to poo, with

activities he enjoys before and after the toilet to build into a pleasant routine.

For one family this involved the child sitting on the toilet before his bath in

the evening, which he loved.

Things that keep the behaviour going

If Anton is reluctant to stop using the nappy because he likes the nice feeling

of it, then a substitute may be a good idea, but one that does not involve him

pooing. For example, a favourite warm pair of socks or teddy bear might help.

One child with this problem tolerated not wearing the nappy in the evening

once he had learnt to poo on the toilet, but still wished to wear it at bedtime.

His parents found some warm pants with soft, brushed cotton material and he

liked them better if they were tight ones. He seemed to be happy with these

and never soiled in them.

Sensory interests and fears

If Anton has a fear related to his senses (e.g. fear of a cold seat, a particular

colour or the sound of flushing toilets) it is possible for his parents to deal with

this. A toilet seat cover or a change of colour may help. The difficulty may be

in finding out what the problem is if your child is not saying or is unable to say

what it is. Most parents are very good detectives. For example, one family

noticed that the flushing sound was very like other noises the child was afraid

of. When they stopped flushing until the child was elsewhere in the house, far

from the noise, she was very happy to sit and poo on the toilet.

Difficulty understanding social rules

If Anton does not understand why he needs to sit on a toilet, explaining with

words is not likely to be helpful. Explaining it through pictures or actions is

more likely to be successful. This can be done using a social story (see Chapter

10) with pictures of Anton, perhaps building a favourite activity or reward

after the poo into the story.

It is likely that your child opens his bowels at roughly the same time each

night. If you watch out for when this is (and keep a diary for a few days) then
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you will have an idea of his bowel habit. This will help because you can then

either:

• sit him on the toilet at a regular time each day as part of a routine,
or

• keep an eye on him, and when he begins to strain, take him to the
toilet, remove his nappy, sit him on the toilet and give a small
reward when he has succeeded (e.g. a chocolate button).

WHAT is the problem?

Smears faeces on the walls or elsewhere or plays with the poo

Jim is a fifteen-year-old boy who lives with his single-parent mother and his

sister. He has severe autism, has very little speech and dislikes change. He likes

to do things certain ways and in certain orders and becomes very distressed if

this does not happen. He also likes collecting certain things, such as bottles

and labels, and likes to stroke objects and surfaces, apparently interested in the

texture. He attends a special school with a small number of young people

some of whom also have ASD. He can poo on the toilet and will do so at

school at a regular time each day with limited help. For most of the time this

works well. However, when Jim is distressed, he takes faeces and smears on the

walls, on his clothes or on anything around him including other people. This

distress appears at times to be caused by an earlier incident that has upset him,

such as not being able to complete a routine that he is used to. The commonest

example of this is when he has been expecting to go to the toilet at a particular

time at school but is unable to do so because another boy is in the toilet.

WHY might it be happening?

There are a number of reasons why Jim’s behaviour might be occurring. Here

are some of the things to consider.

Liking for routine

Jim likes to do things in a certain order and dislikes his routines being altered.

Language difficulties

Jim has very little language, which means that he cannot always let people

know his needs or communicate his frustration.
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Things that keep the behaviour going

Jim may like some things that happen after the behaviour and this may make

the smearing more likely to happen again. For example, he has learnt that

when he smears as he waits for the toilet, then the adults around him rally

round and make things happen for him.

Sensory interests

Jim is very interested in textures of objects and some of his smearing may be

related to this.

Difficulty understanding others

Jim has mindblindness and so does not know that communication may be

helpful in letting others know his needs or asking for help. He has not under-

stood the messages given to him by adults in the past about germs and cleanli-

ness; these might have led him to wanting to avoid smearing. He has no need

226 HOW TO LIVE WITH AUTISM AND ASPERGER SYNDROME



to be liked by others or seek their approval (mindblindness again), thus he is

not motivated by a need to be liked or to avoid upsetting others.

HOW might we deal with it?

As you can see, a number of factors may be conspiring in this situation to

provoke it. The first question to ask is which of the above may be affecting

your child’s smearing. An understanding of the issues involved will help you

decide what to do about it. This does not need a specialist or an expert, but

does require some thought and discussion with others who know your child.

If we take each of the above issues in turn we can consider what might be

done.

Liking for routine

PREVENTION

As discussed elsewhere, (see Chapter 9) prevention is a helpful way of dealing

with intense habits. If parents or teachers notice a new fixation is developing

that may be unhelpful in the future, they could try to change it gently.

Similarly, if a child always wants to go to the toilet when the school bell goes

or at a certain time, then this may become a problem if the bell is broken, there

is someone else in the toilet at that time or the child is out of school.

VISUAL TIMETABLE

Another solution to a problem like Jim’s is for the child to have a visual timeta-

ble that shows the sequence of events placed on the wall in the morning.

Doing this every day and introducing the child to it in the morning creates

reassuring routines but also offers the flexibility to change things, with a

warning to the child that something has been changed. This visual routine

could, for example, have a picture of Jim having his lunch, and then going to

the toilet, and then a picture of him doing his next expected activities –

washing his hands, going into the playground, etc. The picture of the trusted
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adult around at the time could be varied each day so that there is flexibility

about who takes him. The order can be changed as appropriate.

Language difficulties

This visual timetable can help with communication. In addition, there are

other sections within this book that discuss ways of helping children to com-

municate. These include the Picture Exchange Communication System (see

Chapter 11), speech and language therapy techniques and social use of

language work (see Chapter 10) and social skills work (see Chapter 10).

Things that keep the behaviour going

When a difficult behaviour is occurring it is always worth asking the question:

‘Is something happening that is making this behaviour more likely to occur

again?’ It is surprising what you may find. Things may happen that make the

smearing more likely to happen again because of some pleasant experience

the child has gained. These may come from unusual or unexpected places, so

you have to be a bit of a detective. In this instance some examples might be:

• Jim liking the feel of the faeces (no matter how unpleasant we may
find this idea). The texture may be interesting and he may not be
constrained by socially mediated ideas about poo being unclean.

• Jim liking noise, for example the adult shouting.

• The smearing may mean that two adults come and deal with the
problem, and Jim may like this.

• It may be that smearing his trousers means that Jim has to put on
the standard school pair from the cupboard, which happens to be
tracksuit bottoms made of a soft material that Jim likes.

• It may be that Jim smearing outside the toilet means that he gets
taken in quickly which is what he wants.

There may be other possibilities in the case of your child. You may be able to

brainstorm other important factors relevant to your child’s situation. Once

you know what they are, you can begin to plan how to deal with them. There

may be two main ways to deal with Jim’s smearing:

1. Taking away the factor that is making smearing more likely.
If Jim enjoys the shouting of an adult that his behaviour
provokes, you should stop shouting in that situation. This may
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make the behaviour get temporarily worse, because Jim will
redouble his efforts to get the outcome he is after and, because
smearing has worked before, he may try it all the more. This can
be very difficult, particularly for a busy teacher or exhausted
parents (often the case with very challenging young people). After
a while, if the adult has stuck with the new strategy despite the
difficulties, the behaviour will disappear.

Jim may be smearing his trousers so that he can wear a
different pair of trousers that he likes. As you read this you may
be thinking how much easier life would be for him if he could
communicate the fact that he likes the material on the other
trousers better. A simple solution might be to buy him trousers
that he likes.

2. Distracting Jim or finding something else that he likes to do
instead of smearing may help

If his parents choose a distraction that means Jim cannot
smear at the same time, then the smearing will disappear. An
example of this might be that if he usually smears after going to
the toilet, the parents find something else for him to do at this
time, perhaps quickly coming in when he is finished and
encouraging him to wash his hands. They have then encouraged
an alternative healthier habit. Jim liked the texture of water and
this worked well, but the assistants soon learnt that they needed
to be on hand to move him swiftly from the toilet to the
hand-washing to avoid him becoming restless.

Sensory interests

If Jim is interested in the textures of objects then some of his smearing may be

related to this and some of the strategies above may help. For example, after

pooing appropriately in the toilet, Jim could play with something he likes. If

he likes the texture of play dough or plasticine then it may be appropriate to

let him play with this after using the toilet (and washing his hands). Again, the

visual timetable can be used to let him know that this is what will happen and

if he is looking forward to the play dough this may be enough to stop him

smearing. We know of one child who used to have a small sandbox on his lap

when he was on the toilet and he liked running his fingers through it so much

that his smearing stopped. We would not necessarily recommend this – it may
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lead to a child spreading the sand around – but this gives an example of how

innovative parents can be with their child’s difficulties.

Difficulty understanding others

If Jim has not understood the messages given to him by adults in the past

about germs and cleanliness, there may be little that anyone can do about this.

It may be a case of waiting until he is older when he may be able to understand

these things better.

There are other sections within this book that discuss ways of improving a

child’s skills in understanding others’ emotions or points of view. These

include teaching mind-guessing skills, social skills work and work on under-

standing feelings (see Chapter 10, ‘Developing Social Skills’).

Children who have no concept of wanting to be liked by others or do not

seek the approval of others because of their mindblindness are not likely to

respond to interventions that work on guilt (‘Now you’re making lots of work

for me by doing that’), personal appeal (‘Please, for my sake, don’t do that’) or

potential praise (‘Now if you’re good I’ll be very pleased’). These are strategies

that are unlikely to succeed.

Children with ASD are unlikely to be soiling deliberately to hurt your

feelings. They may be trying to get the environment to respond (something to

happen) without knowing whom or how to ask.

The key message here is not to be too upset by lack of the child’s under-

standing of your needs, or to be too upset by lack of emotional response, but

to use different ways of trying to help children change behaviour.

WHAT is the problem?

Only going to the toilet in one place or particular places

Jessica, aged ten, would only go to the toilet in her own home. This was a

problem because it meant that she had accidents at school. The family also

found it very difficult to go on holiday because Jessica would invariably

become constipated and distressed.

WHY might it be happening?

Liking for routine

Jessica had a routine and went to the toilet at home every day at the same time

in the same place.
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Sensory interests and fears

Jessica felt very comfortable in her own bathroom. It was familiar to her and

there may have been things she liked to do while in the toilet connected with

her sensory interests: for example, counting the stripes on the wallpaper.

Language and communication difficulties

Jessica’s speech and communication difficulties may make it difficult for her to

express her needs in other places.

Things that keep the behaviour going

There may have been rewarding experiences for Jessica that happened after

going to the toilet at home and did not happen elsewhere.

HOW might you deal with it?

Liking for routine

It may be possible for her parents to create new routines for Jessica that

include toilets in other places. It would be sensible to make this somewhere

that Jessica feels safe and secure (e.g. her grandparents’ house) in the first

instance. It may be helpful to make a visual timetable of the day and build

going to the toilet in certain places into this. This will give Jessica warning and

prepare her. Some families have used social stories (Chapter 10) to help their

children understand that going to the toilet in different places is OK.

Sensory interests and fears

It may be worth exploring whether some of the things that make the toilet at

home feel safe to Jessica could be used elsewhere (e.g. at Grandma’s house).

For example, one family realised that their son hated sitting on plastic seats,

but seemed to be happy with wooden ones. They bought a new wooden seat

for the house of his respite carer where he would not go to the toilet, and

within two days he was going quite happily.

Language and communication difficulties

If Jessica finds communicating her needs difficult, then the Picture Exchange

Communication System (PECS) may help. It will allow her to learn how to ask

for what she wants.
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Things that keep the behaviour going

If Jessica is only getting certain rewards at home then it may be worth looking

at introducing them in other places. For example, if there are things that

happen after using the toilet that she likes, her parents might think about

introducing them in other places.

WHAT is the problem?

Seems frightened to ‘let go’ and becomes constipated

Ian is a five-year-old boy with ASD. His parents had made many attempts to

toilet train him. Although he would wee happily in the toilet he would not sit

on the toilet or use the toilet to open his bowels. Over the last year he had

become increasingly distressed about opening his bowels, crying in pain

when he needed to go and when he filled his nappy. He had become very con-

stipated on several occasions to the extent that he needed to go into hospital

for an enema. The problem gradually became worse as he tried not to let go of

his poo and small amounts leaked into his nappy causing him discomfort and

unpleasant smells. His parents were becoming very stressed and concerned

about his health. They tried coaxing and getting cross but nothing worked.

He was prescribed medication by his doctor but refused to take it after a few

days saying, ‘Yuk’, and spitting it out.

WHY might it be happening?

Things that make the behaviour worse

Due to their own concerns about Ian, his parents found themselves becoming

very cross with him. On one occasion they had taken him to the toilet and

insisted he sat on it in the hope that he would go after seven days of constipa-

tion. They recognised that this had made matters worse and that he had

become even more fearful. Having enemas was also very upsetting, reminding

Ian that things associated with his bottom were painful and scary.

Liking for routine

Although Ian liked routine in the rest of his life, there was no routine around

visiting the toilet. The unpredictability of his bowel movements seemed to be

distressing for him, because it had not become part of a routine and happened

when he was not expecting it.
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Sensory interests and fears

Ian’s parents thought that he had developed a fear of letting go because he did

not like the sensation. This had possibly become worse when he had been in

the toilet on very rare occasions and he had been distressed by the noise and

splash. He disliked these noises. Additionally, the more he held on, the more

constipated he became and the more painful it was for him to pass anything.

He also disliked intensely the smell of his dirty nappy and hated sitting on the

toilet, which may have been to do with the feel or colour of the toilet.

HOW might we deal with it?

Things that make the behaviour worse

Ian did not understand why his parents became cross with him. They were

understandably very anxious for his well-being but he did not appreciate this,

as difficulties with ‘mindblindness’ and comprehension made this impossible

for him. His mum and dad recognised this and resolved to keep as calm as

possible, taking it in turns to help him as each of them became tired.

Liking for routine

Ian’s parents decided to start a new routine for toilet time. They knew that he

didn’t like to sit on the toilet but tried to find ways to make it more acceptable.

They put the toilet seat lid down with a cushion on it and sat him on top with

his nappy on and read him his favourite books. They did this each day 20

minutes after each of his meals. Soon he came to look forward to this. After a

while they persuaded him to sit on the toilet seat – which was adapted with a

child seat to make him feel safe. There was never any mention of his having to

poo at this point.

Sensory interests and fears

As Ian had become constipated it was important to try to find some medica-

tion that he would take. However, he often found the taste of medicines

unpleasant. The first medicine had a strong flavour and had to be taken in

large quantities. His mother had tried to disguise the taste by adding it to

drinks, ice cream and puddings but he spat it out immediately. Having

explained this to the doctor they experimented with different types of

medicine eventually finding one which he could take in syrup form and only

required a half teaspoonful every three days. This tended to give him a tummy

ache but prevented constipation and he often went about 30 minutes after

taking it. He also ate more fruit with lots of roughage. He liked bananas.
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When Ian started to become distressed with tummy ache or going to the

toilet, his parents comforted him gently. They left his nappy on which seemed

to help him to feel secure. When he was straining they chatted and joked with

him and reassured him with cuddles. They also started to talk about the poo as

something separate from him: they would say, ‘Tell that poo to get out now!’

‘Silly poo!’ ‘Now I’ve got you out! Hooray!’.

Summary

Helping a child learn to go for a poo on the toilet involves

• making sure they are ready developmentally

• helping them learn a new routine

• minimising any fears the child has

• a patient and calm approach.
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Chapter 16

Sleeping

Sleeping problems are common in children and even more common in

children with ASD. These are usually difficulties in settling children to sleep

and children waking during the night. When children sleep poorly they are

more likely to be bad-tempered during the day and to have more difficulty

concentrating. Their parents or carers are also affected by lack of sleep and

often become irritable and feel more stressed. Not surprisingly then, poor

sleep patterns can lead to parents finding it difficult to cope during the day

and can cause problems in relationships between each other and with the

child. Finding ways to manage sleep problems are not easy but essential to

everyone’s well-being.

Many of the parents with whom we work tell us that tackling sleeping

problems with their children is very, very difficult. It is usually much longer

before the ideas described here achieve success than when they are tried with

children who are not on the autism spectrum. Children on the autism

spectrum appear to have much more stamina and seem able to shout for longer

than others! Some of the ideas here depend on parents being persistent, con-

sistent and determined. We believe, however, that for both you and your child,

it is worth the effort. Before you begin to make any changes to help your child

to sleep better try to be clear about the following:

• what the problem is exactly

• why it might be happening

• what you plan to do

• that you have the energy and determination to carry any plan
through.
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TYPES OF PROBLEM

• Difficulty settling to sleep

• Won’t go to bed and has tantrums

• Will not go to sleep without parents in the room

• Resists sleep and fears being alone

WHAT is the problem?

Difficulty settling to sleep.

Moses, aged 20 months, had been difficult to settle to sleep when he was

around a year old. This seemed to get worse as he got older. At first his parents

would get him up and let him sit in the sitting room with them at various

points in the evening. In the night if he woke they would give him a drink of

milk from his cup. It seemed after a while that whenever he woke he wanted

their company and a drink of milk. It got to the point that he would scream

frequently when left at night. They found it easier to meet his demands and

never really sat down to talk through what they might be able to do. Both

parents were getting frazzled. Moses was catching up with sleep with naps

during the day.

WHY might this be happening?

Mindblindness and getting the gist

Most children Moses’ age won’t be thinking or worrying about whether their

parents are getting any sleep. Children at this age just don’t think like this,

whether they have autism spectrum difficulties or not.

Like most children his age, Moses was still getting used to the concept of

night and day. But Moses’ daytime naps and long wakeful periods in the night

were not really teaching him the difference between night and day.

Parents’ response

Moses liked to be with his parents and they saw no problem with this at first,

but getting him up regularly through the night taught him that crying led to

getting a drink and the warmth of his parents’ arms. He liked this.
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Routines and change

Moses soon formed a habit where waking up meant getting a drink and

getting up. He liked this routine and did not want to change it.

HOW might we deal with it?

Mindblindness and getting the gist

Even though Moses had no understanding of his parents’ needs, they did!

They were motivated to change things by a need for sleep and space. Moses

would need to get the hang of what night and day were and this would have to

be built into any plan.

Parents’ response

Julia and Simon, Moses’ parents, knew that some of the things that they had

been doing inadvertently reinforced some of Moses’ sleep problems.

Routines and change

Moses’ parents hoped that, if a new routine could be established, Moses

would settle to it; but they knew that he would not be pleased at first and

would resist change. His parents were ready for some serious distress along the

way. They decided to try a technique called ‘controlled crying’.

Controlled crying

The technique ‘controlled crying’ is useful when children want their parents

to stay with them to get to sleep or when they are protesting about going to

bed even though they are clearly very tired. It is also a good strategy to use if

they persistently wake during the night and want to get into bed with you.

Before beginning something like this, parents need to be sure that the child is

not unwell or frightened. They need to be very determined, as Simon and Julia

were, that they can carry through the recommendations and that both are in

full agreement with the plan. It involves making sure that the child is safe, but

not getting him up and avoiding any responses that teach him that he should

be up. It means temporarily switching off emotionally and ignoring the

child’s crying but checking on him at pre-determined regular intervals.

When the child cries after you have put him to bed or during the night,

you choose not to respond immediately. Instead, having decided how long

you can cope with the crying in advance, you wait for the appointed number

of minutes (e.g. two minutes) and then go in to the child saying in a calm and

clear way, ‘Bedtime. Go back to sleep’. Then you leave without fuss or distraction.
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If the child is still crying two minutes later, you go back in and do the same.

You keep doing this until the child settles. The next night add a minute or two

before going in each time. The first night this took Julia and Simon several

hours and they took it in turns. Julia could not just leave Moses, so when she

went in, she briefly picked him up and cuddled him as she was talking but

quickly put him down again. The number of times they went in reduced after

three days and reduced each day after this.

Julia found this very hard initially. It is very distressing for most parents to

hear their children crying themselves to sleep. It is, however, a very successful

strategy and worked for Moses. After eight days they only needed to go in

once or twice and after one month he was sleeping through. Julia and Simon

were good at sticking rigidly to the time agreed before going in and then

leaving without any fuss. Remember that you are teaching your child to be

able to go to sleep or back to sleep on their own and in the end, you will all be

grateful for the sleep. If the child wakes during the night and comes into your

room, take her by the hand and lead her back to bed straight away, without

any fuss saying, ‘It’s still night time. Back to bed’.

This strategy worked well for Moses until he was six years old and his

parents were faced with another sleeping problem!

WHAT is the problem?

Won’t go to bed and has tantrums

Moses, now aged six, had been difficult to settle to sleep when he was around

20 months old, as we have just discussed. His parents had overcome this diffi-

culty and since then Moses had been a good sleeper. He had a clear routine

and settled well. Unfortunately, this all changed quite dramatically.

One day, after he had been at school for a few months, he came home

looking very unwell. He had caught chicken pox. He was sick a few times and

was very unsettled. His mother brought him downstairs to comfort him while

his father changed his bed. After he had recovered from the chicken pox, he

had great difficulty settling to his bedtime routine again. He kept coming

downstairs on his own and protesting loudly when his mother insisted that he

stayed in bed. His parents tried the controlled crying strategy again but he

started having temper tantrums, throwing toys around the room and banging

his head on the floor in rage. Initially they tried to ignore this as best they
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could but they found that he was waking his baby brother and they were

worried that he might hurt himself. Bedtime became a battleground.

Julia and Simon were at a loss as to how best to help him. They were also

exhausted as they spent most of their evening taking him back to bed. Their

usual strategies just weren’t working. In fact, the more they ignored him, the

more he banged his head and the crosser they became, the angrier he became

too.

WHY might this be happening?

Change in routine

The change in Moses’ behaviour after his illness was remarkable. His routine

had been disrupted and he had enjoyed the extra care he received from his

parents when he was ill. Being downstairs had been comforting for him at a

time when he was confused and distressed. Not surprisingly, he wanted this to

continue. He had established a new routine that he was loath to break.

Parents’ response

Moses’ parents found it very difficult to keep him in his room and tried to

ignore the tantrum that was going on inside. They worried about him disturb-

ing the neighbours or his brother. They worried about him causing damage to

the room and possibly to himself. They were particularly concerned about his

head-banging. When Moses’ parents went in to check on him, he either ran

out of the room or went to them for a cuddle. Either way, they were inadver-

tently reinforcing his behaviour. He had learnt that his rage and tantrum

brought his parents to him for a cuddle or for a ‘game’ as he ran out of the

room!

Mindblindness

Moses was not aware of his parents’ concern for his well-being nor of their

distress. He had no understanding that he was waking his brother or that

everyone was exhausted by his bedtime tantrums. All that he knew about were

his own needs.

Bad associations

Moses had been very sick with the chicken pox. It is quite possible that he had

learnt to associate his bed with unpleasant times. With time his room also

became associated with his rages, which may have been unpleasant or fright-

ening for him.
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Fear

Moses’ parents wondered if he was frightened about being left in his room.

Communication

Moses was not able to tell his parents what was wrong or what he wanted.

They had to try to work this out from his behaviour. Meanwhile, he was very

frustrated, angry and upset at bedtime. His parents could not reason with him

as he was unable to understand.

HOW might we deal with it?

All of the strategies Simon and Julia had found helpful in the past did not seem

to be working with Moses’ bedtime tantrums. They felt that the strategy they

had used when he was a baby was not practical or safe. Bedtime had become a

very stressful time and Moses was not getting enough sleep. He had been

bad-tempered at school and had been in trouble for hitting some of the other

children. This was very much out of character for Moses and seemed to be

related to his being very tired.

Liking for routine

Julia and Simon felt that whatever they tried to do needed to have a clear

routine with which Moses was comfortable.

Parents’ response

Moses’ parents realised that some of their responses might inadvertently be

keeping things as they were. They began to think how to combat this. They

did not want weeks of battling as they found this exhausting and felt bad

about it.

Mindblindness

Moses’ parents accepted that he could not understand their distress and

exhaustion and that getting frustrated with him about this probably made

things worse.

Bad associations

Julia and Simon recognised that Moses’ room had some bad associations and

had once more to become a place where he was comfortable to settle. This

might mean making sure he was in the right frame of mind and tired before

putting him to bed.
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Moses’ parents decided to try a very different technique that they had

read about, called ‘fading’. This fitted with all of the above issues.

Temporary sleep restriction – staying up later (fading)

Fading might at first seem like a strange technique for helping children who

are not getting enough sleep because it involves putting them to bed much

later! The idea behind this is that you don’t put the child to bed until she is

really tired and so falls asleep within a much shorter time of going to bed. It

works well with children who associate bed with unpleasant memories (e.g.

illness or punishment). Once the child has become used to going to bed and to

sleep quickly, parents gradually bring the bedtime forward again. The plan is

that the child is not awake in her bedroom for more than a few minutes as she

is so tired. Mark Durrand has written a good book called Sleep Better! (Durrand

1998). In it, he explains the technique of bedtime fading in great detail.

Moses’ parents followed his guidelines.

• Before they made any changes they kept a diary for two weeks of
the time Moses actually went to sleep. Figure 16.1 is an example of
a sleep diary. They learnt that, although Moses was going to bed at
about 7.30 pm, he wasn’t finally falling asleep until around 10.00
pm.

• Having worked this out, they followed the guidelines, which
suggest that they take this time and add a further 30 minutes to it
to make the new bedtime. For Moses this would be 10.30 pm! His
parents were horrified at this thought but in desperation and as it
was the school holidays, decided to give it a try. After all he wasn’t
going to sleep until 10.00 pm anyway.

• Moses stayed up until 9.30 pm, when his bedtime routine began,
and was in bed at 10.30 pm. He was very tired and went to bed
and to sleep very quickly without any fuss.

• After this, Julia and Simon brought back the bedtime by 15
minutes to 10.15 pm and then gradually over the next few weeks,
15 minutes at a time, to 8.30 pm.

• The general rule is that if your child falls asleep within 15 minutes
of lying down in bed for two consecutive nights, it is worth
bringing bedtime back by 15 minutes. If he or she does not fall
asleep after 15 minutes, extend the bedtime by an hour.
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• One of the hardest things was keeping Moses awake until the
appointed bedtime. His parents tried to keep him busy with
puzzles and drawings. They did not allow him to play with his
computer as they wanted to keep this time fairly boring and quiet.
They also explained the process to his teachers when he returned
to school and asked them to try to discourage him from napping at
school as this would have meant the plan would suffer considerably
since Moses would not be tired at bedtime.

Moses’ parents were surprised at how well this worked for him and how

quickly their lives were restored again!

Temporary sleep restriction (waking children earlier in the morning)

Putting Moses to bed later in order to restrict his sleep temporarily was a suc-

cessful strategy. However, sleep restriction can be just as successful at the other

end of the day.

One of the advantages of this technique is that, generally, it is much easier to

extend the length of time children sleep in the mornings than it is to persuade

them to go to sleep earlier at night.
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Rose, aged eight, was already going to sleep late, usually at about 10.00

pm. She also woke during the night for several hours. She was very tired

during the day and often had a nap at school. Her mother, Sofia, com-

pleted a sleep diary for Rose for a week. She discovered that Rose slept for

about ten hours a day including naps – but not at the right times!

Sofia worked out a new sleeping plan so that Rose would sleep for less

time – about nine hours in total. Rather than putting her to bed later, she

woke her an hour earlier in the mornings. This was very difficult because at

first Rose was still waking in the night and was very grumpy! Rose’s teacher

was very helpful in helping to change her sleeping patterns by trying hard to

keep her awake during the day. Rose was very tired by 10.00 pm, but her

mother persisted with the sleep restriction plan and continued to wake

Rose early, ensuring that she had no more than nine hours’ sleep initially.

Over the following weeks, Rose’s sleeping patterns were gradually

adjusted. She started sleeping through the night, which was a huge relief

for Sofia. Soon after this, Sofia gradually started allowing Rose to sleep for

an extra 15 minutes in the mornings until she was getting her required 10

hours again.



WHAT is the problem

Not going to sleep without parents in the room

Alex, aged seven, was usually put to bed at night by her mum. Alex’s mum had

established a clear routine over the years which included supper, TV time, bath

time, pyjamas on, a drink of milk, toilet, wash hands and clean teeth, into bed,

story time and lights out – time to sleep. The only problem was that Alex

insisted that her mum, Sally, stayed with her until she fell asleep and, in fact,

that Sally lay down next to her in bed. When she thought Alex was asleep,

Sally gently tried to move away from her and creep out of the room. Unfortu-

nately Alex was easily disturbed and often sat up and shouted ‘Mummy stay!’

as she was crawling out of the room on her hands and knees! It sometimes

took up to three hours for her to fall asleep and often her mum fell asleep too!
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WHY might it be happening?

Need for routine or sameness

Alex had always been a difficult baby to settle asleep. Her parents had rocked

her to sleep in their arms at first and as she grew older had allowed her to fall

asleep downstairs on the sofa before carrying her upstairs to bed. She was

often disturbed as they moved her and her parents had to lie with her to

encourage her back to sleep again as quickly as possible. As she grew older

they established the habit of staying with her until she fell asleep. Her mother

thought that Alex would grow out of it, but she was showing no signs of this

yet.

Sensory sensitivity

Alex had very acute hearing and the slightest noise alerted her to her mother’s

departure. She was also very sensitive to the light and during the summer

months took a great deal longer to get to sleep.

Communication

Alex was able to use a few words including ‘No. Mummy stay!’ but she was

unable to communicate why she needed her to stay.
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Her mother’s response

Alex’s mum had always worried about her. Alex had been a very fractious baby

who was difficult to feed and get off to sleep. She had failed to gain weight as

expected and was admitted to hospital on two occasions with asthma attacks.

Sally had always felt that there was something else that was different about

Alex as she did not respond in the same way as her elder brother had done.

She was distraught when Alex was diagnosed with ASD at the age of three.

Sally felt very protective towards Alex and worried about leaving her alone.

For various reasons, it was Mum rather than Dad who usually took Alex to

bed. Sally had tried many times to leave Alex to go to sleep alone, sometimes –

not surprisingly – becoming cross with her. Sometimes Alex’s dad tried to

take her to bed suggesting that they leave her to cry for a while to see if she

would settle alone but her screams were too distressing for her mother (and

the neighbours!) and they reverted back to Mum lying with her again.

HOW might we deal with it?

Need for routine or sameness

Alex’s parents had established a routine very early on in her life of staying

with her until she fell asleep. This had not given her the opportunity to recog-

nise that she could fall asleep on her own. They knew that routine was essen-

tial for Alex but had been reluctant to change it out of the fear that it might get

worse! They decided, however, that their whole evening was ruled by Alex

and wanted to claim back some time for themselves. They resolved that a new

routine would have to be established but this time they wanted to think it

through carefully to make sure that their needs, as well as Alex’s and her

brother’s, would be met.

Sensory sensitivity

Alex was very sensitive to noise and light. Her parents bought new blackout

curtains to keep out the daylight from outside as it was summer. They also put

a very dim night light in the room. Alex had always liked music so they

decided to try a soothing musical tape.

Communication

Alex’s communication skills were very limited. Her parents wanted to try to

help her to understand that the bedtime routine would change. They had used

photographs and picture sequences in the past and planned to use these to

246 HOW TO LIVE WITH AUTISM AND ASPERGER SYNDROME



help her. They had also heard about social stories and asked us for help

writing one for her.

Mother’s response

Alex’s parents spent a great deal of time talking about the old bedtime routine

and why it had become so difficult. They agreed that her mum found it almost

unbearable to hear her crying. Mum had tried many times to leave Alex to cry

but had always ended up in bed with her again. She was also very embarrassed

about what their neighbours might think. Eventually, Sally reluctantly agreed

that perhaps she wasn’t the best person to put Alex to bed initially and that

Alex’s dad should take charge as he felt better able to cope with the inevitable

screams. Sally also decided that it would be best if she was not in the house for

the first few nights of the new routine as she would be tempted to go in to

comfort her. Alex’s parents went to explain to their neighbours that they were

trying a new bedtime routine and apologised in advance for any disturbance

in the early evening.

They devised a plan as follows:
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Mon Tue Wed Thurs Fri Sat Sun

Time to bed at night 7.30 7.45 7.15 7.30 7.15 7.30 7.15

Time to sleep at night 8.15 10.00 8.15 9.30 8.00 9.30 10.00

Time awake in night 2.15 to
3.30

3.00 to
3.30

4.00 to
4.30

Time woke up in
morning

6.30 7.00 6.15 6.00 5.30 6.00 7.30

Time went to sleep in
day for nap

4.00

Time woke up in day
after nap

4.45

Total hours asleep 9 9 9½ 9½ 9½ 8¾ 9½

Figure 16.2: Alex’s sleep diary sample B



It is a good idea for parents to keep a diary for a week or two
before they make any changes. This sleep diary was to help Alex’s
parents to find out her natural sleep time. They needed to be sure
that she was tired before putting her to bed. Figure 16.2 opposite
shows a copy of this simple sleep diary (there is a blank version
in the Appendix).

Alex was falling asleep between 8.00 pm and 10.00 pm when
her mum stayed with her. Her parents decided that they would
put her to bed at around 8.45 pm in the first instance. They
thought that they could adjust this with time depending on what
happened. When they changed the routine, they also kept a
similar diary.

2. Routine
Alex already had a clear routine that her parents decided to keep.
The only changes were that they would start the routine later and
that Dad would take her to bed. Then, after ‘lights out’, he would
say, ‘Goodnight Alex’, put on the music tape and leave the room.
They prepared Alex for these changes by reading her social story
several times during the day and by making a picture board
showing her that Daddy would take her to bed. Alex’s bedtime
social story follows.

Alex has a nice bedroom. It has a bed to sleep in and a wardrobe
for her clothes. Dad will help Alex to have her bath, put her
pyjamas on, get her drink of milk, go to the toilet, wash her
hands and clean her teeth. Alex’s dad will take her to bed and she
will get into bed. Alex takes La La to bed with her. Dad will read
a story. Then he will close the curtains, switch out the big light
and kiss Alex goodnight. He will switch on the music and say,
‘Goodnight Alex’. Then he will go out of the bedroom. Alex will
stay in bed and listen to the music. She will try to go sleep. In the
morning Alex will get up when it gets light outside or when
Mum or Dad turns on the light.

3. Bedroom changes
New blackout curtains, a night light and a tape recorder for music
were introduced to Alex’s bedroom.

4. Stick with it!
Alex’s parents knew this would be hard! As expected, Alex
protested greatly when her father left the room. She got out of

248 HOW TO LIVE WITH AUTISM AND ASPERGER SYNDROME



bed and screamed loudly: ‘Mummy stay!’ Her dad took her back
without making any fuss, calmly saying, ‘Bedtime Alex’, and
waited outside the closed bedroom door. Each time she came out,
Alex’s dad took her back again. After about an hour the sobs
stopped. The next two nights were just the same. Alex’s dad was
tired and both parents questioned whether or not this was the
right approach. Her mum had not been able to go out as planned.
Finally, however, they decided together to stick with it and
helped each other through the next few difficult nights.
Gradually, Alex’s protests lasted for shorter periods and within 10
days she was settling down to sleep for her father without any
fuss. Several weeks later, her mum and dad took her through her
bedtime routine together and then her mother tried it successfully
on her own.

This technique is very difficult for parents but very
worthwhile if you can do it. Settling to sleep patterns can improve
very quickly. In the long run most parents are very pleased when
sleeping patterns are good. This desensitisation approach is dis-
cussed again later.

WHAT is the problem?

Resists sleep and fears being alone

George, aged 11, has a diagnosis of Asperger syndrome. He had great diffi-

culty getting off to sleep even though he was very tired. When he was

younger, his mother Maureen used to stay in the bedroom with him until he

dropped off to sleep. When his sister Sian was born, it became increasingly

difficult for her to stay with him all of the time because often Sian needed her

attention. Eventually, George learned to cope without Maureen being in the

same room with him, but he had never learnt to tolerate being upstairs in his

room unless she was also upstairs. George often came out of his room to check

that Maureen was still upstairs. She had established a habit of working or

doing the ironing upstairs waiting for him to settle.

George became very frightened, angry and upset if Maureen went down-

stairs even for a few moments. On one occasion, he dragged Sian out of bed

because she wouldn’t wake up and then tried to wreck her bedroom. Another

time he tried to set fire to one of his model aeroplanes. George’s father, Tom,
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worked long hours and often didn’t get home until after 9.00 pm. When he

got home he used to stay upstairs with George while Maureen prepared them

both a meal. George was still quite often awake when the meal was ready and

as everyone was so tired, his parents ate their meal upstairs in the bedroom and

then went to bed themselves. They both agreed that this was ridiculous but

couldn’t cope with George’s distress if they tried to go downstairs. The situa-

tion was growing increasingly worse because Sian had started getting upset

too and George was not getting off to sleep until after midnight, leaving him

tired and unable to concentrate at school.

WHY might it be happening?

Routine and time

The routine in the house was that the children had their evening meal at

around 6.30 pm and started getting ready for bed at around 7.30 pm. As

George disliked change and this had been a routine for so long, Maureen and

Tom had not considered changing it. Maureen noticed that George’s anxiety

about being upstairs alone seemed to begin after he had put on his pyjamas.

After some consideration, she began to wonder if putting on his pyjamas was a

trigger point. She also considered that getting ready for bed at 7.30 pm might

be somewhat early for an 11-year-old. Most children and young people fall

asleep within about 30 minutes of lying down. If not, it is possible that they

are not ready for sleep and have more time to worry. It is generally better to

encourage children to go to bed when they can fall asleep easily. It seemed that

George’s anxiety was keeping him awake.

Anxiety

George had always worried about being on his own. He could cope with

being alone for five or ten minutes in daylight if he was warned in advance but

he couldn’t be left alone after dark. Having his parents within very easy reach

made him feel safe.

Mindblindness

George could not understand that his behaviour had a significant effect on his

parents. He did not understand that his parents had to prepare meals, do

household jobs or needed to have time on their own to relax. Nor was he able

to recognise his sister’s needs. He was only aware of his own needs.
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Benefits to him

If George could keep one of his parents upstairs with him, he felt safe and did

not worry as much.

Parents’ response

Maureen and Tom had been very worried about George. Since he started high

school, his anxiety had increased greatly and his behaviour had deteriorated.

He became upset very easily and had started hurting himself and his sister.

Not surprisingly, his parents were anxious to keep everyone safe and felt that

staying close by was a good way of doing this. When his parents were close by

they knew that George, Sian and the house were all safe.

Maureen also recognised that in some respects there were other benefits

for her in that she was using some of the time that she was upstairs to relax and

avoid some household jobs. Both parents realised that they had developed the

habit of complying with George’s wishes as a way of reducing his anxiety,

trying to keep him happy and hence avoiding situations where he might get

distressed and hurt himself and someone else.

Control

George liked to control everything he could in order to feel that his world was

safe and predictable. He had a clear view of how the world should be and if

this did not fit in his mind, he went into a rage.

George felt safe when his parents were with him. He felt unsafe when they

were not there. He became frightened and went into a rage when they didn’t

comply. As his rage was often so severe, they ended up doing as he wanted.

This made him feel safe and in control again but reinforced his belief that he

was unsafe on his own.

Getting the gist

George had a poor understanding of what was going on. He didn’t under-

stand the purpose of bedtime routines or sleep.

Sensory experiences

George disliked the dark and was very sensitive to noise.

Communication

Although George used language very well, he had great difficulty expressing

his feelings, needs and problems.
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Dreams

George did not always recognise the difference between real and pretend.

Dreams often prevented him from sleeping and increased his fears. It seemed

that sometimes he went to see his parents to seek reassurance.

HOW might we deal with it?

Routine and time

George’s parents realised that the bedtime they had established many years

ago was probably no longer suitable for George now that he was nearly 12. He

seemed to worry more when he was in bed lying awake and he was not getting

the amount of sleep they felt he needed. However, George relied heavily on

routine and they knew changing it was bound to cause some upset.

After a great deal of thought, they decided that they could no longer go

on in this way and that, in the long term, it would be worth the temporary

distress involved in changing the situation. As Maureen was spending most of

her evening upstairs with George from around 7.30 pm onwards, she had

little chance to do anything else until Tom came home. They decided to move

bedtime to 8.30 pm. They hoped that this meant George would be a little

more tired and that Maureen would not have to spend so much time upstairs

and could do other things.

Anxiety

George’s parents believed that his anxiety played a large part in his difficulty

with being alone at night. Their aim was to help him to feel safe when they

were not in such close proximity. They realised that their distance away from

him was particularly important. They wanted him to feel safe but wanted him

to learn that he could be safe even when they were further away from him.

Part of the plan that Maureen and Tom decided to put into place was a desen-

sitisation programme. This involved them starting from a point where he felt

safe and in small steps moving a little further away.

Mindblindness and control

George could not understand why his parents could not simply stay upstairs as

before. His parents had to explain to him that they had jobs to do and that

they needed some time to watch television or talk to each other. George found

this hard to understand but began to accept it slowly. It helped when they

explained to him that other people had routines that were different from his

and that these routines might mean that his parents couldn’t always be with

252 HOW TO LIVE WITH AUTISM AND ASPERGER SYNDROME



him if they were doing something else. This was easier for him to follow than

information about feelings, although they continued to give this.

The idea of others having a different routine and schedule also helped

with respect to control issues. George knew that his father came home at a

certain time, so there was no reason why he couldn’t also ‘know’ what his

sister’s and mother’s routines might be in such a way as to give some control

back to him. Like most young people with Asperger syndrome, George

needed help to understand the thoughts, feelings and motives of other people.

None of these things came intuitively to him.

Parents’ response

George’s parents had established a habit of staying with him when he was

going to sleep since he was a baby. They had inadvertently been teaching him

that he needed them to go to sleep. Sleep was frightening for him as he had

experienced many bad dreams and nightmares and found it hard to distin-

guish between them and reality. Although dreams seemed less of a problem

now, getting off to sleep remained a scary experience. Whenever his parents

had tried to change their own behaviour in the past, George had reacted with

fear and then rage. As his rage was extreme at times, Maureen and Tom

responded by complying with his demands to stay close by. This had the

effect of teaching him that certain behaviours resulted in his parents respond-

ing to his demands – that getting angry, hitting his sister, hurting himself or

lighting a fire made his parents stay with him. When his parents realised this,

they knew that they had to change their own behaviour, particularly as

George’s behaviour was becoming increasingly dangerous. As they began to

put some firmer boundaries around him, making rules with very clear conse-

quences, his behaviour gradually began to improve.

Desensitisation or graded change programme

The plan was that George’s parents would sit outside his bedroom in the first

instance and gradually move down the stairs towards the sitting room. The

objective was to help George to understand that he could get off to sleep and

feel safe at night if his parents were not upstairs with him but close by. As this

bedtime problem had been going on for so long, Maureen and Tom knew that

dealing with it would not be quick or simple! George was able to understand

well and so his parents explained the plan to him and to Sian in detail. They

were very clear and strict about the rules. The children had a drink and a

biscuit before going upstairs and getting ready for bed at 8.30 pm. (This
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included: going to the toilet, getting washed and putting on their pyjamas.

Maureen and Tom were keen to ensure that they had no reason to get out of

bed after they had settled down.) Once in bed, they could read until 9.00 pm

and then switch out their lights and settle down. They could leave their

bedroom doors open and the landing light would be left on. Maureen and

Tom told the children that one of them would sit on a chair at the top of the

stairs reading after George and Sian had gone to bed. George and Sian were

told to stay in their beds after 9.00 pm. In order to encourage them to do so, a

reward system was used.

Rewards

Both children could see their parents sitting on the landing from their beds, so

at this stage there was no need for George to seek out his mother or father for

reassurance to reduce his anxiety. It was important to help him to establish a

habit of staying in bed, however, as he had been used to getting up several

times an hour to check his parents’ whereabouts. The family made some charts

together to complete the following morning (see Figure16.3.)

For every half hour George stayed in bed between 9.00 pm and midnight, he

could tick the corresponding box. His parents set him a target that they

thought was achievable: 28 ticks a week in the first instance. If he reached the

target by the end of the week he was given £2 extra pocket money. (This was

the reward he had chosen.) A similar chart was also used for Sian.

At first, George found the new routine very difficult. He started calling

out to his mum, but she had to explain clearly that it was now time to go to

sleep and there was to be no talking. Sometimes George got out of bed and
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Time (pm) Mon Tue Wed Thurs Fri Sat Sun

9.30

10.00

10.30

11.00

11.30

12.00

Figure 16.3: George’s reward chart



there were tantrums the next morning when he didn’t get a tick in some boxes.

However, after three weeks, things settled and although his parents were very

tired and bored, they thought that the plan might work!

The next stage was to move the chair just out of George’s sight. Again, he

was told about the plan and the reward charts. As time went on, his parents

began to move down the stairs in a very planned way. After several weeks, they

were able to sit downstairs together and the children learnt to get to sleep

without their parents being present upstairs. There were still times when

George became very angry, insisting that his parents stayed with him, or came

downstairs. His parents were equally determined, however, recognising the

importance of being consistent in their approach.

A map of parents’ whereabouts

George was anxious to know where his parents were in the evening. A small

map of the house with velcro stickers helped him to visualise where they were

and feel more confident that they were not too far away. This was really useful

when his parents were working on the desensitisation plan in the evenings.

Nightmares and night terrors

Nightmares

Most people and children have nightmares. Children often wake up when

they are having a nightmare feeling distressed and confused. They can usually

remember their dream and can be comforted by their parents before falling

back to sleep again. Gentle reassurance from parents usually helps them to

return to sleep. Children with autism often take longer to settle back to sleep,

due to their difficulties understanding the difference between what is real and

what may have occurred in a dream.

Night terrors

Although there are many similarities between nightmares and night terrors

they are quite different. They start in much the same way with the child crying

or screaming out loud. However, in night terrors, although children may

appear to be awake, sometimes with their eyes wide open, they are in fact still

in a deep sleep. Often they are very hot and sweaty. They appear to be terrified

and very distressed. They will often push their parents away and refuse to be
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consoled. Parents are usually very distressed by their children’s night terrors

particularly when they don’t know what is happening. The children go back

to sleep without waking after a while and unlike children who experience

nightmares have no recollection of the event the following day.

Often, a pattern of night terrors occurs, in that they happen at around the

same time, several times a week, for some time. When they are troublesome in

this way, it is probably sensible for parents to intervene. Luckily, in many cases

the problem is fairly easily resolved.

Parents need to keep a sleep diary, charting the times when the child has

night terrors. Once they have a clear idea of the time it usually happens, they

will need to wake the child up 30 minutes earlier. So if the child has a night

terror at 11.30 pm, she should be gently woken at 11.00 pm. There is no need

to wake the child fully but just enough that she opens her eyes. After doing

this for about a week, and if there are no further episodes during this time,

parents can experiment with not waking the child one night. If the child

doesn’t have a night terror parents should try waking the child every second

night and gradually reducing the times they wake her until there are no more

night terrors.

Other interventions to try

Start good habits young

Try to establish good sleeping practices when the child is younger. Changing

habits later is much more difficult.

Use of a sleep diary

Whenever you are trying to change your child’s sleep habits, keep a sleep

diary for about a week first (see Figures 16.1, 16.2, 16.3 and Appendix 2).

This will give you lots of information about your child’s sleeping habits,

which will help you to decide which interventions will be best. Keeping a

diary during the time of trying new strategies also helps you track progress.

Sleep hygiene

Establishing good sleep hygiene practices is important. ‘Sleep hygiene’ is a

phrase that some professionals use to talk about good practices that encourage

healthy daily sleep patterns.

256 HOW TO LIVE WITH AUTISM AND ASPERGER SYNDROME



The bedroom

The bedroom should be quiet, dark and warm. It should have pleasant associ-

ations and not be a place of punishment.

Bedtime routine

There should be a clear evening bedtime routine. An example is:

• bath time

• pyjamas on

• drink and biscuit

• toilet

• wash hands and clean teeth

• into bed

• one short story

• kiss parent goodnight

• lights out

• parent says ‘Goodnight’ and leaves.

Bedtime

Bedtime should be when your child is tired. A sleep diary can help you work

out when this is. Try to keep to the same time each night when you are trying

to establish a new routine.

Sleep

• Children need to learn to fall asleep on their own.

• Avoid daytime naps after about the age of three or four.

Food and drink

• A light snack of milk and biscuits before bed can help avoid
children’s need to ask for food and drink after they have gone to
bed.
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• Avoid drinks like cola, coffee, chocolate or tea as these contain
stimulants and may keep children awake.

Desensitisation

Sometimes it is to a parent’s advantage to make changes to a child’s routine in

one sudden move. If children have large problems with change and you need

to make changes then doing lots of small changes may create a protracted

period of discontent and distress for the child. This is why many parents find

‘controlled crying’ (above) helpful. However, if this is not possible because of

disruption to other members of the family or neighbours, or because very

high levels of anxiety are prompted in the child, then sometimes an approach

called ‘desensitisation’ may work. This is particularly helpful for some situa-

tions such as profound anxiety.

The theory is to help the child change gradually and to get used to each

change as a way of dropping anxiety, before moving on to the next change.

This strategy can also be useful for children who sleep in the parental bed.

Medication

Some children sleep so poorly that parents or carers seek advice from their

doctor. Doctors sometimes prescribe sedatives of some kind. This may be
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Seth, who had a diagnosis of autism, was five and for two years he had

slept in the same bed as his eight-year-old sister, Margaret. Margaret was

getting older and wanted to have a bed of her own. The family had had an

extra bedroom since moving house six months before, but Seth was so

distraught whenever Margaret was not with him at night that the family

were complying with his wishes. However, they realised that this could not

go on for ever and with advice came up with a desensitisation plan.

First, Margaret slept on a camp bed by Seth’s bed for a week or so. He

was initially a little troubled by this but soon came round (he learnt to cope

with the anxiety that this small change created). Then Margaret’s camp

bed was slowly moved as the weeks progressed across the room (some

furniture was moved at points). Then the camp bed was put into the room

next door with both doors open. Again Seth had some difficulties with this

but coped. Finally Margaret slept in her own bed.



helpful but is usually only a short-term solution. Some people suggest that

medication may help when trying to get a child back into a pattern. Our expe-

rience is that many sleep problems recur when medication is stopped. We

usually advise that medication is only used when absolutely necessary and

always in conjunction with other plans and interventions such as the ones

described in this chapter.

The sleep hormone melatonin is increasingly being used for sleep

problems. In the US it is used for jet lag and a range of sleep disorders. It is not

currently licensed for children’s sleep disorders in the UK but can be used on a

named patient basis and can be effective if sleep–wake cycles are very dis-

rupted. Again it is probably not a long-term solution because it affects natural

sleep hormone release, but can be used alongside other measures such as those

in this chapter with a view to stopping it after a few months.

Summary

• Helping children to change their sleeping habits is hard work for
parents but definitely worth the effort in the long term!

• Keep a sleep diary before you begin.

• Try to be clear about what the problem is and why it might be
happening.

• Think carefully about the techniques described in this chapter and
decide which ones are best suited to you and your child.

• Choose a time to put the plan into action when you have the
stamina and determination to carry it through.
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Chapter 17

Preoccupations

Many children with ASD develop preoccupations with objects that go well

beyond simple interests. These preoccupations tend to be very narrow in

range, are pursued with great enthusiasm and can be extremely absorbing.

Preoccupations may be based around:

• very unusual interests (unusual preoccupations)

• unusually intense interests in normal things (preoccupations with
abnormal intensity)

• sensory interests (see Chapter 6).

Unusual preoccupations

These are things with which a child may become preoccupied that children

are not normally particularly interested by. The list is of course endless, but

some examples are as follows:

Objects

• collecting unusual objects (e.g. dead batteries, old keys)

• collecting objects such as sticks, stones or bits of fluff

• collecting objects but not using them for the purpose they were
designed for: for example, just keeping them in piles but never
using them (e.g. rubber bands, Blu-tack, curtain hooks, paper
clips, bits of string, straws).
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Activities

One example is rewinding videotapes over and over to watch very specific

sections.

Pursuit of knowledge

As children and young people grow older, they often begin to collect knowl-

edge. The more able people with ASD become avid surfers of the Internet or

ardent readers of books about their special topics, such as:

• statistical knowledge of things (e.g. seating capacities of football
stadiums)

• a fascination for logos

• serial numbers on water hydrants, manhole covers or other public
objects.

Environment

This could be a fascination with things in the environment that would not

usually be the subject of intense interest (e.g. the whereabouts and details of

every car wash, pylon or lamp post in the area).

Preoccupations with abnormal intensity

Sometimes children with ASD become preoccupied with things that are

normal things to be interested in but in which the child has a very intense

interest indeed, much more so than other children. Most people think ‘com-

puters’ at this point, but this is a bad example because most children will

become preoccupied with computer games (they have been designed spe-

cially to get children’s interest). Better examples are as follows:

Objects

Children with ASD may develop a fascination for objects that are not neces-

sarily unusual in themselves but the intensity of the interest in them is (e.g.

postage stamps, electrical goods).
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Activities

Examples of a preoccupation with activities include a liking for certain games

or toys (e.g. marble runs) or a profound liking for particular children’s televi-

sion shows or videos (e.g. Toy Story, Thunderbirds, Wallace and Grommit, Thomas

the Tank Engine, Teletubbies).

Pursuit of knowledge

This could include:

• an intimate knowledge of the bus timetable for a whole area

• an in-depth knowledge of cars, their makes and manufacturer’s
details

• a fascination with aspects of science (e.g. UFOs, aliens)

• a fascination with aspects of history (e.g. Egypt, war)

• a fascination with people’s personal details (e.g. ages, heights,
shoes sizes, jobs)

• a fascination with football league tables or stadium capacity sizes

• an in-depth knowledge of collectors’ cards (e.g. football cards or
Pokémon cards).

Environment

Examples may include:

• a fascination with time

• a fascination with changes in the environment

• a fascination with who is or is not in the building (e.g. at school)

• a fascination with directions to and from a place.

Preoccupations with sensory interest or parts of objects

Sensory interests are discussed in Chapter 6. A preoccupation in sensory inter-

ests might occur when some children become preoccupied with parts of

objects: a toy car is not used as a car, but the wheels or the doors of it become

the focus of interest and are repetitively flicked.
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Principles for intervention

When considering what interventions would be useful it is worth first consid-

ering a number of factors that may influence your decision about how or

whether to try to do something about the problem. Consider:

• the impact on family life

• your energy levels!

• the likely resistance to any change.

These important issues apart there is one particular way to focus on the child’s

difficulties that sometimes helps families to clarify whether or not to try to do

something about the problem.

My child now My child in the future

Is the problem behaviour
likely to impair my child’s
social or intellectual
development?

Figure 17.1: Should I seek to change the behaviour?

If the answer to either of these questions is yes then it is usually worth

thinking about ways to improve the situation. For example, if a child has a pre-

occupation for wiping the wall with a cloth and will do so for several hours

per day, it is likely that this will adversely impact on that child’s intellectual

and social development because it is an all-encompassing activity that stops

the child doing anything else. It may have its place in relaxing the child at

times but if it becomes prolonged and entrenched it is likely that you will want

to do something to limit it.

If a child has a preoccupation for kissing people (regardless of who they

are) parents and carers may consider this harmless enough in infancy but if it

becomes an entrenched behaviour it may go on into teenage years and adult-

hood and may markedly impact upon a young person’s acceptance into social

circles. It may even get him or her into trouble. It will be worth looking at

ways of limiting this behaviour: for example, establishing a rule that the child

should only kiss his brothers and sisters, aunts and uncles, parents and grand-

parents.
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It is important to remember that our aim in helping children with preoc-

cupations may be to limit their behaviour so that it no longer intrudes exces-

sively, not necessarily to prevent it completely. Children usually get a great

deal of enjoyment out of these activities and preventing them can be coun-

ter-productive. If they only have a few interests, removing one of them is

likely to cause distress. Also, we know that new, different preoccupations are

likely to take their place.

Preoccupations are not all bad. They can be used to encourage social

interaction with less anxiety and facilitate some aspects of communication.

Preoccupations are largely things that the children enjoy, but some may

be centred on fear. Children are more likely to need help addressing these. We

describe three examples in this chapter. There are numerous others. We

describe two preoccupations that were enjoyed but very repetitive and stuck,

and another that caused distress.

TYPES OF PROBLEM

• Preoccupation with lining things up

• Preoccupation with rollercoasters

• Intense fear of glitter

WHAT is the problem?

Preoccupation with lining things up

Justin was a six-year-old boy with autism who spent long periods of time

lining things up. He would line up cars several times a day. In the bath, he

would line up sponges and soaps around the edge of the bath. He lined up

plastic construction bricks in the lounge as soon as he got home after school.

He would want to do this on his own, did not like others to move anything he

had arranged and would invariably know if someone had moved something

while he was out of the room. For a period of time he would get towels out of

the linen cupboard and line these up all over the floor of the living room. He

particularly liked lining up yellow things.

We used the behaviour management template described earlier in the

book (see Chapter 9).
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1. What is the problem?

Lining things up in play. Justin’s parents would like his play to progress

from only lining things up.

2. Why does your child behave in this way?

Situations and settings: Where does the
behaviour happen? Where does it not
happen? Is it to do with something in the
environment (smells, noises, what other
people do, etc.)? Who is around when it
happens?

Usually in the lounge. Seems to like others
to be around, but doesn’t want them to join
in.

Triggers and timings: When does it happen? Is
it to do with anything pleasant or
unpleasant)? What are the timings in
relation to other things? When does it not
happen?

When he has free time. More when bored or
happy.

Mindblindness: Is it to do with
mindblindness? Does your child realise
he/she needs to communicate his/her needs
to someone? Can your child see others’
points of view or understand feelings and
needs of others in this situation?

Doesn’t realise when he builds things that
he might be in the way of other people. Not
tuned in to the stress it can cause in the
family.

Getting the gist: Is the problem associated
with not understanding what is going on
and why? Does your child understand the
meaning of events and that things have a
certain order?

Doesn’t seem to have got the gist of play
with toys or with his sister.

Imagination: Does your child think
imaginatively and does this affect the
behaviour?

Has no imaginative play. This seems
important because his play has little
imagination in it and so never progresses
from lining things up and patterns.

Preoccupations and sensory experiences: Is the
problem associated with sensory experiences
and/or preoccupations? Is the environment
too complicated or interesting?

Interested in patterns and the colour yellow.

Social interaction: Does your child do this
alone or with others? How does this affect
the behaviour?

Never seeks social interaction. Tolerates it
when it is given. Plays alone but likes to be
in the vicinity of family members.

Communication: Is the problem associated
with language or communication
difficulties?

Has difficulty communicating his needs.
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3. What is the goal?

Justin’s parents spent some time discussing what the goal should be. At

first they thought it should be to help him to play imaginatively but when

they applied the SMART principles (specific, measurable, achievable, real-

istic and time limited) they decided this was not specific enough and

probably not achievable in the short term. Instead, they tried to break the

long-term goal of helping him to play imaginatively into much smaller

parts. They decided a good starting point was helping him tolerate a parent

playing with him for five minutes in his lining-up games. Once he could tolerate

this it would be possible to build on it, introduce flexibility to his play and

eventually introduce some simple imaginative ideas.

4. Plan strategies

Justin’s family suggested a variety of strategies. His parents realised that

they would have to plan carefully. They would have to choose a time when

both parents were available as one of them would have to look after his

active younger brother at the same time so that he did not intrude. They

decided that one parent (usually Dad) would offer to get the bricks out,

and if Justin got them out himself Dad would get down on the floor with

Emotions: Is the problematic behaviour
related to anxiety or mood? Is it to do with
your child’s temperament? Is there anything
else that might be affecting or upsetting
your child (e.g. memories, dreams, illness,
tiredness, boredom)?

Does not do it when tired, ill or upset. Does
it when happy or bored.

Sameness: Is it to do with a need for routine
or habits? Is there a problem associated with
being in control? Has there been a change
of routine at home or at school?

Likes routine. Seems to want to do it when
he comes in from school.

Responses: How have others responded to the
behaviour? Does something happen after
the behaviour that is important? How does
it affect the behaviour in the future?

We [his parents] don’t get cross, but don’t
get involved. His two siblings are not
interested in what he is doing and so don’t
play with him.

Benefits: What positive outcomes happen for
anyone (e.g. you, your child or your child’s
sibling) as a result of the behaviour? (Rack
your brains: there usually are some!)

He feels calm and secure when playing in
this way. It keeps him occupied when we
are doing other things



The outcome

The plan worked well. Justin was able to tolerate his parents playing with him

and after about ten days he began to tolerate his sister playing with him too.

The family went through the process again and generated further incremental

goals to do with his play. Over time Justin’s play became more flexible and he

began to build towers with his parents.

WHAT is the problem?

Preoccupation with rollercoasters

Jonathan was a 15-year-old boy who was preoccupied with rollercoasters. He

knew information about every rollercoaster in Britain, the US and Europe.

Whenever he met new people he would discuss rollercoasters very soon after

meeting them, asking lots of questions (often not waiting for the reply before

answering himself ) and quoting lots of facts. His wall was covered in pictures

of rollercoasters and he liked to go on the Internet to look up rollercoaster

sites.

WHY might this be happening?

Sensory interests

Some of Jonathan’s preoccupations seemed to be to do with his interest in

movement and patterns. From a young age he was fascinated by his fingers

when he held them in front of his eyes. As he got older he would wave his fork

backwards and forwards in front of his eyes apparently fascinated by the

patterns. When older still he developed an interest in pylons, and would want
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Justin, and initially just sit near him. He would then handle the bricks but

would let Justin move them where he wanted. On each occasion Dad

would get a little more involved.

5. Checking

This plan would benefit both Justin and his parents. It might be tiring but

his parents thought it worthwhile, and Justin’s older sister was also enthu-

siastic once it had been explained to her.



to stop and look at them and sometimes rock from side to side watching the

patterns that this made. He also liked scaffolding and would want to go and

see the scaffolding outside a local church which was being repaired.

Anxiety

Jonathan appeared to use talking about rollercoasters as a way of calming

himself. It was a topic he knew a lot about and was interested in. In social

settings where Jonathan was anxious he would fall back on the topic of

rollercoasters to get him through.

Getting the gist

Jonathan was not as interested in going on the rollercoaster, and the exhilara-

tion of this, as he was in facts about the rollercoaster. When he was taken to see

one he would walk around it, studying the structure and watching, but he

rarely went on it. He hadn’t really got the hang of the social aspect of

rollercoasters.

Mindblindness

Jonathan did not understand that other people were not all interested in

rollercoasters. He could not discriminate between interested people and those

who were not interested. He could also not tell when he was boring someone

when talking about rollercoasters. In addition, he would jump into talking

about rollercoasters before the pleasantries of getting to know someone were

over. He often didn’t even bother saying ‘hello’. This showed a lack of under-

standing of the needs of others in conversation and a lack of understanding of

social cues.

HOW might we deal with it?

Sensory interests

Rollercoasters seemed a natural extension to Jonathan’s interests in patterns

and pylons. He seemed interested in the metal structures that held them up as

well as the wheels and the rushing cars. His parents were relieved that this was

a more socially acceptable interest than his previous interests in pylons and

scaffolding. In fact they had encouraged it as a way of moving him away from

less socially acceptable interests. Some professionals call this ‘shaping’ an

interest and his parents very successfully did this.
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Anxiety

In many ways it was appropriate for Jonathan to use rollercoasters to get him

through social situations. It calmed him down and allowed him to interact

with others. It would not be appropriate to stop Jonathan altogether.

Getting the gist

There is always a trade-off between wanting young people with ASD to

improve their social skills and allowing them to do things that help them to be

in social situations even if they are at times socially awkward. Jonathan did not

have the same understanding and motivation for his interest in rollercoasters

as other young people do. His was more technical and to do with patterns and

shapes and so he did not really get the gist. However, this particular interest

allowed him to enter social situations with more confidence and this was a

good thing.

Mindblindness

Jonathan struggled to understand what others’ interests were, when they were

bored with him talking or what their needs in a conversation were. These were

things his family set about helping him with. At home the family set time

limits for when and how long he could talk about rollercoasters. They also

taught him very clear rules for what to say and do with someone you meet

before being allowed to talk about rollercoasters. The school staff met with

his parents and an educational psychologist to reinforce these rules in school.

They also had some good ideas.

Jonathan liked these rules and stuck to them. They included how to intro-

duce himself and what the verbal rituals of this were (e.g. ‘How do you do, my

name is Jonathan.’ [pause] ‘What is your name?’). If talking with a child he

learnt to ask how old they were. If talking to an adult, he learnt to ask where

they lived instead. (One child we know who was taught to ask new acquain-

tances their age, used to ask everyone he met without realising that this is a

question that is more acceptable to children than to some adults.) He would

then ask what their hobbies were before proceeding to tell them all about

rollercoasters. The family were happy with this and thought that it worked

well.
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WHAT is the problem?

Intense fear of glitter

Nathan is an 11-year-old boy with Asperger syndrome. He worries when he

sees glitter. His fear increases the nearer he gets to it. It is not clear why he has

such an intense fear of glitter. His mother believes that he was born with it. On

talking with him it is clear he has an instantaneous fear but also seems to fear

that it may get into his mouth and cause problems. This may have been made

worse when he was younger and another boy used to taunt him by putting

glitter in his own mouth. He can spot glitter in small amounts even when

others have not seen it. When he is concerned that there may be glitter around

he becomes distracted, loses concentration and can shout out that he has seen

glitter. He refuses to enter situations where the glitter is (or might be) and this

has led to conflict (e.g. in school).
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WHY might this be happening?

Sensory interests and fears

Nathan may be interested by the sight or texture of the glitter. However, he

does not mind sand or tin foil. It was clear that he had an intense fear brought

on by sight of glitter. He went pale and clammy and looked very frightened.

Things that keep the behaviour going

It is worth thinking about whether Nathan gets any benefits from his fear of

glitter. The situations in which Nathan has complained about seeing glitter are

in shops, at parties and in school situations. It is possible that all of these are

difficult social situations for him and that by showing that he is afraid, he gets

to leave the situation. Getting away from the social situation may be a desired

outcome for Nathan that reinforces the fear of glitter.

At home Nathan shouts for his mother, who is very well aware of the

problem. She sorts it out for him, usually by changing the course of events

(taking him out of the shop, or picking up the glitter and disposing of it).

Nathan’s teenage sister, Sophie, has learnt that he hates glitter. She is frus-

trated that he is poor at understanding boundaries. She frequently found him

wandering in and out of her bedroom when she did not want him to. She

found this intrusive until she discovered that if she laid a line of glitter across

the doorway he would not come in to her room!

Teachers have sent him home because of conflicts (e.g. when he refused to

go into the hall because he had seen glitter, and he refused even when the head

teacher was called). He likes being at home and so this did not help.

Difficulty getting the gist

Nathan may never have fully understood the purpose of glitter. Like children

who fear laughter or clapping (both of which we have come across) glitter rep-

resents a social signal for celebration, and Nathan may have difficulty with the

social nuances associated with celebration. In just the same way that certain

foods may be associated with unpleasant events (e.g. a school meal we were

forced to eat in childhood may lead us to develop a revulsion to it) glitter may

be associated in Nathan’s early life experiences with unpleasant social situa-

tions.

Mindblindness

Nathan does not understand the teacher’s standpoint when the teacher tries to

force him into situations where there is glitter. The teacher has been known to
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say things like ‘Come along, it’s only a bit of glitter – it won’t hurt you’ and

then physically shepherd him into the situation saying ‘You’ll get used to it’.

Nathan does not understand the teacher’s need to be in control and have all

her children in one place doing the same thing. Similarly, the teacher appears

not to understand Nathan’s powerful fear.

Communication

Nathan will often not see the need to explain to adults what he is upset about

or why.

Temperament

When Nathan is tired or unwell or upset, his reaction to glitter seems ampli-

fied.

HOW might we deal with it?

Nathan and the family set themselves the goal of being able to be in the same

room as glitter without fear that prevented everyday activities. This was a

specific, measurable, achievable, realistic goal (SMART). The family

brainstormed possible solutions by using the list of headings under ‘WHY

might this be happening?’ to consider the problem in more depth.

Sensory interests and fears

A desensitisation process was considered (see Chapter 9 ‘Managing Behav-

iour’). Mum wrote a long list of potentially fearful situations for Nathan and

he gave them scores. She discovered that his fear of glitter in a paperweight

was 0 because he felt it could not get out. They drew up a hierarchy using

Nathan’s list of fear scores. They set targets and rewards. He started by making

glitter by cutting up tin foil and gradually worked his way up the list with

family and school support.

Things that keep the behaviour going

Mum began to consider when it was appropriate to rescue Nathan and when it

was better to support him to find his own solutions. This was considered both

for situations where glitter was present but also in social situations. The family

liaised with school about Nathan’s difficulties to help them gain better under-

standing both about the problem and how to help him with it.

Clear rules about bedrooms were established so that Sophie would not

have to revert to using glitter to keep Nathan out of her room. Nathan likes

rules and so this was thought to be useful.
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There were difficulties helping the teachers understand how much of a

problem this was for Nathan. The education autism adviser was asked to give

advice to teachers.

Difficulty getting the gist

The family had already begun to help Nathan understand the context of

glitter (e.g. at parties and Christmas) although Nathan still struggled to cope

with it being around outside these contexts.

Mindblindness

Some attempts were made to help Nathan understand the teacher’s perspec-

tive. The strength of Nathan’s fear and his mindblindness made this difficult.

Communication

Teachers and family decided to be more proactive in finding out from Nathan

the cause of any distress that he showed.

Summary

There are too many preoccupations to consider all of them in detail in this

chapter, but the principles remain the same. Is the preoccupation a help or a

hindrance to development? Can the preoccupation be shaped in such a way as

to help the child’s development? If it looks to be a damaging preoccupation

(either now or potentially in the future) what strategies can be used to help the

child learn alternatives?

• Do not try to prevent preoccupations entirely (unless they are
dangerous) – just put limits on them (e.g. where, when, how long,
with whom, etc.).

• Only try to change preoccupations:

° if they are causing impairment of social or intellectual
development

° if they will be unacceptable later in life (e.g. stroking women’s
legs)

° if they start to control family life (e.g. dictating what colour
clothes people must wear!).

• Try to think of ways of using preoccupation to help the child’s
development.
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Chapter 18

Compulsions,
Routines and Rituals

Children with ASD are more likely to develop compulsions, obsessions,

routines and habits or rituals than other children. It may be worth clarifying

what we mean by some of these words.

• Obsessional thoughts are repetitive, troubling thoughts or images. An
example would be a thought that repeatedly and intrusively enters
your mind even when you don’t want it there. A feature of the
obsession is that the individual feels some dislike of or resistance
to the thought, but still cannot get it out of his or her mind. This
creates a distinction from:

• Preoccupations, which are intensely held likings for things. These
preoccupations (unlike obsessions) are not unwanted intrusions
that are resisted or disliked by the individual. Quite the reverse,
they are pursued with vigour. Preoccupations may be based
around normal interests but are very intense or may be based
around very unusual interests. Preoccupations are common in ASD
and are covered in Chapter 17.

• Compulsions are more like obsessions but involve actions and they
are discussed in this chapter. A compulsion is a repeated,
powerfully felt need to do something. A compulsive routine or
ritual (not the same as a religious ritual) is a series of actions,
usually performed in the same order and springing from an
intense need to repeat them. This might involve always walking
the same way around furniture, getting dressed in a particular way
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or requiring members of the family to be in particular places when
you are eating certain breakfast foods in the same order every day.
It might involve touching all the radiators on a route from one
place to another in the house or treading on all the manhole
covers up the street. Some children have a compulsive desire to
visit the same shops every time they go into town, or a need to go
by exactly the same route. Going wrong or missing out part of the
routine or ritual may lead to distress or a need to repeat part or
the whole of it again.

Most children will have routines around getting ready for school and

bedtimes. These are normal. They form part of the structure of everyday

healthy life. The compulsive routines and rituals in ASD are very unusual in

either content (see below) or intensity (very extreme or lasting for long

periods of time). Some compulsive routines and rituals have a negative effect

on everyday life, both for the young person and his or her family. Many of

them start as something small and gradually build with the child regularly

adding new parts to the routine. Peter was five when he began to insist that the

door to the sitting room always had to be closed when he was in the room. As

time went by this extended to other doors and, when he was six, he would

come home from school and close all the doors in the house as soon as he got

home. By the age of seven he was having tantrums if anybody insisted on

having any door or window open when he was around. This was dealt with

using a reward-based system that helped him to tolerate doors and windows

being open.

Most routines are helpful

In general routines that give structure and are harmless are good. They make

children with ASD feel safe.

Some routines are unhelpful

Unhelpful routines include those that are:

• impossible to complete

• difficult to maintain consistently

• very time consuming

• likely to increase in complexity with time
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• interfering with contentment or daily living.

TYPES OF PROBLEM

Two examples are given below as illustrations. A ritual or abnormal routine

can develop around almost any activity.

• He can’t leave the house until a lengthy compulsive routine is
completed

• She hovers in doorsteps unable to move

We will take each of these in turn considering WHAT the problem is, WHY it

might be happening and HOW we deal with it.

WHAT is the problem?

He can’t leave the house until a lengthy compulsive routine is com-
pleted

Jacob, aged seven, has a morning routine that lasts over half an hour each

morning. It involves family members having to stand in certain places while a

range of activities have to occur; these are not directly related to getting ready.

Jacob starts in his bedroom, requiring all family members except his mother to

be downstairs. Everything has to be off the floor. He will move to his parents’

bedroom where a complex set of actions involving the mirror and antiperspi-

rant spray takes place. He dresses in a certain order and then has to walk down

the stairs grimacing and doing a small jig on the landing and then having to

place his Teletubby soft toys in very particular places in the sitting room

where no-one is allowed to disturb them. This may all take half an hour and

only then can he have his breakfast. If anything does not go to plan then Jacob

has to go back and start again.

Why might it be happening?

Mindblindness

Jacob has no idea of the needs of others in the house. He does not understand

the frustration of his parents who also have to get him, his siblings and them-

selves all ready to get out of the house.
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Getting the gist and time perception

Jacob does not understand the importance of getting out of the house in time

for school. He doesn’t really care what time it is. All he has in his head is what

he needs to do in the here-and-now. Most children will do things for a

purpose over and above the action itself. This is because they get the gist. For

example, Jenny (Jacob’s older sister) helps her mum bake a cake in the context

of preparing a meal for the whole family. Jacob might do it because he likes

the patterns of the flour. Jenny uses the antiperspirant because she wants to be

like Mummy or because she does not want to sweat too much when with her

friends. Jacob likes the sound and the sensation of the spray. Jenny alters her

behaviour to fit in with the context and the meaning. Jacob does not.

Liking for routine

Routine makes Jacob feel comfortable. It is far preferable to the social world

and its nuances, which he doesn’t understand. The routines make his life pre-

dictable and make him feel more safe.

Sensory interests

Many of the elements of Jacob’s routine are related to his sensory interests or

preoccupations. He likes the sound of the spray and he is preoccupied with

Teletubbies. These things dominate his thinking and he likes to pursue them.

Anxiety

Jacob has anxieties about social situations. He may be under stress as school

time approaches. While he does not understand his parents’ stress, the atmo-

sphere in the house with people rushing about and shouting instructions may

make him more anxious. He may need more ritual to fall back on to help him

cope.

HOW might we deal with it?

Mindblindness, getting the gist and time perception

Jacob benefited from knowing what the morning routine was supposed to be.

This involved using a visual timetable with pictures of him and his family

doing things as they prepared to leave the house and then a picture of him in

the car with his mother and sister. When he is older feedback and discussion

about the needs of other members of the family will help him.
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A social story also helped Jacob understand the context of some of the

events that went on in the morning, and a timer was a useful way of letting

him know how long he had before he had to leave the house in the car.

Liking for routine

Routine that helped Jacob feel safe was good but needed to be kept within

time constraints, so that it did not affect family functioning. The visual timeta-

ble was very powerful for Jacob. Because it was written down in a clear order it

seemed to have more power. His mother made flaps that covered each one as

they were finished. Jacob enjoyed covering each flap in turn as things pro-

gressed.

It is always important to stop children’s attempts to add more and more

bits to the ritual. Better to have little moans and complaints as you strive to

stop additions to the rituals, than larger problems later on. The longer rituals

go on, the more difficult they will be to stop. Help your child with short, satis-

fying routines (especially around bedtime and mornings).

Sensory interests

Jacob’s parents considered his sensory interests in this situation. They made

some things less readily available and reduced clutter and distractions in the

rooms he used. They also minimised potential negative sensory factors. For

example, they made sure that the fabric of his school clothes was comfortable

for him and liked by him.

Anxiety

Jacob had anxieties about social situations. His parents thought that he might

be under stress as school time approached. While Jacob did not understand his

parents’ stress, the atmosphere in the house with people rushing about and

shouting instructions made him more anxious as he had no idea of the needs

of others in the house. His parents adopted as calm an approach as possible.

With time Jacob’s need for a special routine diminished. This was initially

because of the careful planning his parents put into the above. The visual

timetable worked particularly well. It initially included aspects of his rituals.

With time his parents gradually reduced the elements of the rituals by taking

them out of the timetable, item by item, starting with the actions to which he

was least attached. Jacob now has a very short and manageable routine.
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WHAT is the problem?

She hovers in doorsteps unable to move

For two years Samantha, aged 15, was encountering increasing difficulty with

her ability to change from one activity to another. This was very noticeable

when she had to get up and move anywhere new or when she had to go

through a doorway. She would stand at the doorway, hovering, swaying and

looking anxious and then all of a sudden after a minute or two she would jump

through the door. The time she spent standing there was getting longer and

longer. The doctors had variously called this ‘autistic catatonia’, ‘ambi-

tendence’, ‘motivational stuckness’ and a ‘volitional problem’. It didn’t really

matter to her parents what it was called, but it was affecting Samantha’s life in

a big way. At school the teachers had to coax her into the classroom. At home

she often got stuck with a piece of food on the end of her fork, apparently

unable to put it in her mouth. When asked what she was thinking, either she

could not explain or she would say that there was a right time for her to go

through the door and that she had to go at this precise moment. She wasn’t

quite sure how she knew when this was but she waited until it felt right.

WHY might it be happening?

Mindblindness

Samantha knew that other children laughed at her but she didn’t always tune

in to why. She was not good at changing her behaviour in response on how

she was perceived.

Getting the gist

Most of us think about events in life in an holistic way. That is, we understand

the school routine and have an overview of the place of learning and socialis-

ing in school. To Samantha school seemed to be a series of set routines that she

had to learn.

To us the door is incidental. We hardly notice it as we go into a classroom.

To Samantha it took on a big significance as the gateway from one difficult

social situation to another.

Time perception

Samantha has always had problems with time perception. She struggled when

she was younger with delays. When she knew something was going to

happen she wanted it to happen ‘now’. She struggled with concepts like ‘next
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week’ or ‘later’. As she got older she developed a habit of wanting to delay

things. Whenever her parents said they were about to go out with her, she

would disappear to the bathroom and hover there. This problem with time

perception linked in with her liking for routine and difficulties with change.

Liking for routine/struggle with change

Samantha always had problems changing activities. This could be on a

day-to-day basis (changing class, or the activity within class) or over time

(moving school). Routines made life predictable and made it feel safer.

Socialisation and anxiety

Samantha’s parents felt that much of the delay was due to social anxiety. They

felt that she hated thresholds because a new threshold was a new social chal-

lenge.

Biology

Research shows us that sometimes genetics or biology (for example, some-

thing chemical in the brain) has an influence on how we behave. ASD is more

likely to lead to compulsive behaviours or odd movements of the body, and so

this may be important here.

HOW might we deal with it?

Mindblindness

Even though Samantha didn’t always tune in to the expectations of others

intuitively, the teachers found that if they gave very clear messages about what

was expected this helped her. Simple structure like ‘It is two o’clock now, it is

time to come into the classroom’ was helpful to her. They found that regular

prompts also helped.

Getting the gist

The family and teachers used visual timetables to help Samantha understand

the daily routine and how different events followed from each other. A social

story about what was going on, the reason for particular activities and expec-

tations may have also helped.

Time perception

Samantha’s problems with time perception were addressed by using visual

timetables but also, on occasion, using a timer clock to time certain activities.
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Samantha found it easier to attend to things when she had a rule to follow (for

example, that teatime was at six o clock). While her parents had to be careful

that this didn’t become too rigid an expectation, they initially found it

helpful. When Samantha was getting stuck on the threshold of the doorway, a

prompt sometimes helped but parents also used the strategy of Samantha

counting down (‘three, two, one, go’). Even though this ran the risk of

becoming an obsession it dramatically reduced the time it took her to go

through doors.

Liking for routine/struggle with change

The school used Samantha’s liking for routine. They found she struggled less

with things when they established a clear routine that was flagged up well in

advance. Any changes were discussed clearly with Samantha and her parents

and she was helped to negotiate her way through these.

Socialisation and anxiety

Samantha was helped with her social skills through a range of strategies

outlined in Chapter 10. In the short term the school also introduced ways of

trying to reduce anxiety. As well as those we have mentioned, Samantha had

some aromatherapy with the school nurse and she enjoyed this very much.

Biology

While Samantha didn’t need any help other than that discussed above, some

young people may need medication to help with obsessions and compulsions.

Other ideas and techniques that might be helpful

Preventing or limiting
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Milly, aged nine, wanted to have more and more cuddly toys with her

every time she went out of the house. She began by carrying armfuls and

then asked her parents to do so too. They then let her fill a pillowcase with

them and she also then wanted her parents to carry extra ones. She began

to have temper tantrums if she could not. Her parents used a restriction

strategy where they limited Milly to five cuddly toys for each trip. At first

she had great difficulty choosing and had tantrums saying she wanted

more, but her parents stuck to their guns and rode out a week of



Desensitisation

Desensitisation is a very common technique used in managing anxiety, and it

can be used for lots of different issues. The idea is that large amounts of

anxiety are difficult to tolerate, especially if the child doesn’t have good

understanding. Small bits of anxiety can be faced and, if the child learns to

face them, it empowers her to move on in steps until, before she knows it, she

is dealing with the feared situation.
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tantrums. She gradually got used to the new rule. After six months they

changed the rule to two cuddly toys and she got used to this successfully

within three days.

Milly also loved to play with water. She would regularly tip it from one

jug to another anywhere she could. In the past she had played with water

from the toilet. She liked to stay in the bath for long periods. Her parents

were worried about the length of time she would do this when left.

Numerous floors and carpets had been soaked over the months and

years. They also worried about her catching bugs when she played in the

toilet.

Milly’s parents used a successful three-stranded strategy to address

this. They made a visual timetable with Milly playing with water in the sink

in the kitchen (the kitchen floor could take it!) at certain times in the week.

The cat didn’t particularly like it as this was where she had her basket and

she occasionally got soaked. She took to crawling into a nearby cupboard.

Milly’s parents used an egg timer at first to restrict the time and always

had a pleasurable activity for Milly afterwards. The egg timer became

unnecessary after a while. They made up a socials story (see Chapter 10,

‘Developing Social Skills’) about where Milly did and did not play with

water. These strategies worked well.

Amy was five and compulsively banged her head on her desk or other

surfaces at school. This was so bad that she was fitted with a protective

cap. After careful observation it was clear that she head-banged when she

was in big groups and a guess was made that this was to do with social

anxiety. She never did it in small groups.

A plan was drawn up that took two terms to work through. Amy was

taught for a lot of the time in a class adjacent to her normal class in her

special school and initially this was with two other children she was happy

with. This fitted with teacher availability. She did not head-bang in these



Shaping

Shaping is a technique where the child’s compulsions or special interests are

steered in a direction that might be helpful to the child. The Options or

Son-Rise system uses aspects of this approach (see Chapter 20).
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sessions and her cap was removed. As time went by more and more

people were added until all nine children were in the class. This was done

gradually and any interactional problems dealt with as they went along. A

year later Amy was not head-banging.



Rewarding wanted behaviours

Rewarding alternative behaviours

Some children who have compulsions to do certain things can be helped to do

different things instead.
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Timothy was 13 and had a compulsion to touch people’s shoes and smell

them. He was very interested in them and always looked at people’s shoes

when he saw them. When younger he would often get down on the floor

and want to touch them. Some people did not like this, for obvious

reasons. Timothy would do it with strangers as well as people he knew.

Timothy’s family tried punishments, which did not work and made

them feel bad. They tried to reward alternative behaviours but this met

with little success. They then decided that if they couldn’t stop his interest

they would try to shape it or change it so that it was more socially accept-

able. They taught Timothy to introduce himself to people and not to go

straight to their shoes. They taught him to ask certain socially appropriate

questions (such as what their name was) first and then, later, to ask ques-

tions about the shoes rather than touch them.

Timothy was happy with this and would regularly ask people what size

shoes they had, whether they were made of leather and where they

bought them. People found this much more socially acceptable.

Stella, aged seven, compulsively wanted to visit the same two shops every

time the family went to town. She would scream and complain if they went

into any other shops. This was a problem because her mother wanted

Stella to be able to go out and was getting near the point where she never

took Stella anywhere. She thought this was bad for Stella, who needed to

experience the world outside their house. At the same time she was

exhausted by the screaming, by being under stress for everyday shopping

and by the looks and comments of strangers. She explained to Stella that

she would receive a sweet for every shop that she went into with Mummy.

Stella’s mother was surprised that this worked very well. She began by

introducing one or two shops but soon extended this to other shops.

Stella still wanted to go into her two shops but her mother had no difficulty

accepting this since she could now go into other shops.



There may be other ideas that you can use to change or cope with compul-

sions.

Summary

Before the hard work of trying to tackle compulsions ask yourself the ques-

tions:

• Is it harming my child’s development? (If not, sometimes the
compulsion has an important function in reducing anxiety or
giving pleasure.)

• If so, can I help my child to change so that his or her
development is helped or improved?

• How can I do this in a way that is manageable and acceptable
(apply the SMART principles outlined in Chapter 9, ‘Managing
Behaviour’).
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Dale, aged six, screeched for long periods of the day. He was fascinated, in

music therapy, with long, slow, soft, singing noises. After ten sessions much

of his loud screeching had been substituted with humming and singing in a

soft lilting way. His family were very happy with this. The reward came

from his pleasure in the noise. His family also learnt to use music in the

house to calm him.



Chapter 19

Mannerisms and
Repetitive Movements

Children with ASD commonly exhibit mannerisms, odd movements and

repetitive movements. Examples of these include spinning around, flapping

hands by the sides, running up and down in straight lines, tapping objects

repetitively and moving the fingers in front of the eyes.
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When is it worth trying to reduce these unusual movements? For the most part

children find them comforting. We also know that many of these movements

reduce as the child grows. Many of the planned interventions for children on

the autism spectrum concentrate on aspects such as communication, social

interaction and behaviour. Repetitive movements often improve when these

things are targeted; for example, encouraging interaction with parents reduces

repetitive behaviours.

It may be worth specifically targeting repetitive movements if they:

• are excessive and so get in the way of other aspects of life

• attract bullying

• are hurting the child or someone else

• interfere excessively with family life.

TYPES OF PROBLEM

• He flaps his hands and jumps up and down

• He bangs his head repeatedly

We will take each of these in turn considering WHAT the problem is, WHY it

might be happening and HOW we deal with it.

WHAT is the problem?

He flaps his hands and jumps up and down

The morning routine of Jacob, aged seven, was long and complex (see Chapter

18). He also had a lot of repetitive movements. When the washing machine

was going he would stand in front of it and jump up and down on the spot and

flap his arms repetitively. When he watched the television he would hover at

the door, approaching and moving away from the television. When exciting
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Philip was six and, when given a book to read, would throw it to the floor

and dance around it, circling it and humming to himself.



parts came on he would jump up and down on tiptoes and shake and flap his

hands. He also flapped his hands when he was excited.

WHY might it be happening?

Mindblindness and the social world

Jacob had no idea what other people thought of his movements. He was not

able to guess that other people might find them odd and so was not likely to

change his behaviour because of the opinions of others. He was also much less

likely to want to communicate his pleasure or excitement to others because he

was unable to understand that they might wish to share his excitement.

The confusing social world can be frightening. Repeated movements can

be a comforting way of experiencing the environment. They may also block

out other scary bits.

Getting the gist and sensory interests

Jacob did not understand the function of the washing machine; he was very

interested in the vibration, the spinning and the noises. He was more likely to

pursue activities that he enjoyed and these were mainly sensory.

Anxiety, boredom and liking for routine

Sometimes Jacob displayed his emotions in the movements. He was more

likely to flap or shake his hands when under stress or bored. Jacob was not as

good at entertaining himself as some children.

Imagination

Jacob had clear problems with imagination. He was more interested in the

concrete aspects of his environment than the abstract aspects of it. He liked to

watch and do things that were repeatable. His lack of imagination meant that

his interests and play did not naturally evolve by imaginative experimentation

or addition as did other children’s.

HOW might we deal with it?

Mindblindness and the social world

Getting involved with Jacob would help him understand that two people

could be doing the same thing together. He would be able to find alternative

ways of displaying his pleasure. When Jacob was younger his movements may

have been the only way he could express emotions but, as he gets older, he

may find other ways to express them. By the time Jacob was seven he was able
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to understand several facial expressions on cards. He could use an emotion

thermometer (see Chapter 10, ‘Developing Social Skills’) when he was nine.

Helping Jacob to understand the social world and cope within it has been

something that his family and teachers have been gently helping him with for

years. As he has become older he has used less repetitive movements.

Getting the gist and sensory interests

Jacob’s family began to get involved with Jacob in some of his sensory inter-

ests. His father learned that Jacob’s liking of movement and physical sensa-

tions also meant that he liked rough and tumble, and games like ‘Row, row,

row the boat’ when he was younger and other games when he was older. He

became fascinated with Dad’s golf indoor practice hole and Dad made up a

game involving rolling the ball from one hole to another. They used to play

together and Jacob’s family was pleased that his play became less isolated. His

family began to shape his interests into more interactive ones by using his

existing interests. While he was doing these things the unusual movements

lessened.

Anxiety and boredom and liking for routine

The family realised that leaving Jacob for long periods of time led to more

unusual movements. There were times when he needed to relax and watch

television but the family made sure that this time was not too long. They had

always been tuned in to his distressing times and discussions about his repeti-

tive movements reinforced for them the importance of doing this. Jacob’s

liking for routine helped because when he knew what he was doing he felt

safer and the repetitive movements were less.

The family also began to think of things that Jacob could do when he was

bored. The school began to look for strategies to help him learn how to enter-

tain himself. Jacob enjoyed playing on the computer at school. He was

making huge progress with his schoolwork through spending time on it. He

was allowed to go on the computer for ten minutes when he had finished his

other work. His teachers found that this acted as an incentive for him to finish

his work but also prevented him from getting bored and flapping excessively.

Jacob’s parents invested in a home computer and, within a relatively short

time period, he was able to use simple programs with their help. In fact they

found sitting alongside him at the computer was one of the best ways to

encourage him to engage with them. They were careful to limit the amount of

time he spent on the computer from the beginning, as they realised that he
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needed a variety of different activities to prevent him from becoming preoccu-

pied with any one thing in particular.

Imagination

Given Jacob’s problems with imagination, his teachers and family made sure

that Jacob always knew what was going on around him and what was

expected of him in given situations. They found that giving him factu-

ally-based educational tasks was much more likely to engage him than

anything abstract. He really enjoyed his work sheets, particularly for maths,

and gained a great deal of satisfaction from completing them.

WHAT is the problem?

He bangs his head repeatedly

Head-banging can be:

° an expression of frustration, anger, fear, pain or boredom
(emotional expression)

° to elicit liked sensations or reassuring repetition (sensory
interests)

° to get the environment to respond (to elicit consequences).

Sometimes what starts as one (e.g. sensory interest) can develop to another (to

elicit consequences).

It is always important to try to work out why the child might be

head-banging before you begin any intervention.
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Amy, whose story is in Chapter 18, used to bang her head at school

whenever she was with a large group of children. Her teachers were able

to help her by trying to keep the group small where possible and only grad-

ually over time introducing more children to her group.

Sebastian, aged three, started banging his head with his hands and later

banging it on the floor or the wall in his bedroom. His head-banging started

suddenly and for no apparent reason. He was unable to tell his parents

what was wrong. They began to wonder if he was unwell and took him to

see their doctor. The doctor examined Sebastian carefully and found that

he had a severe infection. Fortunately, this was easily treated with antibi-

otic medication.



Tony, a six-year-old, used to bang his head on any hard surfaces whenever he

was asked to do something he didn’t want to do. Mostly he liked to play with

his Lego, and any suggestion of change from this usually started a tantrum that

led to head-banging. Tony’s head-banging was a very effective strategy from

his point of view as his parents and other adults were reluctant to cross him in

case he hurt himself. He had learnt that if he banged his head, he could

continue doing the things he liked best. He had been head-banging since he

was two years old.

Tony’s parents had tried being firm with him in the past but were horri-

fied when he began to fly into a rage and hurt himself even more. As he was

getting older, his parents became very concerned that this behaviour was det-

rimental to his development. He spent most of his time playing with his Lego.

He would not join in any learning or social activities at school. Finally, his

parents and teachers agreed that they should work together to try to change

his behaviour while at the same time keeping him safe.

WHY might this be happening?

Sensory stimulation

When Tony first started head-banging at the age of two, his parents could see

no obvious reason for it. His family thought that, in an odd way, he enjoyed

banging his head. He did not appear to feel the pain his parents would have

expected even though he sometimes bruised himself. Surprisingly, he rarely

cried during head-banging episodes. As Tony grew older, they noticed that

most of the time he banged his head when he wasn’t getting something he

wanted, although he still seemed to feel very little pain.

Tony’s head-banging seemed to have begun as a repetitive behaviour

from which he gained a sense of enjoyment and satisfaction. Some children

with ASD do not seem to feel pain in the same way as other children. It is

possible that they may have increased levels of beta-endorphins, which are

similar to opiates. It is thought that when some children head-bang, for

example, they do not feel the pain but experience exhilaration.

Parents’ response

Tony’s parents were very alarmed when he banged his head when he was

younger. Not surprisingly, they went to him and comforted him. They tried

distracting him with his favourite toys like Lego, and at night brought him

into their bed. As the months went by, Tony started banging his head when he

wanted something or didn’t want to do something. His parents had tried to be
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firm with him but felt that they couldn’t leave him to continue to bang his

head as he sometimes bruised or cut his head on sharp edges. They found

themselves allowing him to control situations in order to protect him. By

doing this, they were inadvertently reinforcing his behaviour. Tony had learnt

that head-banging resulted in him getting things he wanted. A behaviour that

had started out as self-stimulation had been extended to a way of having his

needs met.

Getting the gist

Tony did not get the gist about schoolwork or about playing with other

children. All he really wanted to do was play with his own toys and, when left

to his own devices, was a very happy boy. It was only when he was challenged

in some way that his tantrums and head-banging started.

Preoccupations

Tony was preoccupied with Lego. It had been his main source of enjoyment

since he was two but unfortunately this was impinging greatly on his develop-

ment. While he was playing with Lego, he was not learning communication or

social skills, or engaging in schoolwork.

Temperament

Tony had always been very strong-willed and determined. When he was a

baby he had cried more than most babies.

Communication

Tony had a very limited use of language. His parents had spent a great deal of

time trying to work out and meet his needs because he was unable to commu-

nicate with them.

HOW might we deal with it?

Sensory stimulation

Tony’s parents noticed that head-banging seemed to be pleasurable in some

way for him. They thought that, if this were the case, making it less pleasur-

able might help to reduce it.
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Parents’ response

After discussions between themselves and his teachers, Tony’s parents realised

that they had been reinforcing his behaviour with their responses. Mostly this

was because they were afraid that he would really hurt himself.

They agreed that while they were trying to help him to stop

head-banging, they would have to keep him safe. They knew that the behav-

iour would get worse at first when they began to change their own responses.

They decided that he should wear a protective helmet, they hoped just for a

short time, until the situation improved.

Communication

Although Tony’s verbal language ability was very limited, he had started

using PECS (see Chapter 20, ‘Other Interventions’). Tony was very good at

requesting his favourite things with them and, in particular, used the symbols

for Lego and Playmobil (another of his favourite toys). Other than this, his

main form of communication was through his head-banging. Unfortunately,

his head-banging was preventing him from developing more communication

skills because it was an effective strategy for helping him to get what he

wanted anyway! His parents and teachers decided that they needed to help

him to develop his communication skills. They started by teaching him about

choices.

LEARNING ABOUT CHOICES

The plan was that Tony would be offered choices at first – Playmobil or Lego.

Although Lego was his firm favourite, Playmobil could often distract him. His

teachers put out Playmobil and Lego and allowed him to choose. Over the

next few days, they put out only Playmobil, explaining ‘Playmobil first, then

Lego’, using PECS symbols. The Playmobil was out for a few minutes only

before his teachers produced the Lego. The teachers used an egg timer to help

Tony to understand when it was Lego time. If Tony started to protest and bang

his head, his teachers gently said, ‘No banging. Playmobil first, then Lego’

and showed him the PECS symbols. If he continued they took away the Lego

symbol showing him the symbols for Playmobil or quiet room. (Fortunately,

there was a quiet room adjacent to the classroom. This was a comfortable, safe

room with soft furnishings and calming music.) This way Tony was given a

choice to stay and play as the teacher had requested or to go with her to the

quiet room. If he continued protesting she led him to the quiet room and
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stayed with him until he calmed down. He had his helmet on as agreed with

his parents in order to ensure that he didn’t hurt himself.

Interestingly, although Tony tried to bang his head at first, he soon

stopped. When he calmed down his teacher would repeat his choices –

Playmobil or quiet room. Tony quickly learnt that the quiet room was very

dull and produced his Playmobil PECS card. He then played with the

Playmobil for a while before it was time to play with his Lego.

Encouraged by their success, Tony’s teachers began to introduce other

activities in the same way. There were many occasions when he protested

loudly, particularly at the beginning, but as time went on, he began to realise

that his teacher stuck to the new rules regardless of any head-banging. Over

the coming months, he even learnt to use the quiet room card as his choice if

he wasn’t ready to do the activity his teacher had prepared. He sat in the room

for a few minutes before agreeing to the new task. Tony only wore his helmet

for a few weeks as his head-banging stopped remarkably quickly.

Tony’s parents used a similar strategy at home. They knew that it would

be difficult at first and whenever possible asked friends and relatives for their

support. At school there were several teachers around, but at home his parents

were often on their own. It is also much harder for parents to be firm with their

children in situations like this because they are emotionally very involved and

do not like seeing their children distressed. Tony’s parents were lucky to have

supportive friends who helped them through the difficult early days. They

also wrote themselves a card, which they kept in a prominent place, reminding

them that learning to communicate with PECS cards was important for his

development and much less harmful than head-banging.

Tony’s parents were pleasantly surprised to find that they were able to

remove Tony’s helmet after only a few weeks and also that this exercise paved

the way for his progress with using PECS symbols for a growing number of

requests.

Protective helmets

It is important to remember that protective helmets may work in different

ways depending on the child and the problem. Amy banged her head more

with the helmet on and taking it away dramatically reduced the behaviour;

whereas the helmet temporarily reduced Tony’s head-banging because it

took away the stimulation. There must be careful consideration of the

problem and the child before any plan is put into place. This is a good illustra-
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tion that strategies cannot be used straight off the shelf. They need to be

tailored to the child and the situation.

Other ideas and techniques that might be helpful

Working out what the behaviour achieves for the child

If you go back to Chapter 9, ‘Managing Behaviour’, you will see a template or

process for exploring the meaning of any behaviour. This then leads clearly

on to what you can do about it. This is particularly important for self-harming

behaviours such as biting, head-banging, scratching or poking at the eyes.

Similarly it can be used for behaviours that involve harming others. If it is clear

that a particular behaviour achieves something for the child (it has a function)

then parents and teachers can work out alongside the child ways of achieving

the same thing without the harm to self or others. This would usually involve

reinforcing and rewarding alternative behaviours (see Chapter 9).

Being a detective and watching out for the flag

Sometimes, repeated behaviours are a flag for something else.

Sometimes repetitive behaviours are because of physical symptoms or other

things such as pain, hunger, thirst or tiredness. They may be because the child

is unhappy.

Altering the response

Sometimes it is possible to change a behaviour by altering the response to it.

In Chapter 9 we discussed how Zaffar’s repetitive biting was stopped when

Mum altered her response to it.
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Jonathan used to regularly rub his ears. This was a new behaviour but Jona-

than’s parents thought that it was to do with dislike of noise, until his

teachers mentioned that they thought he wasn’t hearing well in class.

When he was taken to the doctor it was found that he had middle ear

infections on both sides. The doctor thought that he must be in pain.

Jonathan hadn’t cried but he had been rubbing his ears a lot.



Ignoring

Ignoring a behaviour can work if the behaviour is designed to elicit a particu-

lar response from an adult. The behaviour will initially get worse if you start

ignoring it but usually then gradually disappears (see Chapter 9).

Encouraging an alternative behaviour

Sometimes children can be discouraged from their repetitive behaviours for

short periods of time by being encouraged to do something else instead.

Changing the environment

The physical environment may be changed in such a way as to change the

behaviour.

The environment more directly related to the child may also be changed.
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Harry used to flap his hands in assembly at school. His teachers found that

telling him not to flap didn’t help much. Instead they encouraged him to

‘Stand like a soldier’ or suggested ‘Hands in pockets’. They also gave him

toy soldiers to put in his pockets so that he could play with these when he

was bored.

Jessica liked to jump up and down on the wooden floor in the playroom.

She didn’t do it in any other room and only occasionally at school. The

family noticed that she would always do it directly on the wood and would

avoid the rug. Sometimes she would move the rug back. They twigged that

she liked the sound on the floor. The decided to put a carpet down. Jessica

was annoyed and stamped and shouted on occasion in the playroom for

about a week after they did this, but settled down after this and the

jumping dramatically reduced.

Anya relentlessly chewed her sleeve. Her parents put her in short-sleeved

outfits in the summer and this stopped.



Summary

• Mannerisms and repetitive movements are much more common in
younger children. They tend to reduce as children get older.

• Children find these movements comforting. For this reason it is
better to try to find ways to reduce them rather than to eliminate
them altogether.

• Repetitive behaviours usually reduce when children are helped to
develop social interaction skills.

• Reducing boredom also helps reduce repetitive behaviours.

• Some mannerisms and repetitive behaviours begin as
self-stimulatory behaviours but can easily develop into controlling
behaviours e.g. head-banging.
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Chapter 20

Other Interventions

How do families know what works?

Parents whose child has been newly diagnosed with autism or ASD will

receive many suggestions about treatment. A search of the term ‘autism’ on the

Internet identifies over one million sites. Many of these proffer treatments and

even ‘cures’. Some of the centres offer good, sound advice. Some are trying to

make money and are selling products, assessments, books and treatments.

How do parents and carers make sense of all of this? More important, how do

they know which are valid and which are not? The answer is that they often

don’t. There may be thousands of new ‘treatments’ arriving on a yearly basis

and professionals are often asked about them. Imagine that, of 100 new treat-

ments of various types (e.g. diets, massage, homoeopathy, medication, indi-

vidual therapy, group work), one of them in twenty years’ time would be

shown to be a very successful treatment. How do we know which of the 100 it

will be?

The miracle cure?

Reports of miracle cures regularly appear in the papers but the story of one

person may sometimes give a distorted impression. We know two children

with ASD:

298

Sophie and John improved dramatically at a point in time for no reason that

we can ascertain. They were on no specific treatment. They probably

improved as part of normal development.



After all, children’s brains are growing. One of the good things about children

on the autism spectrum is that they still develop. As we have pointed out in

many chapters of this book, things like mindblindness improve (they are

developmental – they improve with time as children grow). If, for the sake of

argument, we had given Sophie and John vitamin C tablets just before they

improved and told their parents that this was a new trial for autism treatment,

then their parents would now be writing articles in the national press saying

that vitamin C dramatically improved things for their children. We would

then have people all over the country trying it. Some would give up, some

would carry on, some children would improve and their parents would then

swear by it. They would write notes on the Internet and in the national press.

None of the parents who try these things and whose children don’t improve

would be reported in the national press. There is, therefore, a ‘selection bias’ in

the newspapers that distorts the information we receive. This is not a criticism:

it is what happens. Parents feel terribly let down when, years later, they

discover from a trial of a large number of children that this treatment makes no

difference.

Randomised controlled trials

So, how do we know a treatment really works? If it looks promising then

research-funding organisations pay for research often called randomised con-

trolled trials (RCTs). This means that roughly equal numbers of children are

divided into two groups; one receives the treatment and the other receives

something else. This is usually another treatment but is sometimes a placebo

(something that looks like the treatment but isn’t, e.g. an identical capsule

with inactive substance in it). This is important because it rules out chance and

controls for normal development. If we did a study about helping

non-walking children who were 12 months old to walk, and we gave them a

‘treatment’ from the age of 12 to 15 months that showed that 80 per cent of

them walked by 15 months, how would we know that it wasn’t just a feature

of them growing older? We could only know this by comparing to a similar

number who did not receive this treatment. For the test to be really fair we

would have to toss a coin (randomise) to put children into the two different

groups.
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Some examples

There are lots of treatments that have been recommended that have no good

research studies to back them. For example, gluten-free diets and casein-free diets

have been suggested as treatments for ASD but have no RCTs to show that

they work (or that they don’t). This does not mean that they don’t work, just

that good research has not yet been carried out and so good evidence is not yet

available. We know many parents who think these diets have made no differ-

ence and a small number who are convinced that they have. Is this a real effect

or an example of some of the factors mentioned above? As clinicians we really

can’t say for certain. We need an RCT before we can give good advice to

families.

A good example of an apparently effective treatment is secretin, a naturally

occurring hormone, which was lauded in the papers as a new treatment for

autism based on single reports. Some suggested that it was a wonder cure.

Several RCTs have since shown no benefit.

Sometimes even the science can be called into question. Homoeopathic

secretin was for some time being suggested as a cure for autism. However,

homoeopathy is based on the principle that extremely minute doses of a sub-

stance that causes a symptom should be given to prompt the body into healing

responses. For example, the common hedgerow poison Deadly Nightshade

(Belladonna) causes thirst and high fever if eaten accidentally. With this in

mind it was used in its homoeopathic form using a process that includes

dilution down to a very weak solution (sometimes theoretically less than one

molecule of substance in a tablet or solution) for children with high fever.

Giving homoeopathic secretin would only make sense if secretin itself caused

symptoms of autism and since at the time it was being hailed as a cure for

autism, homoeopathic secretin made no sense even in homoeopathic terms.

Your child’s needs come first

In summary, be careful when assessing evidence before you try something.

Some treatments can be harmful as well as helpful. If your child is a very faddy

eater then restricting her diet may make her nutritionally deficient and harm

her developing brain. Similarly, some behavioural regimes are very strict and

intense. Make sure that you are not emotionally or physically harming your

child before you agree to try something. You know your children best. Infor-

mation is there to help you, but just because it is in a newspaper or on the

Internet does not automatically make it right.
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The rest of this chapter concentrates on approaches, philosophies or

programmes that involve a range of interventions not discussed elsewhere in

the book.

Treatment programmes

Several intervention philosophies have been developed that pay close atten-

tion to the environment of the child to maximise his development. Some of

these have very strong proponents and some have strong opponents. We

know of some adults with ASD who speak for and some who speak against

some of the programmes we are about to describe. Our view would be that to

become emotionally too attached to any one approach is probably a mistake.

Many of them are similar. They are, by and large, commonsensical approaches

and all have good ideas that you can borrow. This book is not intended to

cover these in detail, but gives simple information about some of these

approaches and details of contacts if you want to find out more.

Some parents in the UK seek funding from education authorities for extra

help. While most education authorities provide a range of services for children

some of the suggestions below may not be funded because of very high cost

and restrictions in education budgets.

Adapted Hanen programme

In 1977 the Hanen Centre was established at the School of Human Commu-

nication Disorders in McGill University, in Montreal. In 1995 the Hanen

Centre developed a new programme, which it has since called ‘More than

Words’, for parents of children with ASD. In 2000 it held its first training

workshop for speech and language professionals on ‘More Than Words’.

Much of it is down-to-earth, good advice such as keeping language simple in

communication, being face-to-face with children and listening carefully to

them.

Applied Behavioural Analysis

This phrase has come to describe a certain type of intense programme based

on behaviour therapy and has come to be used to describe many of the

programmes that have evolved since Lovaas (see below). Keenan, Kerr and

Dillenburger (2000) have written a book describing their use.
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Auditory integration training

This is different from Sensory Integration Training (mentioned below). It uses

sound as a way of exposing the child to a range of auditory experiences.

Devices with headphones are used playing music that can be altered and con-

trolled. Dr Guy Berard is an ear, nose and throat specialist in France and a pro-

ponent of this type of work.

Another French ear, nose and throat specialist, Dr A. Tomatis, called a lis-

tening treatment using sound ‘audio-psycho-phonology’. He also used

sessions with headphones that could control and filter sounds. The children

listen to music such as Mozart and Gregorian chant and listen to themselves

by feed-back from a microphone. He believed that it helped listening skills

and self-awareness skills in children with autism. It can be used to filter out

certain types of disliked sounds. In this way a desensitisation approach can

also be used where over sensitivity to noise is a problem. Gradually exposing

children to feared or disliked noises helps them to tolerate them better in their

environment.

Diets

Numerous diets have been suggested for easing some symptoms of ASD. To

date research has not confirmed their effectiveness. Gluten-free and

casein-free diets are the most common. (Gluten is in wheat, rye and barley and

casein is in dairy products.) The theory is that the proteins in gluten and casein

break down in the gut into toxic peptides. These peptides usually go through

our system without any problem. Proponents of this theory believe that

children with ASD have ‘leaky guts’ which allow the peptides through the

walls of the gut into the bloodstream. They are then said to get into the brain

(cross the blood–brain barrier) and cause damage to its functioning. There is,

however, no evidence to date from RCTs to show that taking gluten and

casein out of children’s diet leads to changes in the development of children

with autism.

Dolphins

A range of centres offer swimming with dolphins as a therapeutic activity. We

have met some families who have taken their families to swim with dolphins.

At the very least they have all enjoyed the experience. There has, however,

been little independent evaluation of its effectiveness. More information is
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available through the National Autistic Society (NAS) in the UK or the Autism

Society of America (ASA).

EarlyBird

The EarlyBird Project was originally set up by The National Autistic Society

(NAS) in 1997 to develop and evaluate a parent training programme. This is

now available in most parts of the UK. It is designed for parents of pre-school

children on the autism spectrum as an early intervention programme. Parents

attend on a weekly basis for three hours. They commit to ongoing work with

their child at home. It is a twelve-session programme that trains parents in

families of six. It includes three home visits when video feedback is used to

help parents reflect on skills that they are learning. It aims:

• to support parents in the period between diagnosis and school
placement, particularly in understanding autism

• to empower parents and help them facilitate their child’s social
communication and appropriate behaviour within the child’s
natural environment

• to help parents establish good practice in handling their child at
an early age so as to pre-empt the development of inappropriate
behaviours.

A three-day training course for trainers in the licensed use of the NAS

EarlyBird programme and its supporting materials is available at the EarlyBird

Centre in West Barnsley, Yorkshire.

Higashi

Daily Life therapy was developed in Japan by Dr Kiyo Kitahara and others.

Schools in Tokyo and Boston are well known. It centres its philosophy on the

Japanese culture of group performance and belonging. It boasts a 24-hour

curriculum that focuses on daily living skills, physical education, music and

craftwork. Schools in Japan and America use this approach, and in the UK it is

available through the Honormead schools.

Lovaas

Dr Ivor Lovaas from the University of California developed an approach in the

1960s and 1970s based on behaviour therapy. It involves 40 hours of intense
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home-based therapy per week with the child. The programme is very struc-

tured and requires high levels of compliance from the child and a great deal of

repetition. Several therapists are employed. Trained supervisory therapists are

usually paid to guide the programme and give advice and support to other

therapists. Many parents will join the team of therapists and some train friends

as volunteers.

The programme uses positive reinforcement to encourage learning. Some

have wished to adapt the programme over the years including reducing the

hours and the rigidity of the programme and basing it more in schools. Some

parents are very keen on Lovaas, others less so. The success rates due to this

method are reported to be variable. Some note that social skills learnt by rote

in this way are not easily generalised.

Mifne

The Mifne Center was established in 1987 in Israel. ‘Mifne’ is the Hebrew

term for ‘turning point’. Mifne is an early intervention programme for families

with an affected child under the age of five. In common with other

programmes it centres its approach around reciprocal play with the child. It

does this in a family context. Also like some other programmes it uses a team,

working intensely with the child and the family to generate more communica-

tive opportunities. Goals are set around improving eye contact, the expression

of affection and social awareness.

An intense, residential three- to four-week programme is offered for the

nuclear family, with eight hours’ ‘therapy’ a day for seven days a week. The

affected child, parents and siblings are encouraged to react to any of their

child’s responses to build interactions. Therapists employed by the centre have

backgrounds in education, medicine, psychology and special education and

are trained in the Mifne approach (this takes up to a year). With only two

families in treatment at one time there may be long waits and treatment is

costly.

After the family returns home, a therapist from Mifne stays with the

family to help them transfer some of what they have been doing into the

home. Together with the family, the therapist helps integrate the affected

child into school and arranges supplementary therapy as needed. The Mifne

Center tries to maintain longer-term relationships with the family for support

and advice.
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PECS: The Picture Exchange Communication System

In PECS, children are taught to exchange pictures for items they want. If they

want a biscuit, for example, they give a picture of a biscuit to an adult, who

responds immediately. The idea is that the communication is initiated by the

child.

The programme starts with single pictures and moves on to choices and

later the construction of more complex sentences. The pictures are stored in a

portable book and can be attached and removed easily because they have

velcro strips on the back. (See Chapter 11 for an example of its use.)

Sensory integration training

Dr Jean Ayres was an occupational therapist and psychologist in Los Angeles.

From the 1960s she developed an approach based on the theory that some

children’s nervous systems would not integrate and understand sensory input

(what we see, hear, touch, etc.). The theory suggests that understanding our

senses provides us with a composite picture of the world and allows us to plan

what to do and how. Furthermore, according to this theory, the integration of

sensory input isn’t working properly in autism.

While this is true, as we know from theories around getting the gist (see

Chapter 5), some have questioned how the theorists get from here to the sug-

gested interventions, which are targeted at individual programmes where

sensory stimulation is purported to train up the child’s sensory system. This is

done primarily by giving children lots of diverse sensory experiences through

occupational therapy and physiotherapy and a range of activities. Sensory

integration theory seeks to explain over- or under-reaction to stimuli and

inappropriate responses. Sensory integrationists also propose that tactile

defensiveness (seen in those children on the spectrum who hate to be touched)

is to do with this theory, although in our view it is probably explained better

by difficulties the child on the autism spectrum has in understanding the

social meaning of touch, and problems with unusual sensory experiences and

preoccupations (Chapters 6 and 17).

Son-Rise program, the Option Institute and the Autism Treatment Center of
America

The Kaufmann family drove the development of the Son-Rise program as a

division within the Option Institute and the Autism Treatment Center of

America and this has been going now for over 20 years.
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The Option Institute is in Sheffield, Massachusetts, USA. Son-Rise is an

approach to treatment and education designed to help children with autism

and their families and carers. It relies on some key principles that include:

• actively joining in a child’s repetitive or unusual behaviours in an
attempt to facilitate more social interaction

• focusing on the child’s motivations and interests to facilitate
learning and the acquisition of skills

• encouraging interactive play and using this for learning

• maintaining a caring, non-judgemental and positive attitude in
interactions and expectations

• acknowledging that the parents or carers are the child’s most
important and lasting resource

• creating a safe, distraction-free work/play area.

This approach exploits the child’s interests and the adult interacts with what

the child is doing. It very much relies on getting down to the child’s level. It

suggests that social interactions and learning are best facilitated through the

child’s own interests. Therapists are specifically asked not to dominate or

become directive in play and interactions. Therapy begins in the playroom, set

up to specific guidelines and required to be quiet and decorated without

intense colours or fuss. The approach recognises that the autistic child’s

anxiety inhibits interaction and learning, and that environments and activities

that minimise anxiety will best facilitate learning. Therapists will often be

parents and volunteers who are trained on special courses.

SPELL

The National Autistic Society (NAS) in the UK has used an acronym to put

some sort of framework around interventions. It recognises that all interven-

tions should be tailored to the individual but suggests that there are key areas

where adults and children with ASD have experiences that lend themselves to

intervention.

The acronym for this framework is SPELL, which refers to:

• Structure (to the environment and activities)

• Positive approaches and expectations

• Empathy
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• Low arousal

• Links.

TEACCH (Treatment and Education of Autistic and Related Communication
Handicapped Children)

The TEACCH approach was developed in the 1970s by Eric Schopler and

others at the North Carolina School of Medicine Department of Psychiatry.

The approach seeks to help people with ASD pursue life and independence to

the best of their potential supported in the community. In 1972 the North

Carolina General Assembly passed legislation mandating creation of the

division for TEACCH. It was the first American state-wide, comprehensive

community-based programme dedicated to improving both the understand-

ing of autism and services for children with autism (and other communication

disorders) and their families.

The major priorities include focusing on the individual, understanding

autism, and a broadly-based intervention base building on existing skills and

interests. TEACCH has as its philosophy the notion that people with autism

are part of a distinctive cultural group, not inferior to people without autism.

Each programme is tailored to the individual – recognising everyone is differ-

ent. Organising the physical environment, developing schedules and work

systems, making expectations clear and explicit and using visual materials

have been effective ways of developing skills and allowing people with autism

to use these skills independently of direct adult prompting. Close attention is

paid to the learning and social environment and giving a clear structure to all

teaching (for example, minimising distractions such as visual stimuli or noise).

The importance of parents and of the relationship between home and school

are emphasised.

TEACCH suggests structured teaching is important but does not dictate

where people with autism should be educated. This is a decision that must be

based on the skills and needs of each individual student. While deficits are

addressed there is a focus on cultivating strengths and interests and maximis-

ing potential. TEACCH is a lifetime approach that recognises changing needs.

It suggests the need for periodic assessment and monitoring to keep interven-

tions developmentally appropriate.

TEACCH provides services such as assessment and diagnosis, individual-

ised curriculum development, social skills training, vocational training and

parent counselling and training. In addition TEACCH clinic staff provide
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consultation to a range of professional groups. Parents and teachers can be

trained in the TEACCH approach.

Medication

There are no known complete cures for autism, using traditional medicine,

herbal medicine or homoeopathy. Drugs and medicines do not treat the core

features of autism. To date we don’t have any clear evidence to show specific

brain biochemical abnormalities. Most treatments for conditions where brain

biochemistry is affected (such as Parkinson’s disease) have a clear logic and

rationale for using particular medicines. We do know that children with

autism may be more likely to have higher levels of a chemical called serotonin

(5 hydroxy tryptamine) in their blood and, although we know that serotonin

is an important chemical in the brain, specific brain abnormalities have not yet

been found. We may know more in the future but at the moment there is no

logical rationale for any specific medication based on known biochemical

brain abnormalities in ASD.

This leaves uncertainty, and also means that many parents and clinicians

have tried many different things. The overall message is that educational and

behavioural treatments should currently remain the first port of call for

dealing with ASD. Sedating children to control behaviour is in our view not

ethical. In practice, then, when medication is used it is often on an ad hoc basis

rather than with the backing of proper research. Very few of the medications

used are licensed for use with children or autism. If you have any specific ques-

tions about this you need to ask your own family doctor.

Doctors using medication often end up treating symptoms associated

with autism rather than the autism itself. Some of the more helpful drugs used

are as follows. We have described groups of drugs rather than specifically

named medications because, as we write, new advice about restrictions of

certain drugs is being given and new research is reporting its findings. For

more information go and see your own doctor.

Serotonin reuptake inhibitors (SSRIs)

There are several SSRIs and they are usually used for treating depression and

obsessive-compulsive disorder in adults without autism, although profession-

als are currently advised to avoid using several of them in young people.

Doctors sometimes give this type of medication to children who have autism

with lots of compulsions, intense preoccupations and repetitive behaviour.
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There are some studies of young people with ASD that show that this medica-

tion may improve repetitive behaviour and also, on occasion, aggression.

Dopamine blockers

Some clinicians have found that drugs that are used for psychoses (like schizo-

phrenia) may help to reduce challenging behaviour, although most clinicians

would want to try a range of other behavioural strategies before considering

this. One of the problems with these medications is the side-effects, including

potential long-term side effects such as movement disorders. Always discuss

these with your doctor when weighing up potential benefits and risks.

Dopamine enhancers

Some clinicians use stimulants (which act in the brain at dopamine and other

neurotransmitter sites) to improve severe symptoms of inattention and overac-

tivity. There is very good evidence that these drugs alleviate symptoms of

ADHD. So if your child has this as well as ASD this may be suggested by

doctors. They probably work less well in young people with moderate to

severe learning difficulties and so are more commonly used in Asperger

syndrome where ADHD is also a problem.

Adrenaline and noradrenaline systems

Some drugs, such as clonidine, may help with overactivity in autism.
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Homoeopathy

There are numerous remedies that are used by many parents to manage stress,

anxiety and extreme behaviours. Again, there are not many RCTs to show

effectiveness (a deficiency in much of autism research) but we have come

across no evidence of any serious harm being caused to children on the autism

spectrum, and many parents advocate its use.

Other medication

Some doctors use melatonin, which is the natural sleep hormone, to help with

sleep disorders in autism. There are no good research studies to show how

well this works and it may suppress naturally produced melatonin, but some

case reports have suggested that in some circumstances it works well. It should

only be used alongside behavioural treatments similar to those mentioned in

the chapter on sleep.

Many other medications have been suggested on some websites or by par-

ticular clinicians but research evidence does not support their being recom-

mended by most doctors at the current time. To discuss some of these medica-

tions (such as mood-stabilising drugs, beta-blockers, opiate antagonists or

anti-fungal agents) it would be important to see a specialist. Even though

there are many people requesting them and case reports suggesting they help

in some circumstances, there is surprisingly little evidence from proper

research studies.

Summary

There are many, varied approaches used to help children with ASD. Only a

small number of them have been mentioned here. The National Autistic

Society has produced a book covering more approaches in greater detail (NAS

2003). So far, we have not come across any miracle cures, but we have found

that several of the approaches described here have been of great benefit to

children with ASD and their families.

Early intervention is in our view essential (for example EarlyBird) and

TEACCH approaches have revolutionised classroom layout, structure and

activities to the benefit of children with autism spectrum disorders. Other

strategies such as the Picture Exchange Communication System can make a

large contribution to improving communication. Several of the programmes

such as Son-Rise also recognise the strengths of creative parenting and the

importance of not leaving children to their own devices, but engaging regu-

larly with them from an early age.
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Chapter 21

Final Thoughts

We hope that families and professionals find this book useful. We would like

to hear from any parent or carer who has found interventions or strategies

helpful, and we will try to build them into the next edition. We are learning all

the time. We have tried to make the book accessible, and to explain up-to-date

theories of autism in an understandable way. We believe that this knowledge

will be a source of power for families. The vast majority of parents and carers
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we know are loving, caring families seeking to do their best for their children.

We hope that this book will help them.

Bringing up children with ASD is much harder work than expected. We

see the huge efforts that parents, carers and other professionals such as

teachers make to help children develop. We would like this book to be an

encouragement to them – recognising that it is at times exhausting, but giving

a message that their work is worthwhile and can make a huge difference. We

are often in awe of parents and carers and their commitment, and would like to

thank so many of them who have taught us so much.
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Appendix 1:
A template for making sense of a child's
behaviour and planning ways to help
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1. What is the problem?
This is not as easy as it seems! Take some time with friends or relatives to explore this in some

detail. Ask yourself what your child does (or does not do) that you would like to be different.

Try to be very specific and not too general (e.g. ‘refuses to put shoes on in the morning’ is more

specific than ‘problems getting dressed’).

2. Why does your child behave in this way?

Situations and settings: Where does the
behaviour happen? Where does it not
happen? Is it to do with something in the
environment (smells, noises, what other
people do, etc.)? Who is around when it
happens?

Triggers and timings: When does it happen? Is
it to do with anything pleasant or
unpleasant? What are the timings in relation
to other things? When does it not happen?

Mindblindness: Is it to do with
mindblindness? Does your child realise
he/she needs to communicate his/her needs
to someone? Can the child see others’
points of view or understand feelings and
needs of others in this situation?
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Getting the gist: Is the problem associated
with not understanding what is going on
and why? Does your child understand the
meaning of events and that things have a
certain order?

Imagination: Does your child think
imaginatively and does this affect the
behaviour?

Preoccupations and sensory experiences: Is the
problem associated with sensory experiences
and/or preoccupations? Is the environment
too complicated or interesting?

Social interaction: Does your child do this
alone or with others? How does this affect
the behaviour?

Communication: Is the problem associated
with language or communication
difficulties?

Emotions: Is the problematic behaviour
related to anxiety or mood? Is it to do with
your child’s temperament? Is there anything
else that might be affecting or upsetting
your child (e.g. memories, dreams, illness,
tiredness, boredom)?

Sameness: Is it to do with a need for routine
or habits? Is there a problem associated with
being in control? Has there been a change
of routine at home or at school?

Responses: How have others responded to the
behaviour? Does something happen after
the behaviour that is important? How does
it affect the behaviour in the future?

Benefits: What positive outcomes happen for
anyone (e.g. you, your child or your child’s
sibling) as a result of the behaviour? (Rack
your brains: there usually are some!)
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3. What is the goal?

What is your specific aim (e.g. ‘Encourage Moses to interact with us for a

few minuites each day’)? Is the goal of benefit to you or the child or both?

Give a thought to the future. You are trying to prepare your child for the

future as well as dealing with the present. Check that it meets the SMART

criteria below.

• Specific. Be clear and specific (e.g. ‘Help Ali to say “hello” to
Grandma’, rather than ‘Help Ali to be more sociable’).

• Measurable. Have an outcome or something that you can see
and count (e.g. ‘Say “hello” to Grandma when she comes to
visit’).

• Achievable. Start with something that is possible to achieve,
otherwise everyone will feel disheartened.

• Realistic. There is little point in trying to achieve something that
is unrealistic. If the child has not learnt to speak yet, learning to
say ‘hello’ is unrealistic.

• Time limited. Be clear that this is something you would like to
achieve in a certain time period. It will help you to focus.

4. Plan strategies

With friends or relatives write down as many ideas as possible that come

to mind about how you might deal with the problem, matter how silly

they may seem – it’s often these ideas that lead to creative solutions!

Choose the strategy (or combination of strategies) that you think is

most likely to work and that you are most likely to be able to carry

through.
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5. Checking

When you have a plan, write it down and check:

• the benefits for everybody concerned

• the costs – it terms of emotions, time and resources

• what might get in the way to stop it working? (Find ways of
dealing with these if possible before you begin.)

6. Put the plan into action!

7. Monitor progress

If/when problems occur, don’t be disheartened, go through this process

again thinking about when, where and why it’s not working and plan

additional strategies.



Appendix 2: Sample sleep diary B

327

Mon Tue Wed Thurs Fri Sat Sun

Time to bed at
night

Time to sleep at
night

Time awake in
night

Time woke up in
morning

Time went to sleep
in day for nap

Time woke up in
day after nap

Total hours asleep
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Schedule (ADOS-G) 26

Autism Spectrum Disorder (ASD) 21,

29–31, 37–8, 43, 49–52, 55,

64–8

Autistic Disorder 31

Ayres, J. 305

Baron-Cohen S. 43, 133

behaviour, causes of difficult

antecedents 91, 102

as communication 93, 98–9,

182

children without autism 93

development and 263, 273,

285

environment 194

frustration and 72, 91, 93, 99,

101

getting the gist 98–9

habit 100, 245, 249, 263

imagination and 99

over-indulgence 96

over-stimulation 194

power 96

preoccupations and 99, 271

routine and 99, 194

social interaction and 99

theory of mind 97–9

behaviour management

see also individual behaviours

autism and boundaries 103,

142, 177, 197

calm 94, 185, 187, 195, 237

clear instructions 94, 142, 177,

185, 197, 237

consequences 91, 95, 109, 188

consistency 103, 107, 235,

237–8, 248–9, 255,

281–2

desensitisation 108, 249, 252,

255, 258, 272, 282–3

distraction 107–8, 118, 185

emotion thermometer 196

escalation of behaviour with a

behaviour programme 107,

236–7

extinction 108

fading 242–3

fear of harm to child 96

firmness 94

flexibility 103

goal setting 100, 110, 180

ignoring 103, 107, 238

internalising external messages

of control 104, 172–3

language, simple 107, 171,

179, 187, 280

model to manage 97–101,

111, 117–9, 161–2,

183–6, 225, 265–7

modelling 141

motivation 173

persistence 235, 248–9

plans 94, 100

praise and approval 94, 104,

110, 185

prevention 100, 103, 143,

185, 195, 197

principles 91–101, 263

prompting and fading 102,

280

proximity 252

punishment 180, 284

red card 129

reinforcement 91–2, 99, 105,

239

328



reinforcers 91–2, 99, 104–6,

110, 181, 236, 239–40,

repetition 180, 238

resistance 237

resources 100

response costs/hierarchy 110

restriction 281

rewards (delaying rewards) 94,

104–10, 150, 173,

184–9, 272, 284

routine change 118, 166, 175,

187, 192, 196–7, 237–40

safety 96, 103

selectivity 103

settings 92, 98, 102, 161,

183, 265

shaming 94

shaping 104, 141, 150, 166,

170, 268, 273

situations 98, 161, 183, 265

social stories and 192, 197

social interaction 116–22

strategies 94, 100, 109

time out 109, 129–30, 156,

183, 188, 196

time and timing 98, 161, 177,

180, 183, 187–8, 192,

197, 265, 278, 282

traffic light system 110, 186,

188

triggers 92, 98, 102, 161, 183,

194, 265

walking away 94, 237

warning 196

withholding 166, 174–5

Berard, G. 302

bereavement 83, 155

birth trauma 35

biting 109, 71

body language 141, 151

see also gestures

boredom 91, 118, 182, 265

brain

damage 30, 35

releasing narcotic-like

substances 72

bullying and teasing 125, 128, 153,

155–6, 279

camaraderie 123

catatonia 279–81

causes of autism 14, 21

central coherence 53, 57

change

behaviour 64

environment 18, 128–9

routine 102, 103

Checklist of Autism in Toddlers

(CHAT) 26

cheekiness 85, 126, 179–80

child development team 23, 25

child psychiatrist 23, 25

childhood autism 31

Children’s Autism Rating Scale

(CARS) 26

Circle of Friends 125, 131, 150, 319

circle time 151, 156

Clements, J. 92

clinical psychologist 23, 25, 170

collecting things and clutter 122–5,

278

see also preoccupations; sensory

interests

comedy 71

comfort 118

communication 159–180, 187, 240

bluffing 133

conversation see conversation

distress 273

difficulty in expressing self 251

face to face 171

frustration 82

gesture 82, 86

getting the gist see getting the

gist

giving time for 171

language and 81–7, 160, 171,

180, 187, 240

lies 133

limited 118, 161–8, 246, 265

listening 140, 144, 177

motivation 160

needs 111, 245, 252, 272

non-verbal 86, 161, 173, 187

objects, use of 171

persuasion 133

preoccupations creating

problems with 160,

263–4, 272

skills 318, 320

social 82

sound and 121, 174

visual 187

withholding 166, 174–5

companionship 114

compassion 28, 49

competition 114, 123

compulsive behaviours 28, 65, 68,

114, 154–5, 194, 264–7,

274–285

desensitisation 282–3

doors and windows 275

head banging see head banging

limiting 281–2

prevention 278, 281–2

rewards 284–5

routine 21, 276–8

shaping 283–4

computers

learning 134–5, 166, 172

skills 149

as reward 106, 289

consistency and flexibility in routines

102–4

constipation 232–4

context 53–4, 64, 278

control 46, 96, 251, 253, 273

conversation

building 84, 86–7, 144

detailed 84

difficulties with 19, 21, 28, 46,

84, 86–7

facts and 83, 87

feelings in 83

initiating 28, 83

interests and 176

listening 140, 144, 178, 268

one-sided 84, 86–7, 123, 178,

268

replaying 135

rituals and scripts 149, 176,

268

speed of 84

starting in the middle 84, 86–7

sustaining 28, 86

time limits during 140

turn-taking 84, 86–7, 140,

144, 177, 268

social 149

understanding others’ needs

46, 84, 86–7, 268

coping 39, 131, 128, 178

core problems associated with autism

27, 29, 51

creativity 74–5, 80, 140

criticism 181

crowds 191

crying 71, 108, 236–9, 246

cuddles 239

danger and safety 96, 145, 152–3,

195, 251

road 103, 195

running away 239

strangers 127

deafness 14, 26, 30

decision making 276, 279–81

desensitisation 108, 249, 252, 255,

258, 272, 282–3
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detail 55–56, 58–59, 64, 65, 114,

168–9

in conversation 84

detection of autism at birth 14

development 15, 24, 26, 28, 30, 101

diagnosis 20–31

Diagnostic Interview for Social

and Communication

Disorders (DISCO) 26,

313

Diagnostic and Statistical

Manual of Mental

Disorders (DSM-IV) 29,

313

explanation card 39

International Statistical

Classification of Diseases

Tenth Edition (ICD-10) 29

World Health Organisation 29

Diagnostic Interview for Social and

Communication Disorders

(DISCO) 26

Dillenburger, K. 301

distraction 107, 121, 278

distress

alone in bedroom 250

preoccupations and 264–9

when prevented doing

something 18

dolphin therapy 302, 322

door banging 107

Dopamine 309

drawing and painting 74–5, 79, 140

dreams 252–3

dressing 101, 274

drive for central coherence 53, 57

see also getting the gist

Durrand, M.V. 242

dyslexia 30

dyspraxia 30

EarlyBird 165, 303, 310

early intervention 165, 310

ears 71, 295

education see school

see also facial expressions;

mindblindness

emotion thermometer 131–2, 196

emotional understanding

anticipation of 58

the child with autism 195

context 131

computers 135

conversations 83

development of 72, 130–5

improvement of 131–2, 134

intensity of emotion 131

pain 72

rudeness 168

understanding others’ emotions

131-5

approval 94, 111

bereavement 84

boredom 268

compassion 28, 46

development 17, 19, 21,

43, 147

distress 17, 28, 177

faces see facial expressions

fear 50

humour 49-50

learning 113, 131–5,

156, 158, 253

mindblindness and 43,

45-6, 64

see also

mindblindness

empathy see understanding others

extinction 108

eye contact 14–7, 19–20, 27, 45, 86,

119–20, 122, 163–4, 171,

174–5

anxiety 14

following gaze of others 45

facial expressions

blank or flat 21, 119

context 56

conversation 86

interpretation and

understanding of 27, 45,

52, 56, 64, 85, 134,

315–6

unusual 21

facts, liking or preoccupation with

19, 83, 87, 169

faeces 96, 223–35

smearing 225

family

coping 39

death of a family member 83

effects on family relationships

36–8

emotional effects on the family

32, 33–40, 81, 97, 155,

181, 191, 193, 198, 235,

256, 259

genetics 21, 24, 25, 37

grandparents 37–8

risks of autism 37

siblings 37, 239, 249, 263,

265, 271, 276, 314

stigma 38

fans 67, 71

fantasy 74

Father Christmas 140

Tooth Fairy 140

fashion 169

fear see anxiety

feeding and food 108, 198–208

faddiness 56

brands 71, 199

diets 198, 199–202, 300, 302

mealtimes 198

places 204–6

smell 18, 70

taste 70–1, 200

temperature 68

weaning 198, 202–4

fire setting 249

first worries 13–22

flapping hands 16–9, 287–90, 296

friendships 19, 28, 113, 125, 128,

131, 146–52

buddy systems 150, 156

bullying 128, 155–6

choosing friends 128–9,

146–7

circle of friends 125, 131, 150

common interests 148–9, 151

development of 146–52

diaries 150

give and take 147

mindblindness and 128, 146–7

pen pals 149

sharing see sharing

sustaining 147

trust 147

turn taking see turn taking

unpopularity 125

frustration, 82, 181–197

communication and 82, 111,

240

coping with 45

expressing 72, 91, 93, 101,

111

fun 76–7, 114, 120–1, 130, 187,

264

future plans 96

games 187, 239

card games 151

chess 151

emotion focused 134

group see group work

matching pairs 172

naming 170

generalising learning 57, 115
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genetics

fragile X screening 25

risks of autism in the family 37

gestures

absent or delayed 16, 19, 45,

82, 161, 173

adult’s hands as tools for the

child 83

beckoning 19

be quiet 141

explaining 141

games 141

learning 141, 173

nodding 82

pointing 16, 19, 45, 82,

164–5, 174

shaking the head 82

understanding of 52, 64, 173

waving 19, 141

getting the gist 53–65, 99

communication and 160–5

context 53, 133, 271–3

daily routine 279–80

exercises to improve 57–64

exploitation 127

faces, understanding 56

friendship 183, 186, 269

interests 55–6, 268

language 53–4, 81, 85

night time 236–7

objects, understanding 55–6

play 55, 120, 123, 265–8

pranks 127

preoccupations and 265, 268

repetitive behaviours 28

school 279–80

shopping 190–1

sleep 236–7, 251

socialisation 114, 123, 127,

163, 183, 186, 268–9,

271–3

time perception and 277

understanding 57–63

grandparents 33, 37–8, 95, 263

Gray, C. 144, 150

group work 17, 134, 141–2, 150

freezing 134

gestures 141

mirrors 134

sculpting 134

social use of language 170

video feedback 151

guessing what the child wants 93,

161, 164

Hadwin, J. 133

hair 69, 73

Hanen 180, 301

Hanen programme 180, 301, 320–1

Happé, F.G.E. 133

head banging 71, 91, 96, 181, 196,

238, 282, 290–5

protective helmet 282–3, 294

head butting others 183

headache 91

health visitor 13, 15, 23, 33

hearing

difficulties 14, 26, 30

impairment 14, 26

testing 25, 33

Higashi 303, 322

high functioning autism 30–1,

144–5, 149

hitting 104, 142, 182–9, 240,

homeopathy 300, 310

homework 86, 106

hovering 276, 279–281

Howlin, P. 133, 137

ICAN 317

Iceberg metaphor 92

idioms 77, 142, 170, 179

literal thinking 77

paralleling 179

understanding 77, 317

illness 238, 246

imagination 74–80, 113

being somewhere else 78

computers 135

creativity 74, 136

delay 78, 117, 124–5

development of 28, 75, 124–5,

135–140

difficulties 16–7, 19, 28, 46,

65, 78, 124–5

drawing 140

fantasy 74

flexibility 28, 75, 136

future 77–8, 80, 94

imaginative thoughts 74

invention 74, 136

memory and 135–7

mindblindness and 76, 117

painting 140

planning and 136

play 124–5, 136, 140, 158,

265

pretend play 16–7, 19, 28, 46,

139–40

problem solving 184

promoting 125, 135–8

real and pretend 139–40

role-play 74, 139

symbolic play 74–5, 137–8

time 78

intelligence 22, 25, 30

InterACT 317

interests see preoccupations

intuitive learning 56, 75, 77, 115

investigations

blood tests 25

fragile X screening 25

irony 77

irritability 235

isolation 112, 116–22, 122–5, 148

joint activities 113

Kaufer, F.H. 92

Kaufmann, 305

Keenan, M. 301

Kerr, P. 301

kissing 69, 143

Kitahara, K. 303

language 17, 80–7

absent or very limited 86, 107,

118, 170–6

abstract 28, 81, 133, 140

accent 19, 83

body language 141

see also gestures

communication see

communication

complex 179

conversation see conversation

delay 15–6, 26, 28, 81, 113,

159

development 15–6, 29, 81

echolalia (repeating words) 82,

84

getting the gist see getting the

gist

hidden meaning 141

literal 21, 85–6, 123, 126–8,

179

loss of 16

misinterpreting 85

naming game 167

neologisms (made up words)

82

odd 28

repetitive 17, 19, 28, 82, 84,

177–8

rhymes 176

self talk 176

semantics and pragmatics 32,

86–7
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simple 107, 171, 179, 187,

280

social use of 81, 83, 85–7,

146, 170, 269

stilted 173

subtleties 141

swearing 179

unusual 28, 8

verbose 17, 83

vocabulary 17

laughter 71, 77, 170, 187

interpreting 169, 279

response to stress 128

learning

associative 56

chaining 101

computerised 167

generalising 57, 115

imaginative skills 135–8

internalising social rules 145–6

intuitive 56, 77, 115

planning 136–7

play 75, 137–8

problem solving 157

rigid 57

rote 56, 76, 149

settings 57

social rules see social rules

social use of language 146,

170

style 57

symbolism 137–8

videos and 150

Leigh White, A. 150

life skills

dressing 101, 143, 154, 186

hygiene and washing 154–5

planning the day 102

lining things up 16, 18, 29, 67, 138

listening skills 140

literal thinking and understanding

21, 28, 53–4, 77–8, 85–7,

126–8, 177, 179

logic 75, 77, 169

logos 68, 172, 261

lost skills 15

Lovaas 172, 303, 323

Lovaas, I. 172, 301, 303, 304

lying 46

mannerisms 16, 18, 28

Measles Mumps Rubella (MMR)

vaccine 15

medication 258–9, 281, 308–10

melatonin 258–9

memory 74–80

concrete 136

imagination and 135–7

replaying events verbally 135

methodical 75

Mifne 304, 323

milestones 15

mindblindness 27, 43–52, 59–65,

119, 147, 239–240

behaviour and 117, 162–4,

189, 226, 269, 276–80

communication and 160, 268

degrees of 50, 112, 129

different rates of development

of 51

friends and 128, 146–9

imagination and 76

listening and 140, 268

mind reading skills 131–5,

236

personal space and 151

rudeness and 168–70

social constraint and 181

social use of language and

85–7, 170

see also theory of mind

‘motivational stuckness’ 279–81

movements

fascination with 67

hand flapping 16–9, 287–90,

296

initiating, problems with

279–81

repetitive 18, 28, 296

unusual 16, 18–9, 28

music 56, 107, 139, 156, 174, 195,

246, 248, 285

music therapy 174, 285

nakedness 152–3

narcotic-like substances 72

National Autistic Society 303, 306,

310, 322

neighbours 107, 247

nihilism 96–7

non-verbal clues 64

nursery school 17

obsessions 274

Obsessive Compulsive Disorder 29

Occupational therapist 170

Options 164, 305, 306

over-indulgence 96

paediatrician 15, 23

pain thresholds 71–3, 309

parent(s) 33–40

affection 238

anger 33, 193, 239

anxiety 198

depression 96–7

embarrassment 181, 191

exhaustion 95–7, 235–6, 240

experts 102

loss 81

protective 246

relationships 235

respite 97, 216 163, 201, 212

self-blame/guilt 81, 240, 247,

284

self-doubt 33, 81

sleep 235–59

stress 36, 278

withdrawal 284

parenting 91–111

anger 193

detective work 91, 182

disapproval 181

fear of the child 96–7

feeling sorry for the child 96

guessing what the child needs

93, 161, 164

joining in 119–20

mealtimes 198

overprotectiveness 156

shouting 183

support for child 129

swapping roles 247

time out 183

passive 116

pathological demand avoidance 32

patterns

fascination for 18, 55–8, 66–7,

73, 114, 265–8

lack of imagination and 65,

138, 265

search for (expectations of ) 57,

104

PEACH 323

Perner, J. 6, 43, 44

personality and temperament 18, 30

Pervasive Developmental Disorders

31

photographs and pictures 103, 124,

156, 170–1, 176, 180, 192

Picture Exchange Communication

System (PECS) 79, 107, 168,

170, 293–4, 305, 323

placid 30, 116

planning

difficulties with 74–80, 136–7

strategies 97–101, 111,
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play

assessment 24

cars 16

chasing 130

concrete 137–8

creative play 74–5, 138, 140

development 65, 146–7

flexible 264–7

getting the gist of 114, 265

imaginative 16, 75, 80, 137–8,

158, 265

joint and mutual 122, 138–9,

141, 164–5, 186, 266

memory and 75, 135–6

peek-a-boo 120

with peers 28, 122–5, 138–9

see also social interaction

pretend (make believe) play

16–17, 19, 46, 74–5

repetitive 19, 138, 140, 296

role play 74–5, 139, 151, 177

rough and tumble 109, 130

round and round the garden

141

row the boat 141

sameness 19, 138

shared 130, 141, 164–5, 266

solitary 17, 65, 116, 122–5,

138–9

songs 141

symbolic 74–5, 137–8

tickling 130, 141

turn taking 138–9

playgroup 17–6, 19, 45, 141,

163–6, 175

poo see faeces

predictability 72, 75

pregnancy 34, 37

preoccupations

acceptability 273

acorns 122

activities 261–2

aeroplanes 106

aliens 262

batteries 260

Blu–tack 173

books 162

cars 173, 264–8

car wash 261

cards 106, 262

catalogues 116, 138, 161, 163

classification 260

colours 265

computers and computer games

58, 149, 172, 261

conkers 122

control and 273

curtain hooks 260

detail 28

development and 263, 273

dinosaurs 125

directions 262

Egypt 262

electrical goods 261

engines 71

environment 261–262

fabric 143

facts 19, 83, 87, 169, 261

fans 67, 71

fluff 260

glitter 270–4

grids 18

history 126, 262

intense 28, 260

keys 106, 173, 260

knowledge 261–2

lamp-posts 18, 261

leaves 122

lining things up 264–7

logos 18

manhole covers 261, 275

maps 18

marble runs 262

maths 126

mechanisms 58, 178

memory 80

models 106, 250

movement 28

numbers 261

objects 260–1

paper 116

paper clips 260

patterns 28, 265

people 69, 70, 73, 115, 135,

143, 262, 263, 269, 284

postage stamps 261

potato peelers 18

pylons 261, 267–8

radiators 275

restricted 31

rewards 106

road signs 18

Roman numerals 172

rollercoasters 264, 267

rubber bands 260

scaffolding 268

science 126

sensory 65–80, 262

see also sensory interests

shared interests 148–9, 151,

165

shoes 284

signs 158

size 115, 262, 282, 284

social acceptability 268

spinning objects 16, 67, 154

sticks 260

stones 122, 260

straws 260

string 260

television programmes 262,

277

time 262

timetables 262

Titanic 126

trains 106, 130

traffic lights 18

twisting objects 154

UFOs 262

unusual 18, 28, 260

videos 138, 261

war 262

water 107

water hydrants 261

pretend play see play

prevalence 13

problem solving 75–6, 79–80, 82,

157

psychometric assessment 25

randomised controlled trials 299

regression 15, 82, 87

relaxation 103, 265

repetitive

behaviours 28, 29, 112, 117

door banging 107

language 17, 19, 79, 82, 84,

87, 135, 177

movements 18, 287–90

noises 82

tasks and understanding of

language 86

when to target change 287

respite

for families 97

for the child with autism 112

restaurants 70, 145

rituals see compulsive behaviours and

routines

road crossing 104–6

rocking 18

role play 74–5, 129, 151, 177

rote learning 56, 76

rough and tumble 109, 119, 130

routes 79

routines 274–85

anxiety 156, 277–8

bedtime 241–4, 250, 252,

254, 257, 278
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complex 124

compulsive 21, 277–8

daily 122, 124, 156, 199,

238, 244, 247–8, 253–4,

265

expectations 57, 77–8, 156,

182, 199, 239, 253, 265

habit 18, 68, 104, 118,

121–2, 184, 187, 265,

274–85

intense 28, 118

mornings 278

need for 21, 122

planning 102, 253

predictability 121–2, 184,

187, 277–8

preoccupation with 114,

277–8

sleep and night 237–40,

242–4, 245, 248, 250,

252–3

social see social routines

time 150, 199

visual timetable 103, 124, 156

rudeness, apparent 77, 85, 126, 155,

161, 168–70, 179–80

rules 104, 110, 125, 197, 272

clarifying 125

generalising 115

Sally Anne test 43–5

sameness

liking for 18–9, 68, 77–78,

191, 199, 274–5

logos 68

treatment of others 46

school 39, 282–3

anxiety and stress 128, 271,

278

autism advisor 128, 272–3

boundaries and rules 102

see also behaviour

management

buddy systems 150, 156

calm 103

change 128

Circle of Friends 125, 131,

150

circle time 151, 156

clutter 102

computers 135

co-operation 271

emotion thermometer 131–2

emotion understanding projects

131

interactions with teachers

85–6, 126–30, 270–2,

294

listening 140

meetings 129

quiet room 194

routine 281

social stories 145, 150, 318

teachers see teachers

time limiting 140

Schopler, E. 92, 307

screaming 111, 116, 161, 248–9,

284–5

secretin 300

self-centredness, apparent 45–6, 52,

64, 97, 111

self harm 193, 251, 295

see also head banging

semantic pragmatic disorder 32

sense of humour 54, 76–7, 80, 113,

133, 141–2

cheeky 85

irony and sarcasm 77

puns and wordplay 77, 142

slapstick 77, 142

sensory fears 18

atmosphere 277

dark 251

labels 196

glitter 270–3

loud noises 18, 71, 156, 191,

196, 224

smell 73, 196

sound 71, 156, 196

taste 73

texture 73

touch 18, 128

visual 67, 191, 196, 270–3

Sensory integration training 305, 323

sensory interests 65–73, 156, 260

colours 265

flicking 262

holding 56, 157

lights 58

mechanisms 58, 178

mouthing 123

movement 55, 154, 262

pain 71–72, 91

parts of objects 54, 154, 262,

268

preoccupations 28, 260

rhythm 117, 165

sight 56, 64, 65, 72–3, 154,

265, 267–8

smell 18, 56, 64–5, 70, 117

sound 56, 58, 64–5, 71, 117,

157, 165, 277

spinning 16, 18, 154, 262,

268, 291

stroking 69, 103–4, 143

taste 56, 64, 65, 70–3, 123

tearing paper or card 157, 195

temperature 68, 70

texture 18, 56, 69, 143, 263

touch and feel 18, 56, 64–5,

69, 103–4, 117, 123,

143, 157

vibration 68–9, 157

visual see sight

sensory sensitivities 65–73

blackout curtains 246

clothing 278

colour 197

crowds 191, 196

fabric 69, 197

intensity 73, 191

light 191, 196, 245–6

over-stimulation 194

noise 18, 65, 71, 73, 194,

196, 246, 251

smell 18, 70, 196, 200

sound 71, 251

taste 200

texture 69, 200, 226, 229

touch 18, 128

severity 29

sequencing events 78–9

Serotonin reuptake inhibitors (SSRIs)

308

settings, triggers, actions, results

(STAR) 92

sexuality 152–4

sharing

excitement and pleasure 28, 46

interests 123–4

play and games 130, 148, 187,

289

space 144

things 19, 28, 46, 93–4, 97,

125, 148

shopping 181, 190–2, 284

shoes 71, 190

shouting 235, 271

shyness 14, 18, 21, 26

siblings 37, 239, 249, 263, 265,

271, 276, 314

skills and strengths 10, 32, 38, 149

sleep 235–259

bedroom 257

bedtime 241–4, 250, 252,

254, 257

controlled crying 108, 237–8

desensitisation 249, 252, 255,

258
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diary 241–2, 247–8, 254,

256, 259

fading technique 242–3

fears being alone 249–55

getting off to sleep 108,

236–8, 245

medication 258–9

nightmares and night terrors

253–5

resists sleep 249–55

routine 237, 239, 242–4,

245–6, 248, 250, 252,

257

sleep restriction 242–4

tantrums at bedtime 238–244

waking in the night 237

smacking 109

SMART 100, 118, 266, 272, 285

smiling 81, 163

social anxiety 114–5, 123–4, 129,

158, 268, 277–8, 281–3

social behaviour, inappropriate 116,

126–30, 152–3

social constraints 181

social context 169

social conventions 144, 152–3, 155,

269

social cues 102, 113, 141–2, 158,

172

in conversation 84

social development 113–115, 123,

145–6, 158

social difficulties 20–21, 31, 45,

126–130

social functioning 29, 31, 45, 96,

113, 126–130, 131, 133

social interactions 14, 45–46, 52, 65,

93–5, 126–130, 140–146, 170

anxiety and 26, 114

avoidance 115, 122

enjoying conflict 184

experience and 114

feedback 170

flexibility 46, 49, 52, 64, 75

getting the gist and 123

give and take (reciprocity) 46,

269

greeting 165

imagination and 75

initiating interactions 130,

139, 160–8, 269

interest in others 156, 45

intuition 114, 158

joint activities 113

mindblindness and 113, 122,

133

pleasure in 184

predicting behaviour 49, 64,

75, 133, 156

preoccupations and 114, 154,

156, 172

privacy 152

repetitive behaviours and 114,

156

responses of others 163–5,

169–70, 201, 291

routine and 122

‘self-thinking’ 133

sensory interests and 114, 156

sharing see sharing

showing things to others 19,

124

special interests and 114

turn taking see turn taking

social learning 72, 115, 123, 143

debriefing 131, 170

feedback 170, 277

generalising 115

preoccupations and 154

rote 130

rules 77, 269

sensory interests and 154

shaping 150

social meaning 65, 71–2

clapping 71

laughter 71

pain 72

social norms 68, 96, 142–6

social pleasure 58

social problem solving 75–6, 82,

157–8

social routines 144, 149–50, 269

rituals and scripts 149, 176

social rules 142–149, 158, 269

conversations 144, 165, 269

expectations 102

learning 113, 123, 125, 143,

151, 165, 170

memories 80

mindblindness 52

politeness 77, 269

prevention 101, 127

school 102, 170

sexuality 152–4

shared space 144

social skills

choosing friends 128–9, 157

compromise 148

eliciting help 160–168

greeting 165

hygiene 155

improvement of 112–58, 131,

140, 315, 318–9

initiating interaction 45,

160–8, 269

internalising social rules

145–146

intuitive 115

listening 140, 144

moving from one situation to

another 279–81

personal space 152

politeness 179, 269

predicting consequences 183

preoccupations and 114, 269

social use of language see

language, social use of

theory of mind 43, 113

tolerating others 121, 138,

142

videos and 150, 177

social stories 79, 144–5, 150, 192,

197, 247–8, 278, 280, 282

social use of language see language,

social use of

social vulnerability 126, 129, 147,

155–7, 169

Son-Rise approach 164, 305, 324

Specific Language Impairment 29–30

speech see language

speech and language delay 15–6, 26,

28, 30, 81, 113, 159

speech and language therapist 23, 25,

170, 180

SPELL 306

spinning

fans 67

objects 67, 154

self 18

wheels 16, 55, 262, 268

spontaneity 135–7

stealing 147

stereotypes

hand flapping 18, 287–90,

296

rocking 18

spinning 18

stigma 39, 155

stress, child with autism 28, 103, 128

swearing 179

switching off 86

symptoms and signs of autism 13–22

18 months 16

3–5 years 17

6–11 years 18

12–17 years 20

eye contact 16–17, 19–20

gestures, lack of 16, 19

language delay 16

mannerisms 16
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movements 16

play 16

preoccupations 18

responses to other people 16

severity 29

TALKABOUT 318

TEACCH 92, 307–8, 310

teachers 18,

communication with parents

129

managing fears 270–272

social stories 145, 150

specialist autism teachers 128,

273

training 129, 272

teasing see bullying

teeth 102, 199

television 136, 150

telling lies 46

temper tantrums 39, 94, 103,

161–168, 181–197, 199, 251,

253, 275, 281–282

communicative frustration 82

sleep and 238–244

temperament 14, 22, 24, 30, 162

theory of mind 43–44, 59–64,

85–87, 141

anticipation 50, 62–63

behaviour and 98

development of 43, 50–52, 95,

141

emotions 50, 62–63, 316

expectation 50, 62–63

future 50, 94

generalisation 115, 156

gestures 141

interpretation of events 50,

59–64

plans 50

polarisation 156

Sally Anne test 43–45

sensory perceptions 49, 59–64

social use of language 85–87,

170

thoughts 50

understanding consequences 95

see also mindblindness;

understanding others

thinking

concrete 77, 148

literal 21, 28, 53–54, 77–8

see also literal thinking

here and now 77

throwing things 238

time 250, 279–281

time out 109, 129–130, 156, 183,

188, 196

time perception 74–80, 277, 27981

counting down 281

delays 30, 279–80

developmental delay 78

future 77–78, 80

getting the gist and 277

here and now thinking 77, 80,

277, 279

time frames 78, 80

time passing 78, 80, 279–81

understanding 74, 78, 80

tiredness 128, 235, 240, 244

toileting 209–34

chart 213

fear of 73, 215–18, 220, 223,

232

paper 219

restricted use 230

seats 220

training 211–4, 218–9

Tomatis, A. 302

toys 116

traffic light system 110, 186, 188

traffic noise 71

turn taking 19, 28, 46, 121, 138–40,

144, 146, 148, 150, 187

in conversation 84, 86–7, 140,

144, 177–8

in music 139, 174

in play 138–139, 146, 186,

197, 289

twins 37

understanding

abstract see abstract

animals 282

autism 43–87, 112, 272

consequences 95

conversation 83

death 83

eliciting help 83

emotions 316

see also emotional

understanding

facial expressions see facial

expressions

feedback 170, 277

impact of behaviour 46

interpretation of events 50

instructions, complex 80

others’ anticipation 50, 58

others’ attitudes 76, 131,

146–147, 149–151, 156

others’ expectations 50, 83

others’ interests 269

others intuitively 52

others’ needs 93

others’ points of view 27,

43–6, 83, 93, 131, 156,

253

others’ reactions and responses

49, 52, 76, 131, 291

others’ sensory perceptions 49

others’ thoughts 21, 43,

49–50, 64, 83, 147,

148–51, 253

and predicting others’

behaviour 50

Sally Anne test 43–45

shared excitement and pleasure

28, 46

social situations 53

upsetting others 64

vaccinations 15

video(s)

calming 157

credits 67

desensitisation 108

feedback groups 151

noises 71

phrases from 17

preoccupation with 138, 261

as rewards 106

rewinding 67–8, 71, 261

social learning 150–1, 177

visual

cues 187, 192, 196–7

interests 56, 64, 65

map of whereabouts 255

memory 79

sensitivities 65

storyboard 196

timetable 79, 103, 124, 156,

170–1, 176, 192, 227,

246–7, 277–8, 280, 282

volitional problems 279–81

voluntary services 39

waiting 145

walking 16, 274

wandering 17

washing machine 68–9

websites 319

Wechsler Intelligence Scale for

Children (WISC–R) 26

Williams, D. 72

Wimmer, H. 6, 43, 44

winning and losing 197

withdrawal 109, 127

Zarkowska, E. 92

336 HOW TO LIVE WITH AUTISM AND ASPERGER SYNDROME

symptoms and signs of autism cont.


	Cover
	How to Live with Autism and Asperger Syndrome: Practical Strategies for Parents and Professionals
	Contents
	ACKNOWLEDGEMENTS
	AUTHOR'S NOTE
	PREFACE
	Part 1Does My Child haveAutism Spectrum Disorder?
	1First Worries
	2Assessment
	3The Emotional Impacton the Family

	Part 2 How Do Children with Autism Spectrum Disorders View the World?
	4Mindblindness
	5Getting the Gist
	6Sensory Interestsand Sensitivities
	7Imagination, Time Perception,Planning and Memory
	8Language

	Part 3How CanWe Help?
	9Managing Behaviour
	10Developing Social Skills
	11DevelopingCommunication Skills
	12Tantrums, Aggressionand Frustration
	13Feeding
	14Toileting
	15Soiling
	16Sleeping
	17Preoccupations
	18Compulsions,Routines and Rituals
	19Mannerisms andRepetitive Movements
	20Other Interventions
	21Final Thoughts

	REFERENCES AND RESOURCES
	APPENDIX 1: A TEMPLATE FOR MAKING SENSE OF A CHILD's BEHAVIOUR AND PLANNING WAYS TO HELP
	APPENDIX 2: SAMPLE SLEEP DIARY B
	INDEX�

