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Over the last decade the number of books available to support the understanding of individu-
als on the autistic spectrum has soared. For parents, family and practitioners to develop their
understanding, it is essential that the investment of time in reading results in practical advice
that influences practice. This book fills this need.

Having worked with the author for a number of years and experienced first hand his work with
children and young people across the autistic spectrum, I can recommend the theory and the
strategies included in this book as tried and tested. The case studies sprinkled into the body of
the text provide a clear focus on the need to address individual needs with a person-centred
approach. Martin’s commitment to improving the lives of individuals on the autistic spectrum
by supporting the whole person, the family and carers as well as the professionals supporting
the child is evident in the chapters of this book.

The author helps the reader to understand the world as seen through the eyes of the child with
autism, pointing out the complexity of the condition where there are no quick fixes to apply. It
is through the commitment and tenacity of parents and professionals that positive steps forward
can be achieved.

Chapter 1 provides the backdrop of understanding for autism and a working definition of chal-
lenging behaviour, reminding us that the behaviour has an impact on those supporting the child as
well as the child him/herself. We are reminded in Chapter 2 that it is only through collaborative
work that information can be shared and support provided consistently. The following chapters pro-
vide a balance of theory and practical strategies to improve the opportunities for the child. This
includes an overview of the optimum learning environment and how this can be achieved.

Throughout the book useful tables, diagrams and proformas are provided for use by the practi-
tioner. Models of each are given to broaden the understanding of their use. Each chapter ends
with key points, drawing the theory and practice together in summary.

The final chapter addresses the issue of mutual support; family to family, professional to family
and professional to professional. It includes an appendix that draws this point out by providing
training materials and useful information for raising awareness on the issue of positive behav-
iour strategies for people with autism.

Accessible, easy to understand, based on sound experience, this book is a valuable part of the tool
kit for all practitioners and parents supporting children and young people on the autistic spectrum.

Francine Brower
Regional Co-ordinator (North)
National Autistic Society



The field of autism is populated by a unique and special type of person. Individuals who expe-
rience the condition and the families and practitioners who support them are defined by quali-
ties which mark them out from the crowd. We should celebrate their contribution to the richness
and diversity of the communities around them and recognise the importance of the perspectives
they offer.

In my years working with individuals with autism I have learnt something new every day sim-
ply because there is so much to be learnt. For this, I must thank the many individuals with
autism who have allowed me to work alongside them and discover all I can about this complex
condition. I must also thank the dedicated and courageous families and colleagues I have been
fortunate enough to work with and who have guided me throughout my career.

Special thanks goes to the pupils, parents, staff team and Governing Body of Landgate School,
Bryn, for their enthusiasm for learning and unstinting support.

Finally, I must thank Megan, Timothy, Patrick and Francis for their questions, insight and
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There is no simple causal link between autism and challenging behaviour. However, there are
situations in which the impact of autism on a person may cause them to act in a way which chal-
lenges other people. Many people with autism present no more challenging behaviour than
people without the condition. However, for most people with autism, the world around them is
a significantly challenging place, full of confusing rules, conflicting standards and strange,
unpredictable happenings. Faced with the challenge of a frenetic and frightening world, it is not
surprising that some people with autism respond with equally challenging behaviour.

There have been times in our history when society reacted to such challenges in a profoundly vis-
ceral and inhumane manner. Some people with autism alive today have been a part of this sorry
history. Fortunately, in recent years, there has been significant progress in the way in which we
understand both the condition of autism and the nature of challenging behaviour. This has led
to improvements in the practice of professionals and the life quality of the majority of people
with autism. Although far from a situation with which we can be satisfied, we have moved for-
ward and there are an increasing number of examples of good practice which can be found.

This book has been inspired by examples of this high quality practice which can be found across
all sectors in a wide range of contexts and is characterised by positive approaches focused on
individuals’ needs. Underpinning much of this effective practice is the development of proactive
strategies to support positive behaviour in individuals with autism. For some individuals, in
some contexts, these strategies are relatively straightforward and may be seen as an extension of
established practice. For other individuals, practitioners need to employ a range of highly spe-
cialised approaches which are developed over a prolonged period of time. Whichever case per-
tains, effective practice is based on positive approaches supporting positive behaviour.

The purpose of this book is to share the good practice in behaviour support which has emerged
in the field of autism over recent years. In order to achieve this, the book will:

m provide a brief overview of established theories of autism

m discuss a range of challenging behaviour and consider how this might emerge as a con-
sequence of the impairments people with autism experience

m describe the underlying principles of behaviour support with a particular focus on
understanding the function of behaviour in meeting a person’s needs

m examine the ways in which practitioners might develop their skills, knowledge and
understanding in order to effectively support people with autism who display chal-
lenging behaviour
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m enable practitioners to critically evaluate the environment they operate in and work
towards developing environments which are functional and supportive for people with
autism

m support practitioners in developing effective approaches to teamwork, incorporating
ideas for supporting the professional development of their colleagues, collaboration
with families and inter-agency practice

m provide practical guidance on the development of strategies which address challenging
behaviour and support the development of positive behaviour

m present a series of case studies based on actual experiences which illustrate the practi-
cal application of the principles of behaviour support.

It is the intention of the book that this practical approach towards supporting positive behav-
iour will complement existing publications and accredited schemes and programmes in the
field. For practitioners to become truly effective in supporting positive behaviour, this book
must become part of a process of developing knowledge, understanding and skills which
extends to all areas of practice and remains continuous.

From the outset, this book proposes four fundamental cornerstones as the foundation of under-
standing behaviour support and autism. These are:

1 Autism is a complex condition which manifests itself in many different ways.
Approaches to behaviour support must be flexible in order to address a broad spectrum
of needs.

2 There is only one certainty in the field of autism and that is that there are no other cer-
tainties. There are several guiding principles which can be applied to most situations,
but no absolute rules for effective practice.

3 There are no easy answers to the many complex issues which inhabit the field of
autism. Be suspicious of quick-fix ideas and short-term solutions.

4 Practitioners in the field of autism must be open, honest, generous with their ideas,
kind to themselves and utterly committed to the people they work with. Learning to
live with frustrations and setbacks is a prerequisite skill; never giving in to these obsta-
cles is an essential characteristic of the effective practitioner.

These four maxims underpin the remaining content of this book and serve to inform the devel-
opment of effective behaviour support for people with autism. Supporting individuals with
autism and challenging behaviour requires perseverance and commitment above anything else.
Through these qualities the most difficult of problems can be overcome, as Albert Einstein him-
self said:

It's not that I'm so smart, it’s just that | stay with problems longer.



Autism and Challenging Behaviour

This chapter includes:

B a brief overview of current theoretical constructs of autism

B a definition of challenging behaviour for the purposes of the book

B a description of the impact of the condition on an individual’s behaviour and the association
between autism and challenging behaviour.

Autism: current theories

Autism is a lifelong condition which affects over half a million people in the UK alone. It is a
complex, behaviourally defined condition which emerges as a result of some degree of neuro-
logical dysfunction which may be caused by a number of factors. Typically, people with autism
experience a triad of impairments (Wing, 1996) which impacts on their development in the
three key areas of:

1 Social Understanding
2 Social Communication

3 Imagination.

Understanding the profound effect of the triad of impairments on a person’s life requires a
recognition of the fundamental importance of these crucial areas in neuro-typical development.
Children have an innate capacity to systematically acquire an understanding of the sophisticated
and infinitely subtle norms of the social groups they live in. This understanding is both ‘taught’
and ‘caught’ and represents a constantly evolving ability to recognise their place in their world.
This acquisition of social understanding is critical to the successful integration of an individual
to the social group and is the fundamental building block of human society.

Inextricably linked with the acquisition of social understanding is the ability to communicate
effectively within the social unit. This element of a child’s development precedes spoken
language and is essentially instinctive, characterised by eye contact, smiles and, as the child
grows older, an increasing number of interactive initiatives led by the child. This social
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communication acts as the binding material, the mortar through which our communities are
constructed and through which human society becomes consolidated and enduring.

In the context of autism, the term imagination is best represented as the ability to exhibit
flexibility of thought. This capacity is critical in enabling human beings to adapt to the com-
plex and shifting environment we encounter day by day and minute by minute. Flexibility of
thought is the core characteristic which allows us to solve problems, think creatively and develop
new skills. It is a central feature of our ability to predict, speculate, experiment, discuss and
adapt. It is, arguably, at the heart of all learning. If social understanding is the building block of
our communities and social communication is the mortar which binds those blocks together,
then flexibility of thought is the ability to design and redesign our communities. It is the archi-
tecture of our lives.

Given the fundamental importance of these three areas to an individual's development, impair-
ments affecting these areas can be profoundly disabling. The impact of the triad of impairments
will vary considerably across the spectrum with individual patterns of need representing a
unique manifestation of ‘the triad. However, these difficulties arise from the same underlying
features entailing that while individual needs may vary, a common root to these needs may be
traced to the triad of impairments.

Alongside the triad of impairments, people with autism experience further difficulties in a num-
ber of different domains. The first of these has been termed mindblindness (Baron-Cohen,
1995) and relates to the apparently limited capacity of people with autism to appreciate that
other people have mental processes which differ from their own. The ability to understand other
people’s mental states is described as a theory of mind and is evident from around the age of
four onwards in most people. In fact, there is strong evidence of a developing theory of mind in
younger children provided by their enthusiasm for involving parents and carers in focusing joint
attention on the things that interest them.

As children develop, this ability to appreciate that other people are thinking and feeling differ-
ently from them is a crucial factor in developing affective relationships. The fabric of the social
groups that human beings form is woven around the capacity to understand one another. Where
that ability is limited or seriously impaired, it is likely that the individual will face significant
obstacles in forming social relationships.

Another key area of difficulty people with autism encounter relates to a concept known as
central coherence (Frith, 1989). Central coherence is the ability that most people have to locate
meaning within a context - that is, the capacity to ‘see the bigger picture’. This is a crucial fea-
ture in developing our understanding of the world as we learn to pull together the numerous
stimuli we encounter moment by moment and form a coherent picture of the world around us.
When this aspect of a person’s understanding is disrupted, they are likely to encounter severe
problems in focusing on the important elements of subjects or in generalising skills and knowl-
edge to a range of differing contexts. People with autism typically experience difficulties with
central coherence which might be manifest in their interest in minute detail, their difficulty in
transferring skills from one situation to another or their limited ability to derive meaning from
contextual clues.

A further difficulty that is acknowledged among people with autism is an interference in their
executive function or the mechanism by which people move attention from one thing to
another (Norman and Shallice, 1980). Executive function is a vital component in our ability to
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plan strategically, to prioritise our actions, to solve problems or to set ourselves meaningful
objectives. If this critical system is not operating effectively, a person’s ability to control their
actions is markedly reduced as they become subject to the myriad influences and stimuli around
them. People with autism may often appear to be highly distractible or profoundly fixated on a
single item. Both these states can be related to impairment in the mechanism that allows most
people to attain equilibrium between these opposites.

In addition to this, people with autism often experience significant difficulties in integrating
sensory information which can lead to either hypo-sensitivity or hyper-sensitivity. This failure
to integrate sensory information effectively causes many people with autism to react in extreme
ways to sensory input. This may involve becoming over-excited by sensory input and displaying
apparently uncontrolled behaviour when a particular sensory input is present. Alternatively, it
may result in a person finding a particular sensory input aversive and reacting adversely when
that stimulus is evident. This inability to effectively regulate the sensory relationship a person
shares with the world is extremely debilitating and may account for many of the apparently
bizarre behaviour patterns some people with autism display.

Consequently, we find that people with autism experience significant and profound difficulties
in several critical areas of their lives. The extent to which these difficulties affect a person’s life
varies greatly. Some individuals with autism live completely independent lives, forming lasting,
loving relationships, bringing up children, pursuing successful careers. Other people with autism
live highly dependent lives in bespoke services which cater for their every need. Between these
two extremes a rich and varied spectrum of needs can be found and a broad range of provision
to meet those needs is gradually emerging.

Critically, this spectrum of need is not proportionately related to a person’s cognitive ability. It
is a general rule, that the greater the extent of a person’s learning difficulty, the greater the like-
lihood of that person being highly dependent on the support of others. However, in the field of
autism general rules are of little use. There are many people with autism who are highly intelli-
gent and highly dependent on other people because the impact of autism on their lives is pro-
found and wide reaching. Therefore we cannot assume that the level of need experienced by a
person can be determined through simple means. This is a field of infinite complexity.

Challenging behaviour: towards a working definition

The term ‘challenging behaviour’ is a broadly conceived term which is used to describe a wide
range of behaviour patterns exhibited across many and varied settings. Essentially, the notion of
‘challenging behaviour’ is highly subjective and interpretations of the concept are as varied as
the individuals who present them. This is because challenging behaviour is a personal construct;
those behaviour patterns which challenge me may not challenge you and vice versa. As a per-
sonal construct, our individual perceptions of challenging behaviour reflect our own histories,
ethics and sense of self-hood and are deeply rooted in the shared value systems and inherited
structures of the communities we live in. Consequently, the concept of challenging behaviour is
fluid, culturally defined and individually interpreted.

As a result of this, when considering individuals who may be labelled as ‘challenging’ we need
to take into account the context surrounding those individuals and the range of factors which
might have contributed to them acquiring this label. Similarly, we need to recognise the degree



POSITIVE BEHAVIOUR STRATEGIES TO SUPPORT CHILDREN AND YOUNG PEOPLE WITH AUTISM

of support and intervention required by individuals who are termed challenging in overcoming
the challenges they each encounter.

A further consequence of the subjective and fluid nature of the term ‘challenging behaviour’ is
that it tends to elude attempts to fix an enduring definition. Various authors have described chal-
lenging behaviour as:

behaviour that challenges — whether it is a challenge to our understanding, our own well-being

or a child’s or else to our ability to carry out our responsibilities as parents or professionals.
(Whitaker, 2001, p. 4)

or

behaviours which involve significant risks to people’s well-being or act to reduce markedly
access to community settings.
(Emerson, 2001, p. 3)

While these definitions may differ in some respects, they each focus on common areas of con-
cern, including the impact of challenging behaviour on:

m the health and safety of the individual exhibiting challenging behaviour
m the health and safety of other people around that individual
m the quality of life of the individual exhibiting challenging behaviour

m the quality of life of other people around that individual.

It is therefore possible to offer a definition of challenging behaviour for the purposes of this
book as:

A working definition

Episodes or patterns of behaviour which present significant risk of harm or restriction to an individ-
ual and the people around them and are likely to be severely detrimental to the quality of life expe-
rienced by those individuals and the people around them.

Within this definition we might include five broad domains of behaviour - namely:
m Violence
m  Self-injury
m Destruction
m Disruption
m  Excessive self-stimulation.

These areas merge with one another for most individuals who exhibit challenging behaviour
and different types of challenging behaviour might be manifest across one or several of these
categories. This grouping of behaviour may be presented as shown in Table 1.1.
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Through usage, the term ‘challenging behaviour’ has largely become associated with learning
disability. The British Institute of Learning Disabilities consider that 20% of children and 15%
of adults with learning disabilities exhibit challenging behaviour and that 50% of these people
experience some form of physical intervention during their lifetime.

However, it must be emphasised that there is no inevitable, determining link between challenging
behaviour and learning disability or between challenging behaviour and autism. Arguably, each
human being exhibits challenging behaviour at regular episodes throughout their life in a
conscious or unconscious effort to ensure their needs are met. These episodes are most frequent
in early childhood during that period we affectionately call the ‘terrible twos’ As we mature,
most human beings learn to address their individual needs in more socially acceptable and
sophisticated ways. This results in a decrease in challenging episodes so that they become
restricted to periods of extreme anxiety or anger. Where circumstances affect this development
problematic behaviour may not diminish; in fact, it may increase over time as it becomes
increasingly effective in ensuring an individual’s needs are met.

Factors which affect this maturation process may include autism but may also include an array
of other influences such as mental health difficulties, social deprivation, family dysfunction and
childhood trauma. Just as these latter factors cannot be considered as direct causal links to chal-
lenging behaviour, so too, experiencing an autism spectrum condition does not determine that
an individual will display challenging behaviour. Equally, there are many individuals who dis-
play challenging behaviour and are clearly not autistic. Therefore it is more appropriate to
express the relationship between autism and challenging behaviour as an association and it is
the nature of this relationship which is explored below.

Challenging behaviour and autism: an association

In examining the relationship between autism spectrum conditions and challenging behaviour
it is important to consider how the defining features of autism described in the early pages
of this chapter might contribute to an individual developing patterns of behaviour which
are challenging.

For example, if we explore each component of the triad of impairments, we find clear reasons
why a person with difficulties in this area may develop responses which are largely considered to
be inappropriate. A person whose social understanding is impaired does not have any frame of
reference by which to monitor their behaviour and no awareness of the social norms that most
people intuitively adhere to. A child without any difficulties in this area of development will
quickly acquire an understanding of the approval which inevitably accompanies socially accept-
able behaviour. The warm, positive feelings which this social approval evokes will reinforce the
behaviour and therefore encourage further similar behaviour, establishing a virtuous cycle of
positive behaviour and positive reinforcement. For a child who may not recognise our approval
or who may not find our responses pleasurable, the drive towards and the maintenance of positive
behaviour becomes more problematic. For many children with autism, socially appropriate
behaviour is poorly rewarded by our social responses which are of little value to them.

Similarly, if a person has difficulties in deciphering social communication, the channels
through which norms are transmitted, developed and maintained are severely disrupted. Social
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communication plays a critical role in providing an external means of orienting our behaviour.
Within the first few weeks of life, most human beings across all socio-cultural groups learn to
express and interpret a range of facial expressions. Babies quickly learn the power of the smile.
As the child grows older, the ability to communicate socially becomes increasingly sophisticated
so that by adulthood most people are able to interpret a vast array of subtle, nuanced signals.
These signals incorporate body language, spoken words, tone of voice and an awareness of the
context within which communicative acts take place.

Where this sophisticated set of skills has not developed fully, individuals may be severely dis-
abled. Impairment in the area of social communication affects an individual’s ability to:

m address other people according to that person’s expectations
m initiate and maintain positive interactions

m respond appropriately to facial expression

m recognise irony, sarcasm and humour

m discern between truth and lies

m interpret social situations effectively.

Impaired flexibility of thought creates further problems. People experiencing difficulty in
adapting to new situations will feel

m powerless
m vulnerable

m uncomfortable

when faced with unfamiliar environments, people or activities. Therefore they are likely to
limit the range of experiences they engage with in order to maintain a feeling of safety and
security. Moving beyond this comfort zone may cause an individual to become anxious or
frightened and provoke challenging behaviour both as a defensive mechanism and as a means
of communicating fear and anxiety.

These difficulties are compounded by other features associated with autism spectrum conditions
such as mindblindness, a limited capacity for central coherence, impairment in executive function
and characteristic difficulties in effective sensory integration.

If a person is unable to appreciate other people’s mental states, then their capacity for empathis-
ing with others may be limited. Children who are developing a fully functioning theory of mind
might be asked to consider the feelings of other people. This empathetic referencing may not be
possible for individuals with autism, thus removing a range of processes which help children to
develop socially appropriate behaviour patterns.

Equally, if a person lacks the ability to centrally cohere a range of eclectic information into a com-
prehensive and comprehensible whole, they may well be unable to appreciate the impact of their
actions as part of the bigger picture. Consequently, the individual may appear to act in an impul-
sive and illogical manner due to their limited capacity for cohering their actions into the social
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whole. The notion of ‘sanctioning’ as a consequence therefore becomes ineffective, removing yet
another possible tier of intervention.

In addition to this set of difficulties, impairments in a person’s executive function can lead to
confusion and an internal chaos which is at best perplexing and at worst utterly terrifying. The
inability to strategically plan your way from one situation to another might be likened to trying
to find your way out of a smoke-filled room. In this frightened and confused state, many indi-
viduals may act in bizarre or aggressive ways, a response which is biologically driven and the
consequence of millions of years of evolution.

Finally, the difficulties many people with autism experience in assimilating and integrating sen-
sory data will further exacerbate the immense challenge of day-to-day living. Finding particular
stimuli hugely aversive or intoxicatingly attractive will inevitably provoke behavioural responses
which are ‘off the chart.

Similarly, whereas people with neuro-typical development are generally able to filter out non-
salient stimuli in order to focus on particular matters, many people with autism are not able to
do this. Therefore, while a person without autism might be able to ignore the noises from the
road outside the building they are in and engage in conversation with others or effectively focus
on their work, a person with autism would find every sound equally significant whether it be
human dialogue or engines running.

This restricted capacity to ‘filter out’ sensory stimuli entails that many people with autism are
often extremely fatigued, worn out by the continuous battling for attention between their senses.
The state of exhaustion which many individuals with autism may experience does not result
in a restful cycle of recuperation and restoration but rather significantly reduced capacities for
tolerance, prolonged episodes of distress and severely compromised health.

Key points QQ

m Autism is a behaviourally defined lifelong neurological condition which is currently con-
ceived of across a broad spectrum of needs and strengths.

m While a single cause for autism has not been identified, there are established and cred-
ible theories which identify specific areas of impairment or difficulty as contributing to
our understanding of the condition.

m Challenging behaviour is a personally constructed notion which varies significantly from
individual to individual.

m Challenging behaviour is defined within socio-cultural contexts.

m Challenging, problematic or difficult behaviour is not the preserve of people with learn-
ing difficulties and/or autism. At some stage in our lives, each of us will display chal-
lenging behaviour in order to ensure our needs are met.

m There is not a deterministic link between autism and challenging behaviour.

m Challenging behaviour is driven by an individual’s needs. The difficulties people with
autism experience in addressing their own needs may account for any challenging
behaviour they present.

10



Understanding Behaviour Support

This chapter includes:

B an exploration of behaviour support including the fundamental principles underpinning this
concept
B an examination of how needs drive behaviour

B adiscussion of different types of need.

Behaviour support

Throughout this book we will focus on the notion of behaviour support. This is a way of think-
ing that has emerged among practitioners in the field of challenging behaviour since the Mid-
1990s and represents a change in emphasis from more traditional approaches focused on
behaviour management.

The key to the differences between the two concepts is contained within the terminology.
Behaviour management is suggestive of one person controlling another person’s behaviour
through a series of externally imposed factors. Behaviour support, on the other hand, connotes
an emphasis on enabling individuals to develop behaviour patterns which are productive and
fulfilling for that individual. Whereas behaviour management considers how the challenges an
individual presents might be modulated towards acceptability by the actions of others, behav-
iour support focuses on developing an individual’s capacity to respond to the challenges they
face in positive and valued ways. Behaviour management looks to contain a person’s behaviour
while behaviour support endeavours to enhance a person’s repertoire of behaviour choices
through proactive strategies.

Critically, behaviour support does not look on challenging behaviour as a problem that exists
within an individual. Behaviour support recognises that all human behaviour occurs within a
context and cannot be disassociated from contextual factors. The leading proponents in this
field, LaVigna and Donnellan, comment that ‘Human behaviour never occurs in a vacuum’
(1986, p.18) and propose that human behaviour is a function of the context within which it
occurs. Consequently, when considering human behaviour we must contextualise it and understand
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Positive

Proactive

Function

Figure 2.1 The Behaviour Support Pyramid

that it exists within a dynamic interplay of environment, interpersonal relationships and human
needs. This understanding is arrived at through functional analysis - a process which is at the
heart of all effective behaviour support.

The notion of behaviour support is constructed around three key principles which are critical in
our understanding of the term - namely:

1 Behaviour is driven by an individual’s needs
2 Proactive strategies support positive approaches

3 DPositive approaches support positive behaviour

These three maxims build upon each other to form a pyramid with each tier of the pyramid sup-
porting our understanding of the next level. This concept is represented in Figure 2.1 as the
behaviour support pyramid.

The foundation of this conceptual model is the view that all behaviour has a function - that is,
it is driven by needs and represents a means of getting those needs met. Sharing this understand-
ing of behaviour is prerequisite to understanding support.

Having established this level of understanding as the foundation of the pyramid, it is possible
to develop an awareness of the necessity to actively seek strategies which address the needs of
the individual.

Through understanding this need to be proactive, there is a natural progression to understand-
ing the need for positive approaches. In reaching this level of awareness, it is possible to develop
a holistic understanding of behaviour support which builds from a sound theoretical basis
towards practical, supportive intervention.

Understanding behaviour as needs driven

It is hard to imagine any human activity which does not have a purpose. Sometimes that pur-
pose is obvious; sometimes less so. But the unifying feature of the greater part of human behav-
iour is that it is performing a necessary function of some sort for some reason. Behaviour occurs
in order to address a person’s needs and, if effective in meeting those needs, becomes an estab-
lished part of their repertoire of skills.

Over time, behaviour patterns evolve in relation to the developing individual and the changing
contexts in which they operate. A new-born baby’s instinctive crying to communicate a need
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arising from hunger will invariably engage an adult carer in meeting that need. As the infant
grows older, the crying gradually develops into a repertoire of language skills through which the
child can request and negotiate food or drink. As the child reaches independence in this area, the
use of language will become modulated into activity which enables the child to obtain their own
food or drink. Consequently, within the first decade of a child’s development, behaviour pro-
gresses from instinctive, reflexive responses through intentional language and towards indepen-
dent actions. Yet throughout this progression, the core need, namely hunger, remains the same.

However, if a person’s development is in some way impaired, there may be a limitation to the range
of behaviour patterns that person acquires. Consequently, an individual with a disability may have
a restricted number of behaviour options and therefore fix onto a behaviour type which has proved
to be effective in addressing their needs. Therefore, considering the example referred to above, an
individual whose development has been impaired may adhere to the early crying behaviour in
order to address their need for food as this behaviour has worked repeatedly for them.

For most behaviour that is displayed by humans the purpose of the behaviour is easily
explained. For example, I might stand in a line of people for some time moving slowly forward
with each passing minute. This is because I am hungry and I am queuing up for a fast food meal.
Alternatively, I may repeatedly stamp my foot on the ground. This is because I have pins and nee-
dles. Taken in isolation, either of these behaviours may seem a little bizarre; it is the context that
provides meaning and the meaning which reveals the function of the behaviour.

However, there are certain patterns of human behaviour which lie further beyond straightforward
explanation and appear to serve little or no logical purpose. I might bite the tip of my finger as I
nervously wait for the results of an examination to arrive in the post. I may talk incessantly to a
virtual stranger I have met on a train, revealing my most private thoughts and feelings. In either
of these examples, the route to meaning is convoluted and therefore the function of the behav-
iour more difficult to interpret. Yet in both cases, the behaviour has a distinct purpose. In the first
case my anxiety is to some extent controlled by the sensation of finger-biting which serves to dis-
tract me from the source of my anxiety. In the second instance, the anonymity of the fellow pas-
senger enables me to unload a number of tensions and frustrations that have built up without
any fear of judgement or prejudice. Consequently, both examples represent needs-driven behav-
iour which, although the needs are not directly identifiable, remains powerfully purposeful.

This aspect of human behaviour can be linked to those groups of behaviour which are identi-
fied as challenging behaviour. At a superficial level, many challenging behaviour patterns appear
to serve no logical purpose. However, analysis of these behaviours reveals that basic human
needs are being addressed through this pattern of behaviour.

Categories of need

These needs can be grouped into four broad categories which describe the nature of the under-
lying need producing the behaviour which is displayed. These needs can be understood as being
related to issues which are focused around the following four areas of human need:

1 Attention

2 Tangible
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3 Escape

4 Sensory.
These four areas can be further explained through more detailed definitions.

Attention: As a general rule human beings need attention. In infancy the ability to gain atten-
tion is critical in the fight for survival. As we grow older, the loving attention of other people is
highly rewarding and we learn ways to focus attention on ourselves with increasingly subtle
sophistication. While we might dislike individual who seem to demand our attention at all
times and condemn certain people as ‘attention seekers’, there is within each of us an evolution-
ary imperative to gain the attention of those around us.

Tangible: A tangible need might be defined as any need which is directly related to an object,
item or activity which an individual needs or desires. An example of this might be food or drink,
a favourite toy or a matter of personal care. Every day, each of us will require the fulfilment of a
myriad of tangible needs starting with drinking our first cup of coffee to wake us up, buying a
newspaper to keep us in touch with the world, eating lunch to sustain us, returning to the shel-
ter of our homes until we finally climb into bed to rest our bodies.

Escape: Escaping from dangerous or unpleasant situations is among our most basic survival
mechanisms. While there might be occasions in our lives when this ‘flight” instinct is triggered
in real life and death situations, for the majority of us for most of the time, a moderated version
of this instinct is in operation. Most commonly, this is shown as avoidance tactics — whether that
be avoiding certain people, certain activities or certain demands.

Sensory: Human beings have a broad array of sensory needs which reveal themselves in a num-
ber of ways. Human beings will eat even when they are not compelled to do so by hunger sim-
ply for the pleasure of tasting particular foods. Most human beings derive great pleasure from
music while many people convert that musical pleasure into dance. The sensorily located drive
to procreate is perhaps the most powerful urge human beings experience and this urge in itself
is a complex amalgam of sensations and responses in which virtually all of our senses are
engaged.

This categorisation of need is intended to enable us to identify the root causes of behaviour
which is challenging and recognise relationships between certain behaviour patterns. It is impor-
tant to avoid a rigid interpretation of these categories as invariably a given behaviour may span
across several categories or may emanate from one source of need and culminate in another.
This is because behaviour is complex and often indeterminate. However, this four-category
model can provide certain insights which support our efforts to proactively address the needs
which drive behaviour. Table 2.1 is intended to illustrate this, providing a brief description
of each need, a possible communicative intent in the behaviour and a number of behaviour
patterns which may relate to the need.

Identifying needs

Frequently, a given behaviour may address several areas of need. For example, a person with
autism may display self-injurious head-slapping behaviour because:
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(a) This immediately brings other people to them.

(b) They have a headache and are trying to relieve the pain.

(c) Other people back off when they slap their own head.

(d) The sensations arising from the endorphins this action produces are pleasurable.

If this person also has a limited repertoire of skills due to the impact of autism on their capac-
ity to learn new skills, it is likely that they have an equally restricted range of behaviour
choices. Consequently, this behaviour has become deeply embedded because the person has
limited options for behaviour and has found that head-slapping effectively addresses a num-
ber of different needs. For people trying to understand the needs of an individual displaying
challenging behaviour this multi-functional characteristic of many behaviour patterns is
particularly difficult.

A further factor which can obscure attempts to effectively identify the need driving the challeng-
ing behaviour relates to the shifting function of behaviour over time. This is not an uncommon
feature in the domain of challenging behaviour and can exist across a number of different time-
frames, as demonstrated in Table 2.2. For example, a child may begin to push other children in
order to obtain a favourite toy. Within a few days the child notices that whenever he pushes
another child, people come rushing towards him which is very exciting and stimulating. Over a
number of weeks, the child learns that after he has pushed a child, he is moved to a quiet play
area with one adult who plays exclusively with him. The child eventually learns that whenever
he pushes another child he is taken away from a noisy or challenging location to a quieter, safer
place. At each stage of the evolution of this pushing behaviour, a different category of need has
driven the behaviour. Consequently, the adults around the child may all hold differing opinions
about the function of the behaviour which are related to the period of time in the behaviour’s
evolution that they are focusing on.

Sometimes this functional shifting occurs over a much shorter period. For example, an individ-
ual may begin screaming in order to gain attention, find that the demands being placed on them
as they started to scream are withdrawn, recognise the stimulating sensations of loud noise and
breathlessness and finally notice that the drink they receive to calm them down tastes very nice.

These two scenarios share a common characteristic in portraying a complex and shifting back-
ground in the function of behaviour. In these situations, people supporting individuals who
exhibit challenging behaviour need to consider:

1 How behaviour patterns may have emerged originally.
2 Which category of need is maintaining the behaviour.

By aligning these two perspectives, it may be possible to identify strategies which enable the
individual exhibiting the behaviour to acquire more appropriate means for meeting their
needs.

This complex nature of needs analysis can be approached in two ways — namely:

m  Objectively

m  Subjectively.
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The first of these involves assessing the possible sources of challenging behaviour using a sched-
ule or procedure which has been devised for this purpose. An example of this is the Motivation
Assessment Scale devised by Durand and Crimmins (1992) which focuses on the four cate-
gories of need from which an individual’s behaviour emerges.

The Motivation Assessment Scale is completed by a person or group of people who support an
individual with challenging behaviour and analyses an identified behaviour and the conditions
under which that behaviour occurs. Respondents are asked to rate sixteen items by selecting
from seven possible descriptions of how often an individual would be expected to engage in the
identified behaviour in a given situation. For example, people are asked a question such as:

Does the behaviour occur whenever you stop attending to this person?

and seven possible response ranging from never’ through to ‘seldom’ to ‘usually’ and ‘always’
are provided. Having completed the schedule, responses are categorised around the four areas
of sensory, escape, attention and tangible. A score is calculated according to the response rate
recorded and a mean score for each category is provided. From this mean, the four areas are
ranked according to the influence of a particular area of need on the individual’s behaviour.

Following this needs-led analysis, a hypothesis can be formed around the likely cause of the
behaviour, leading to the development of strategies which support alternative ways of address-
ing the individual’s needs. Often, parents and practitioners have well-developed concepts of the
likely causes of any challenging behaviour they are encountering. However, the benefits of using
an instrument such as the Motivation Assessment Scale is that it introduces an element of objec-
tivity to the process of needs analysis and enables the discussion related to an individual’s chal-
lenging behaviour to be broadened to a wider audience for advice. Further information on the
Motivation Assessment Scale, along with an on-line version of this instrument, can be found at
www.monacoassociates.com.

Case Study: A lesson learned

I had been teaching Callum for over two years. He was a complex young boy with a diagno-
sis of autism compounded by severe learning difficulties. He also presented a range of chal-
lenging behaviours one of which involved ripping reading books if left unsupervised.

I was a comparatively experienced classroom practitioner and felt I knew Callum well. T consid-
ered the book-ripping to be an attention-gaining strategy as Callum would often gleefully giggle
as he tore into the books and seemed to relish any fuss which his actions caused. In response to
this perception I devised a number of behaviour support programmes focused around this need.

These programmes repeatedly failed and so I employed the Motivation Assessment Scale
(MAS) to see if it could throw any light on the issue for me. To my surprise (and with hind-
sight, embarrassment!) the MAS identified sensory needs as the predominant issue in
Callum’s book-ripping. Armed with this new insight I designed a series of programmes
focused on meeting these sensory needs such as providing Callum with a rucksack of old
newspapers which he could rip whenever he had finished appointed tasks. Not only did this
approach dramatically reduce the incidence of inappropriate ripping, it provided a highly
motivating activity which could be offered as a reward to Callum for good work.

18
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The second course of action which might be chosen involves listening to the opinions and ideas
of people closely involved with the individual. This approach is subjective and is based on per-
sonal intuition and understanding of the individual being supported. It is important to remain
cautious when using this approach and to prevent ideas with no basis in fact or whimsical, ill-
informed notions to take hold of the process. However, the insights of families and ‘front-line’
practitioners, drawn from experience of and commitment to particular individuals, provide an
invaluable resource in understanding the function of challenging behaviour.

In adopting this course of action, those people involved in supporting a person who exhibits
challenging behaviour need to work in close, honest and open collaboration with one another.
There need to be frequent, regular meetings which focus tightly on the behaviour causing con-
cern and promote solutions to the difficulties all parties experience. These meetings should be
rigorously documented and where possible take account of the views and wishes of the individ-
ual who displays challenging behaviour.

Identifying the needs which drive challenging behaviour is a complex and often frustrating exer-
cise. People supporting individuals with autism and challenging behaviour may well benefit
from combining both objective and subjective approaches in order to gain a comprehensive and
holistic understanding of the individual’s patterns of need.

Key points QQ

m Behaviour support promotes positive behaviour.

m Human behaviour is a function of the context in which it occurs. Effective behaviour sup-
port relies on an effective functional analysis of that context.

m A person’s behaviour is driven by need. Needs can be grouped into four broad cate-
gories, namely

1 Attention

2 Tangible

3 Escape

4 Sensory.
m Behaviour has a communicative purpose or intent.
m A single behaviour may fulfil several functions.
m The function of behaviour may alter over time.

m Objective and subjective approaches to understanding behaviour can be combined to
provide a holistic and comprehensive view.



Developing Proactive Strategies

This chapter includes:

B a definition of proactive strategies
B adiscussion of the optimum conditions for implementing proactive strategies
B anumber of strategies to promote optimum learning conditions.

Proactive strategies

Proactive strategies involve the deliberate engagement of positive and ethically sound interven-
tions which are designed to pre-empt the occurrence of challenging behaviour. As previously dis-
cussed, proactive strategies must be based upon an effective analysis of an individual’s needs and
must enhance the life of the individual for whom the intervention has been designed.

Proactive strategies require those people supporting individuals who exhibit challenging behav-
iour to combine their ‘scientific’/, empirical understanding of the function of an individual’s
behaviour with a creative flair for generating plausible solutions to apparently intractable prob-
lems. It is important to remember throughout this process, that the introduction of proactive
strategies will inevitably create a new array of behaviour patterns. This is the consequence of the
dynamic relationship between behaviour and the context it operates within. Any change intro-
duced into the context will bring about a change in behaviour. This natural occurrence may be
positive or negative and may produce behaviour which is either more appropriate or more chal-
lenging. Effective behaviour support generates new repertoires of behaviour which enable an
individual to secure their needs without recourse to challenging episodes of behaviour.

Case Study: Jamal

Jamal's story presents a typical type of dilemma faced by classroom practitioners every day.
Jamal was nine years old. A big boy for his age, he was prone to violent outbursts when
demands were placed on him and the severity of these outbursts seemed to be increasing.
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At a meeting to discuss these difficulties it was suggested that Jamal needed to learn more
appropriate ways of avoiding demands and securing his favourite activities. It was proposed
that Jamal be taught to pass a ‘break symbol’ to his teacher whenever he wanted to opt out
of a work demand. This suggestion was based on the premise that Jamal had little control
over what happened to him and little understanding of how he might secure his wishes.

However, this presented the group with an ethical and practical problem. Was it right, and
was it sustainable, to let Jamal ‘get his own way’ all the time. Was this good for him? Was it
fair on the other pupils around him? The group concluded that it was not; nor was the cur-
rent situation tenable. As things stood, Jamal was avoiding work demands anyway by
becoming violent and was dictating the structure of his school day in a negative spiral of
causal events.

Consequently, a way of working needed to emerge which enabled Jamal to make mean-
ingful decisions about his school day and allow him a measure of control over events
without allowing him to dominate the situation. Therefore interventions were adopted
which were time limited and which were seen as the first steps in a longer process of
empowering Jamal and protecting the rights of those around him.

In the first instance, Jamal was to be taught how to operate the break symbol system. For a
period of one month, the system would work consistently for him. Each time he asked to
leave a situation he would be granted his request. At the same time, Jamal would be taught
to tolerate waiting for a favourite item for gradually increasing periods, building from five
seconds, to ten seconds and so on up to one minute. This would be done by presenting the
item and counting audibly before handing it over. If Jamal behaved inappropriately, the
item would be withdrawn; if he behaved appropriately, it would be handed to him.

Alongside this work, Jamal was also taught how to understand a simple reward system. Each time
he behaved appropriately during work demands he would be given one of his favourite stickers.
When he had ten stickers, he could go out to play on the climbing frame for five minutes.

After one month the situation was reviewed and it was agreed that the number and severity
of attacks had reduced. The group decided that the break symbol system could be modified
so that for a period of one more month, each time Jamal requested a break he would be
asked to wait for one minute before he was allowed to leave the work situation. If he waited
appropriately for the one-minute period, he was given a sticker.

This initiative worked successfully and the strategy was developed further. The new phase
involved the teacher showing Jamal that he would be allowed a break after three defined
activities had been completed. Jamal was rewarded with a sticker at the end of each activity
and asked to wait one minute before he was allowed his ‘break’ This structure was gradually
built upon over the course of the school year so that eventually Jamal was able to tolerate
prolonged periods of demand during the day knowing that he would be allowed a break
from those demands at specified and secure periods.

Essentially, proactive strategies build upon an individual’s capacity to learn. In this sense, learn-
ing may be understood as a process through which skills, knowledge and understanding are
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altered. Similarly, teaching might be regarded as intervention designed to alter a person’s skills,
knowledge and understanding. Teaching and learning are intricately related behaviours, each
one acting upon the other in a continuously developing dyad of intervention and alteration.
Consequently, effective proactive strategies are not static, universal programmes but constantly
evolving and highly individualised interventions. Proactive strategies must be focused on the
specific needs of an individual in a particular context and written in response to an assessment
of those needs as a function of the context.

As a learning experience, the design of any proactive strategy must consider the optimum learn-
ing conditions which can be engineered in order to support an individual through the process.
While a person might have specific, ‘bespoke’” optimum conditions for learning, there are a num-
ber of generally accepted prerequisites for learning which apply to the majority of people. These
include

m a safe, healthy and calm learning environment
and
m relevant and motivating learning content.

Securing these basic prerequisites is critically important before any productive and positive
learning can occur (see Chapter 5, ‘Developing the Learning Environment’).

However, people who exhibit challenging behaviour, almost by definition, are not easily able to
access these setting conditions. For people who experience autism and display challenging
behaviour, this problem is further compounded as a powerful series of circumstances act against
the development of optimum learning conditions and the subsequent design of proactive strate-
gies. Yet, as we have previously indicated, there is a moral obligation to act and action requires
proactive strategies.

The key issue for people supporting individuals with autism and challenging behaviour is the
timing of interventions especially those interventions which involve proactive strategies. As far
as is possible, optimum learning conditions must be secured in order for proactive interventions
to be effective. Identifying the circumstances under which these conditions are achievable is the
key to successful intervention.

Case Study: Simon

Simon was twelve years old, a bright and articulate youngster with a passionate interest in sev-
eral areas of learning and obdurate resistance to several others. He attended a large secondary
school which served his neighbourhood and while his first few months in the school had been
positive, concerns were growing as his resistance to certain subjects was now becoming mani-
fest in negative ways. He would arrive late for certain lessons and often behave inappropriately
throughout, disrupting other pupils or refusing to complete learning tasks.

People working with Simon found it difficult to determine why some areas of the curricu-
lum were motivating for him and others were not. His interests did not seem to be subject
oriented nor related to the people who taught those subjects. Eventually, colleagues began
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to consider whether or not it was to do with the location of classrooms as his behaviour
was often associated with a particular block within the school campus.

Over time discussions with Simon revealed that he found the transition to this particular
part of the school very difficult as he had to cross a large area where older pupils congre-
gated and while there was no overt evidence of bullying, Simon clearly felt intimidated by
this group. He was often late for class because he was waiting for the older pupils to disperse
and when he did eventually arrive he was often tense and defensive.

Consequently, the staff team set about devising ways in which this transition could
become less stressful for Simon. Initially, a member of staff was designated to accom-
pany Simon and several other classmates across to the particular learning block. This was
to enable Simon to cross the ‘difficult area” securely without being singled out as he was
within a group. It was then decided to organise the group to transit without a member
of staff but ensuring all the pupils were present before they set off from their base.

Eventually, Simon was asked to co-ordinate this group of pupils which gave him a directed
purpose and enabled him to focus on the logistics of moving the group rather than the pos-
sibility of issues with older pupils.

Introducing proactive strategies

The development of proactive strategies is a complex and highly demanding area of practice.
Crucially, the effective engagement of proactive strategies depends upon the people supporting
individuals with autism and challenging behaviour, identifying periods of time when the indi-
vidual is sufficiently calm and focused in order to benefit from proactive intervention. This
process can be facilitated by understanding human behaviour as driven by a continuous flow of
emotional states which are, at times, excited or agitated and at other times calm and steady.
Throughout the course of every day, each of us experiences events or episodes which stimulate
or regulate our emotional state. This in turn affects our behaviour and causes us to act in partic-
ular and identifiable ways. This continuous flow can be shown as a line on a graph of arousal
against time. Challenging behaviour can be seen to occur at those peaks in the graph when the
levels of arousal are high. The introduction of proactive strategies is most effective during the
periods of extended low level arousal. This concept is illustrated in Figures 3.1 and 3.2.

It is a useful exercise to place ourselves within this framework and evaluate the flow of our emo-
tional states over the course of an average day. For example, we might wake up feeling refreshed
and rejuvenated after a good night'’s sleep. We get dressed, eat breakfast and set off for work. The
journey to work is comparatively smooth until the last mile or so when the traffic is inexplica-
bly heavy and we start to worry about being late.

The traffic clears and we arrive on time and settle down to a productive morning. Midway
through the morning we hear that our manager has been impressed by the work we are doing
and wants to speak with us later in the day. Gradually we become excited as we imagine the pos-
sibility of a promotion or a pay rise. The manager calls us into the office, praises us and thanks
us but nothing more. Mildly disappointed we return to our work.
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Figure 3.1 Levels of arousal over time caused by anxiety or excitement
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Figure 3.2  Proactive strategies most effective when arousal is below dotted line

No sooner are we back on task than a potential crisis looms. We realise we have forgotten to
complete an important piece of work we had promised to finish by the end of the day. We
quickly kick into action and work furiously through the lunch break just about completing the
task before the deadline. Tired but relieved to have saved the day we travel home and settle down
to an evening in front of the television.

Just as we relaxing, we get a call from a friend who has broken down about a mile from home
and needs a lift to get home. The weather has turned foul so we hurry to get ready and drive out
to meet them. We pick them up, drop them off and return home to finally sink into the sofa.

Plotting these events against the graphs shown above, it is possible to identify those points at
which the capacity to absorb new information becomes compromised by the heightened state
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Figure 3.3 The ‘average day’

of arousal (see Figure 3.3). Even when arousal is raised by potentially pleasant prospects, the
ability to concentrate on the task in hand is diminished. Equally, the frenetic activity caused by
the unfinished task does not constitute learning; it is possible to be industrious without acquir-
ing any new skills or knowledge and possible to appear passive while learning a significant
amount.

Appreciating the rises and falls in our arousal levels over time enables us to transfer this
understanding to the experiences of people with autism. While for the most part, the major-
ity of people without autism are able to cope with the increased pressures of heightened
arousal, people with autism may well find the peaks of arousal extremely difficult to manage.
Consequently, these heightened levels may disable the person’s ability to process information
and create a vortex of confusion and fear. Challenging behaviour may well occur at these
points.

A further compounding factor which must be incorporated into our understanding of this
model of human behaviour is the fact that many people with autism experience a heightened
level of arousal for much of the time. This may be the result of anxiety which arises from diffi-
culties in interpreting and processing a range of information and stimuli. Alternatively, excite-
ment may be exaggerated by the extreme sensitivity to sensory stimuli many people with autism
experience or the prospect of engaging in obsessive activities.

One consequence of this persistent level of heightened arousal is that people with autism may
experience higher peaks of excited or agitated behaviour. This entails that people with autism
may veer towards ‘crisis’ more easily than people without autism. A further consequence of pro-
longed heightened arousal is that many people with autism are often extremely fatigued. This
almost permanent exhaustion decreases a person’s tolerance levels, making them more liable to
outbursts. This further exacerbates the problem as a vicious cycle of high anxiety, exhaustion and
outburst creating higher levels of anxiety quickly develops.

If we explore this feature of autism and challenging behaviour graphically, it may look some-
thing like Figure 3.4. In this illustration a scale has been introduced to the level of arousal in
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10 Crisis points
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Figure 3.4 Illustration comparing levels of arousal

order to compare the opportunities for proactive interventions being engaged and the possibilities
of crisis being reached.

In Figure 3.4 the darker line represents the levels of arousal experienced by a person with autism
and the lighter line those experienced by a person without autism. Crucially, the ebb and flow
of emotional states is described along the same profile. However, the starting points for levels of
arousal are different. If it is assumed that point 4 on the arousal scale is the point below which
productive learning might occur and point 7 is the point above which crises may occur, a stark
fact becomes evident. In this specific example, the person with autism experiences three points
of crisis while the person without autism experiences one. Equally the person without autism
experiences three periods during which learning may be most effective while the person with
autism experiences just one. If we measure these phenomena in terms of time, the person with
autism spends more time approaching, or at, crisis point than they experience quality opportu-
nities for learning.

It should be noted that Figure 3.4 is purely an illustrative exercise designed to highlight the pos-
sible differences between the levels of arousal experienced by people with autism. It is not an
empirically based statement but rather a general indicator of the higher levels of stress and ten-
sion many people with autism encounter day after day. For those people supporting individuals
with autism and challenging behaviour the identification of periods during which proactive
interventions might be most effective is clearly complex and uncertain. The following exercise
and resources are intended to support this process.

In order to identify periods when proactive interventions might be most effective for a person
with autism and challenging behaviour it is helpful to collect data from structured observations
of individuals. Data based on behavioural observations may present several critical pieces of
information by:

1 Revealing a time-related pattern of calm and focused behaviour.
2 Indicating possible precursors to episodes of challenging behaviour.

3 Quantifying the length of time an individual can focus effectively.
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Clearly, these behavioural observations are based solely on the outward activity of an
individual and are only a secondary source of information about physiological, psychological
and emotional factors. However, they are the only basis most people supporting individuals
with autism and challenging behaviour have to work from and as such can be particularly
valuable.

It is important to structure observations in order to produce information which is reliable and
useful. Invariably, the process requires several weeks of observation, discussion and analysis and
generally benefits from a clear statement of intent from the outset. Figures 3.5 and 3.6 provide
an example of how the observation process might be structured around a common format. This
enables a significant amount of data to be condensed into a single space which supports the
interpretation and analysis of the data.

In this example, the process is followed through one morning during the observation period and
shows how the blank format is completed to describe child J's observable behaviour.

Figure 3.5 is a blank sheet which depicts time set at fifteen-minute intervals across one axis and
a scale of arousal from 1 to 10 across the other. People supporting individuals with challenging
behaviour might choose to set the time differentials at any intervals which are appropriate to the
context they are operating in. Consequently, intervals may be every thirty seconds or every hour
or even every day.

Similarly, while the vertical axis in Figure 3.5 is calibrated from 1 to 10, any scale of numbers
may be adopted to allow a range of interpretive positions to be adopted. Again the value of 4
has been indicated as the level below which proactive strategies may be gainfully employed and
7 as the level above which crises may occur. While not entirely arbitrary, this is not an empiri-
cally informed choice and other people may choose to re-set these values according to the situ-
ations they are analysing.

Figure 3.6 depicts the process of plotting observed behaviour onto the format and connecting
each point with a line in order to depict the flow of arousal over the period examined. It is
important to remember at this point that autism is a behaviourally defined condition and there-
fore open to subjective interpretations. Consequently, it is vital that claims for the validity and
reliability of the data collected throughout this process are limited and circumspect.

The commentary may, over time, provide a pattern of behaviour related to predictable events. In
the example given, perhaps break time presents J. with a challenge due to the demands of mix-
ing with large groups of children in an unstructured environment. Alternatively, perhaps J. needs
to consistently complete each task thoroughly before he can be moved on to the next set of activ-
ities. Examining the data over a number of days or weeks may determine which of these factors
is salient.

In terms of developing proactive strategies and identifying those times when these may be most
effectively engaged, Figure 3.6 provides several important insights. Firstly, a pattern of behaviour
may emerge which can be associated with J. calming down towards a level of arousal at which
proactive strategies may be effective. This may be interpreted in two ways — namely, does the
behaviour pattern signal a reduction in arousal or does it actively work to calm J. down. Either
way, the conditions around the calming procedure can be replicated in order to provide support
to the process of securing the optimum learning conditions for J.
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Case Study: Sarah

Sarah was a Key Stage 2 pupil who enjoyed positive and productive relationships with the
teachers and teaching assistants she worked with. Yet there seemed to be periods during the
day when Sarah’s behaviour became extremely challenging. During these episodes Sarah
presented a risk to both herself and people around her and, over time, the people support-
ing Sarah decided that during these episodes a minimal demand environment needed to be
established around her.

However, colleagues were not clear on whether there were identifiable factors causing these
behaviour outbursts and began to collect data on the outbursts using data collection instru-
ments such as those presented in Figures 3.5 and 3.6, and in Table 3.1 on page 32. This
process provided no insights into the causes of behaviour but it very quickly revealed a time
patterning around the challenging episodes.

Consequently, the team supporting Sarah were able to predict with a reasonable degree
of accuracy, those portions of the school day when Sarah was more likely to be receptive
to learning activities. Accordingly, her timetable was altered to ‘load’ those periods when
she was receptive with high demand learning tasks and ‘lighten’ those periods when
Sarah tended to be more challenging. The team were therefore able to avoid exacerbat-
ing difficult time periods and capitalise on positive and productive periods.

Clearing a space for learning

As we have previously discussed, effective learning is most likely to occur when an individual'’s
level of excitement or agitation is contained within certain limits. For people with autism, these
states of arousal may be persistently exaggerated due to the nature of their condition which
causes them to be prone to excitement or agitation. This comparatively heightened state of
arousal is shown in Figure 3.4. In order to enhance opportunities for introducing proactive
strategies, approaches directed at reducing the overall level of arousal can be extremely benefi-
cial. This process may be seen as clearing a space for learning to occur, learning which will sig-
nificantly improve the quality of the individual’s life. Uniquely, strategies employed for clearing
a space for learning may simultaneously be considered as proactive strategies and as the prereq-
uisite groundwork which enables the engagement of proactive strategies. This duality is a criti-
cal feature of this element of behaviour support.

Before considering which approaches might be most effective, it is necessary to discuss the role
of medical intervention in this regard. This is an area which is ethically complex and does not
accommodate definitive or absolute positions.

It is undoubtedly the case that in the past medical intervention has been used inappropriately
in the management of challenging behaviour. Individuals with autism and challenging behav-
iour have been subjected to a range of questionable surgical procedures and chemical interven-
tions whose benefits could not be proven. Whatever the possible good intentions of those who
implemented these misguided approaches, we are now in a position to dismiss as unethical any
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intervention which is not entirely focused on the needs and best interests of the person who is
subjected to that intervention.

However, just as there is a place for medical intervention in the lives of any person, so too there
is a place for medical intervention in the lives of people with autism and challenging behaviour.
For example, if a person suffers from severe anxiety and panic attacks, the most appropriate treat-
ment for their condition at a given point in time, may well be pharmacologically based. If a per-
son has autism, there is no reason why their mental health needs should be any less than any
other person and equally no reason why their entitlement to medical assistance in whatever
form should be any less. Equally, the use of any medical intervention must be entirely deter-
mined on the basis of the best interests of the person who the intervention is prescribed for.
There are no circumstances in which medical intervention can be ethically justified on the
grounds that it reduces the challenge of behaviour to other people.

Naturally, judging what the best interests of an individual are, particularly if that individual’s
ability to speak for themselves is limited, is problematic. The rights of individuals with autism
and challenging behaviour are paramount and in order to secure these rights it is vital that all
parties directly involved in the care and protection of an individual maintain regular, collabora-
tive practice across all aspects of that person’s life. In this way, the interests of the person with
autism can be protected and continuously reviewed.

Alongside, or as an alternative to medical intervention, individuals with autism and challenging
behaviour may benefit from parallel approaches to reducing the levels of arousal they experi-
ence. The first of these involves offering improved lifestyle options for the individual with
autism which serve to decrease the overall ‘background’ of arousal which affects their interaction
with the world.

Improved lifestyle options tend to be long-term and slow-acting responses which gradually work
to lower the overall level of anxiety or excitement a person generally experiences. Examples of
these strategies fall into six broad categories - namely:

m Diet
m Health
m Leisure

m Self-advocacy
m  Sensory support

m  Skills and knowledge

which can be associated with improving the lifestyle of anyone in any context. For people with
autism and challenging behaviour, it is often necessary for those people who support them to
introduce the lifestyle changes that most individuals ordinarily make for themselves. These
changes can be brought about by evaluating the lifestyle options available to the person with
autism and then considering how each of these might be improved. These improvements might
then be phrased as a set of learning objectives with the primary purpose of reducing levels of anxiety
or excitement. Table 3.1 provides an example of a resource which might support this approach.
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By considering the various components of an individual’s lifestyle as discrete entities it is possi-
ble to identify concrete strategies which combined into an integrated approach can significantly
improve a person’s lifestyle. Crucially, improving lifestyle options empowers an individual and
enables them to feel more in control of their lives. Consequently, the levels of tension, frustra-
tion and confusion an individual experiences can be substantially reduced. Lizzie’s story is a
practical example of lifestyle improvement strategies enhancing the quality of a person’s life.

Case Study: Lizzie

Lizzie was a 22-year-old woman who had recently moved into a shared house supported by
3 members of staff on a 24-hour basis. Lizzie experienced severe learning difficulties,
epilepsy and autism, used no recognisable verbal language and displayed episodes of self-
injurious behaviour when distressed. She was a highly dependent young woman supported
by a skilled and committed team of people who gradually introduced a series of approaches
which significantly improved the quality of Lizzie’s life.

The first of these was medically based as the team collaborated with healthcare profession-
als to alleviate the menstrual difficulties Lizzie suffered. This involved acquiring data over a
number of months which enabled the doctors to prescribe appropriate medication.

Once this dimension of difficulty had been eased, the team concentrated on improving
Lizzie’s diet. Lizzie had entered the house with a diet which was limited to foods which were
largely unhealthy due to high sugar and fat content and significant amounts of additives and
stimulants. The addictive nature of this diet coupled with Lizzie’s inability to identify when
she was ‘full’ entailed that she had a tendency to gorge on foodstuffs and had become over-
weight. This had begun to restrict her access to physical activity and resulted in periods of
distress if she was required to walk any distance.

Consequently, advice was sought from a nutritionist and an exercise programme was devised
which gradually increased the physical demands placed on Lizzie. These two initiatives enabled
Lizzie to lose weight, establish a better sleeping routine and become generally more healthy.

The improvements in Lizzie's diet and general health enabled her to access a broader range
of leisure activities including her favourite activity, swimming. This promoted a virtuous cir-
cle of exercise and enjoyment as Lizzie accessed swimming sessions three times a week.

Having provided an improved quality of life for Lizzie and introduced a sustained period of
good health, the team were then able to begin teaching Lizzie a number of communication
strategies. These enabled Lizzie to better advocate for herself and express her immediate
needs and wishes. This progress allowed Lizzie to inform members of the team when her
housemate’s noises were upsetting her and therefore introduced some measure of sensory
control into Lizzie's life.

This overall reduction in the tension experienced by Lizzie enabled the team to focus on the
development of some basic life-skills for Lizzie, such as making a small snack or drink for
herself. Lizzie, therefore, achieved some degree of independence and self-determination. In
short, the quality of her life improved.
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Improving lifestyle options introduces changes at a profound and enduring level. The process is
necessarily slow and based on long-term perspectives and because of this the progress an indi-
vidual is making is sometimes overlooked. This is why longitudinal data becomes important as
it reflects the advances which are made on a steady, incremental basis. This in turn encourages
both the individual with autism and challenging behaviour and those people who support the
individual by enabling a focus on the positive long-term gains which are being made.

While improved lifestyle options offer an enduring approach to proactive strategies, there is
invariably an urgent need to secure opportunities for proactive interventions in the short term.
This second perspective to approaches can be seen in terms of incident-specific strategies which
focus on supporting individuals during problematic day-to-day episodes. These strategies can be
seen in terms of four broad categories - namely:

m Avoidance

m Calming techniques
m Distraction

m  Options.

At any one time several strategies drawn from a number of these areas may be operating concur-
rently. People supporting individuals with autism and challenging behaviour need to ensure
that these various strategies are complementary and sustainable. Strategies emerging from these
four categories may be characterised as follows:

Avoidance

Avoiding difficult situations may be seen by some as ‘giving in’ to the challenging behaviour
exhibited by an individual. However, when working with people with autism and challenging
behaviour, the focus should always be on creating ‘win-win’ situations. Invariably, a person
exhibits challenging behaviour because they have a fundamental difficulty which no amount of
confrontation will resolve. Before provoking situations which are conflictual it is important to
ascertain what is to be gained by the conflict. Naturally, there may be times when addressing the
problem directly is the most ethical and pragmatic option. However, avoiding situations which
agitate, over-stimulate or frighten individuals until such a time as the individual is better able to
cope with the problem is invariably the best option.

What is critical in these circumstances is that avoidance is seen as a short term measure and not
a long-term solution. Securing stability and success in the short term can lay the foundations for
significant long-term gains achieved through improving lifestyle options via a concurrent group
of approaches.

Case Study: Michael

Michael had always enjoyed horse riding. Despite a severely restricted vocabulary he had
mastered the names of his favourite horses at the local stables and was always excited when-
ever he clambered aboard the minibus to head off to horse riding.
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Riding represented a particularly positive element of Michael'’s life which was challenging in
so many other ways. So it was very sad when, apparently with no warning and with no cause
that anyone close to him could identify, Michael began to become very challenging when-
ever the group prepared to go horse riding.

His parents were very upset. This was the one area of his life that he seemed to enjoy and
yet even this seemed to be taken from him. Consequently, the class teacher persevered in his
efforts to take Michael horse riding until eventually, the risks to Michael and everyone
around him became too great.

After consulting with Michael’s family and colleagues within the school, the decision was
taken to suspend Michael’s horse-riding sessions until a clear idea could be formed around
the possible sudden changes in his attitude towards riding.

For a period of half a term, Michael would be taken to play outside while the group pre-
pared for horse riding. He would return to his class base after the other pupils had left and
engage in one-to-one activities while the other pupils were out. This reduced the number of
challenging episodes and seemed to improve Michael’s behaviour in general. Data was col-
lected and compared with previous data to reveal a significant reduction in challenging
episodes once horse riding was taken off the timetable.

One possible explanation for this was that while Michael enjoyed horse riding, he
found the increase in excitement and arousal levels associated with the sessions
difficult to understand and integrate into his general perception of the world. As his
awareness developed, he began to associate the class group’s preparation for horse
riding with the unpleasant feelings his overstimulated state gave him. Consequently,
although the action of horse riding was enjoyable for Michael, the excitement that came
with it was disorienting and unpleasant; his challenging behaviour may have been a
result of this.

Allowing Michael a break from horse riding enabled the team of people supporting him to
better understand the complex maelstrom of emotions Michael felt during and around
horse-riding sessions. This ‘time out’ enabled the team to devise longer-term strategies
which helped Michael identify his emotions and express ‘opt out’ choices appropriately.
After several months of consolidated work in this area the team felt confident enough to
re-present horse riding as an option to Michael knowing that he had the capacity to
reject the session if he chose to. This empowered situation enabled Michael to return to the
activity on a regular basis with the fall-back position of rejecting the session if he felt over-
stimulated by it.

Calming techniques

Every human being has a repertoire of individualised techniques which are used to calm and
reassure. This range of approaches includes having a short break, talking to another person, talk-
ing to oneself, taking some exercise, controlling breathing or soothing the senses via approaches
such as music or aromatherapy. This group of techniques are vital in enabling us to overcome
the many tensions and pressures we face on a daily basis.
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For people with autism and challenging behaviour, access to these critical components is
extremely limited. This is often because people with autism and challenging behaviour are lim-
ited in their ability to appreciate the escalation of tension or agitation and are therefore unable
to engage in calming techniques. Consequently, it is necessary for those people supporting the
individual to establish a portfolio of techniques which can be introduced when circumstances
dictate.

Invariably, these techniques are similar to those that all human beings use but must be carefully
chosen to meet the needs of the individual. Teams of people supporting individuals must be
cautious in their selection of techniques. For example, for many people with autism, their capac-
ity to process language significantly diminishes under pressure and approaches based on calm
and reassuring speech may be misguided. In difficult situations, the requirement to process lan-
guage may be an added demand even for more able, linguistically competent people with
autism. In addition to this consideration, some people with autism and challenging behaviour
may find sensory input over-stimulating and experience increased levels of arousal which exac-
erbate situations. Consequently, it is necessary to carefully consider each technique which is
introduced and to consult broadly in order to gather as much information around the individ-
ual as possible.

A further complication in developing calming techniques for individuals with autism and chal-
lenging behaviour arises because the people supporting the individual fail to recognise particu-
lar behaviour patterns as part of a self-generated calming routine. Consequently, the behaviour
is perceived as an indicator of escalating tension rather than a self-initiated calming technique
and the process is interrupted, leading to episodes of challenging behaviour. Therefore, it is
important to ensure that teams of people supporting individuals do not over-react to certain ele-
ments of behaviour but try and ascertain the role each component of a given behaviour pattern
is performing.

Case Study: Ria

Ria was a complex little girl who repeatedly surprised us, confounded us and amazed us.
Throughout the two years she had attended school, she had proved to be unpredictable in
many ways. Although she worked with established and highly skilled staff members and
shared strong and caring relationships with these practitioners, her sudden mood swings
were difficult to predict and they were beginning to limit her access to many places and
activities.

The team supporting Ria met with her mum and dad and other professionals involved in
her life and tried to identify the root causes of the behavioural difficulties Ria displayed.
Unfortunately, the group were unable to successfully identify any consistent factors and con-
cluded that the only consistent pattern was the complete lack of consistent pattern!

However, in the course of the conversation, it became apparent that people had evolved rou-
tines which they used to calm Ria whenever she was becoming agitated. These routines var-
ied in their effectiveness but generally seemed to introduce some measure of stability into
difficult situations and seemed to have a common thread which the group decided to try
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and focus on. The underlying premise was that if the group could not determine the causes
of Ria’s challenging behaviour, they needed at least to develop effective strategies for stabil-
ising difficulties.

Discussions revealed that Ria seemed to benefit from a soothing song being sung to her
whenever she was about to encounter a stressful situation. Staff in school had used this tech-
nique when Ria was being examined by the school nurse and her mum had used the strat-
egy when she had taken Ria for a haircut.

However, the technique did not always work. For example, her mum noted that it rarely
worked when she was outside and members of the school staff team agreed that the tech-
nique had no effect in the school playground. This factor was unfortunate because Ria was
scared of dogs and the family had stopped visiting local parks because of this. Similarly,
there were certain pupils Ria was wary of and their presence in the playground had provoked
Ria to attack children and members of staff resulting in her access to the playground becom-
ing more restricted.

The group were perplexed until someone offered the notion that perhaps people were
singing more quietly in the enclosed space of the medical room and the hairdressers. From
this the group speculated that perhaps it was the proximity of the adult to Ria and the sen-
sation of the adult’s warm breath near her that enabled her to become calm. As discussion
developed it emerged that other techniques which had soothed Ria included people blow-
ing softly on her head or whispering ‘shh” into her ear.

Through the processes of discussion, through an honest and open discourse, the group had
identified that the key factor for Ria was not the music but the warmth and close proximity
of supportive adults. Calming techniques could now focus on employing these strategies
whenever Ria was likely to encounter a stressful situation.

Distraction

Distraction techniques are used frequently by human beings to ease interactions and support
positive relationships. They are commonly employed by the parents of young children who will
draw the child’s attention to a favourite toy or character while some less than pleasant procedure
is completed. This might be anything from injections, to haircuts, to tasting new foodstuffs.

For individuals with autism and challenging behaviour the careful use of distraction techniques
can be highly effective. Again people supporting the individual must be cautious in their use of
these techniques, ensuring that they are not choosing a ‘distractor’ which serves only to worsen
the situation. Experienced families and practitioners in this field are often found with small
rucksacks full of tried and tested toys, books and gimmicks whose function is to draw an indi-
vidual’s attention away from problematic scenarios.

Other people supporting individuals with autism and challenging behaviour become adept at
‘thinking on their feet’, displaying a fine sensitivity for their surroundings and drawing upon
objects or occurrences in the environment to draw an individual’s focus away from potentially
difficult stimuli.
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Case Study: Junaid

Junaid had made the transition into Key Stage 2 very well. He had a creative and imagi-
native teacher and a talented and dedicated teaching assistant supporting every aspect of
his school-life. His progress was good and crucially Junaid seemed to be very happy at
school.

There remained, however, one area of concern — namely, assemblies. These had never been
positive experiences for Junaid as he found it difficult to tolerate the large group, increased
noise and what he considered to be the meaningless content of assemblies. Previously he
had refused to enter the hall for assembly or presented significant challenges once in the
hall and therefore had been removed from the situation. Consequently, the history and
management of previous difficulties did not provide a good foundation for progress.

However, the team supporting Junaid wanted to move him on and felt that the progress he
had made in so many other areas justified the attempt to gradually introduce him to assem-
blies. While it was a risk in some respects, it also represented a high expectation of Junaid
and faith in his ability to learn.

It was recognised that in order to tolerate assemblies Junaid would need a series of distrac-
tions to enable him to overcome the negative associations he held. The initial objective of
the team was to enable Junaid simply to spend increasing periods of time in the assembly
with no emphasis on having to engage in the content of the assembly.

Consequently, it was decided that Junaid could take his favourite magazines and comics
into the assembly and sit and read these at the back of the hall for the duration of the assem-
bly. After a number of successes doing this the team decided to ask Junaid to sit at the end
of the row reading his comics and gradually moved him further along the row over the sub-
sequent weeks.

After a term and a half, Junaid was asked to take just one magazine into the assembly
and after a further few months was asked to take the magazine into assembly but only
begin reading it after three minutes had passed. This was gradually increased to five and
then seven and then ten minutes. This incremental approach enabled Junaid to success-
fully join assemblies so that eventually he was able to carry a magazine into the hall and
leave it by the hall door. Knowing that the magazine was there was a sufficient distrac-
tion to Junaid to support him in tolerating assemblies. He even started to enjoy some of
them!

Options

Many people with autism and challenging behaviour have a sense of powerlessness. This is the
result of many episodes in their lives during which control has been wrested from them as part
of the management of their behaviour. This entails that some individuals may have very limited
choices and equally limited self-esteem.
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In some circumstances, individuals may passively accept certain conditions because they are
‘conditioned’ to do so. Often this causes challenging behaviour as their acquiescence suppresses
their real desire to reject something which can only emerge following its imposition.

By increasing the available options to an individual, it is possible to reduce both the number of
openly confrontational situations and the number of conflicts arising from the suppression of
an individual'’s real feelings.

Case Study: Peter

Peter did not like wearing his coat. Most of the time this was not a major problem; some-
times it was, as Peter loved to be outdoors and in cold or wet weather he would insist on
playing outdoors with no coat on and therefore be susceptible to colds and sore, chapped
skin. Peter’s family and the team working with him in school decided that a strategy
needed developing otherwise Peter would be denied access to a range of his favourite
activities.

After a long period of discussion and several meetings it was decided to present Peter with
a number of choices of outdoor wear. Those people supporting him felt that if he could be
encouraged to wear just a few more clothes when he played out, that this would serve as a
foundation for enabling Peter to tolerate his coat.

A routine was gradually developed through which whenever Peter requested outside play, he
would be presented with several items of clothing. When one item was chosen, Peter was
given access to outside play.

Initially, Peter was very resistant to the new regime and presented several prolonged
episodes of challenging behaviour in order to secure outside play without having to ‘deal’
for it. However, the people supporting him were calmly insistent, confident in the knowl-
edge that in the longer term this approach was in Peter’s best interests. Equally, they were
prepared for the challenging episodes and were equipped and organised.

Eventually, Peter recognised that by agreeing to wear either a pair of gloves or a baseball cap
or a thin sweatshirt he was gaining access to his favourite activities. Over time this choice
was broadened to enable Peter to wear a greater range of suitable outdoor clothing. He con-
tinued to reject a coat, but he gradually wore more warm clothes in cold weather, a choice
which has been accepted.

Figures 3.7-3.10 offer a number of suggestions to support the development of incident-
specific strategies. The ideas explored here are drawn from experiences of successful strategies
which have been employed in order to avoid crises. As previously indicated, one or more strate-
gies may be engaged at any given time depending upon the nature of the difficulty being
addressed. It is also possible to perceive particular interventions as belonging to several cate-
gories simultaneously.
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Avoidance

Crowds: A person who finds large groups of people difficult will probably struggle in busy
shopping centres, crowded stations, school assemblies or playgrounds and large celebra-
tions. Desensitising an individual to the effect that large crowds have on them is a complex
and long-term endeavour. In the short term, avoid these types of scenarios, introducing the
individual to small groups and aiming for no more than a tolerance of these groups.

Eating: The heightened sensitivities of some individuals with autism determine that par-
ticular taste or olfactory sensations can be extremely aversive. This is not simply a case
of dislike but rather a case of utter revulsion. While many parents or practitioners may be
anxious to develop the dietary choices of an individual, it may be better to accept the lim-
itations of an individual’s diet rather than create an association between mealtimes and
aversive experiences.

Relationships: Personality clashes are as likely to occur among individuals with autism as
they are among anyone else. Indeed, the impairment in social understanding people with
autism experience may exacerbate relationship problems. Where experience shows that
certain individuals do not get on with one another, avoid placing these people together just
as you might avoid meeting people you dislike yourself.

Figure 3.7  Strategies for supporting avoidance techniques
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Calming techniques

Healthcare: Many people with autism have a history of unpleasant experiences in this area.
Visits to the doctor, nurse or dentist may have terrifying connotations for individuals whose early
life may have involved long and intrusive healthcare experiences. Prior to healthcare appoint-
ments, devise routines which promote a sense of calm reassurance for the individual. This may
involve practising the route to the venue on the days leading up to the appointment, playing
calming music, creating a social story related to the expected scenario, meeting the healthcare
professional beforehand or simply holding a person’s hand and offering soothing advice.

Public examinations: Many people become nervous prior to examinations and people with
autism are as subject to this natural nervousness as anyone. Try and devise routines which
‘talk’ the individual through the examination process. Create a series of mental checklists
for the individual which reassure the person that they have all the materials they need and
have done a sufficient amount of work. Teach the individual breathing techniques which can
be employed prior to entering the examination.

Trust: Many individuals with autism form special relationships with certain people who
appear to offer security to the individual. Ensure that these ‘trustees’ are on hand whenever
significant challenges are ahead for individuals.

Figure 3.8  Strategies for supporting calming techniques
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Distraction

Phobias: Some phobias cannot be avoided while maintaining a reasonable quality of life.
For example, if an individual is afraid of dogs, the only way they can avoid the inevitable
encounter with a dog is to stay at home all the time, a prisoner of their phobia. In order to
overcome this, plan a series of effective distraction techniques such as focusing a conver-
sation on an individual’s special interests, singing a familiar song or pointing out features of
the environment. Have these technigues ready for use when outside the home environment.

Obsessions: Some individuals with autism and challenging behaviour have particular
objects, routines, places or people they are obsessed with. When near these things the indi-
vidual is likely to become excited and agitated and prone to episodes of challenging behav-
iour. People supporting the individual need to prepare for those times when proximity to an
obsession is likely to be problematic. Devise strategies such as reminding the individual of
a reward system which might be related to self-control or engage them in conversation
about a favourite television programme.

Associations: Certain items, environments or people may remind individuals of unpleas-
ant or exciting experiences. Prepare for these associations by devising interruptions to the
association through conversations, word games, songs and rhymes.

Figure 3.9  Strategies for supporting distraction techniques
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Options

Choosing who: There are certain unavoidable elements of a daily routine which may be
difficult for an individual. For example, elements of personal care, mealtimes or journeys to
and from school. While these things are necessary, it is possible to offer a choice of the per-
son who supports the individual during these times. This gives some measure of empower-
ment to the individual and might serve to make the exercise more manageable.

Making decisions: The fundamental difficulty many people with autism encounter in the
domain of executive functioning compromises the ability to make informed and balanced
decisions. This may result in either apparently hasty and irrational choices or an inability to
make a choice. Prepare individuals for making decisions by discussing the range of options
available to them and gradually eliminating each one until a final choice is made.
Alternatively, where individuals may not be able to achieve this, limit the number of choices
available to avoid individuals becoming overwhelmed by choices.

Control: For individuals with autism and challenging behaviour, many aspects of their lives
are beyond their control. Because of this, it is often important to identify one area of an indi-
vidual’s life in which they can enjoy total control. This may be in the choice of clothing they
wear, programmes they watch or places they visit.

Figure 3.10  Strategies for increasing options
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As indicated previously, the short-term nature of incident-specific strategies determines that they
cannot secure long-term, life-enhancing qualities for an individual with autism and challenging
behaviour. They are the behavioural equivalent of first aid in that they stabilise the problem and
prevent it getting worse. But they do not offer a solution to the difficulties faced by individuals
and, if left as the sole source of approaches, may eventually come to exacerbate the difficulties
they were originally intended to address.

Equally, improving lifestyle options invariably requires many months of slow, steady work with
limited progress over significant time-scales. Consequently, they cannot offer immediate support
to individuals facing repeated crises. Their strength lies in the enduring quality of their effect and
not in the capacity to resolve difficult daily occurrences.

Consequently, people supporting individuals with autism and challenging behaviour need to
consider an integrated approach to intervention in which short-term measures and long-term
solutions are strategically combined to secure both the immediate health and safety of individ-
uals and their long term well-being and quality of life. Crucially, there needs to be a careful con-
sideration of how short-term measures and long-term approaches are likely to interact with one
another. This process should not paralyse support systems but should provide a sound rationale
for every planned intervention. Tables 3.2-3.4 provide examples of how approaches may be
designed to complement one another across short- and long-term perspectives.

The development of proactive strategies across both long- and short-term time-frames promotes
a virtuous cycle of learning and lifestyle enhancement. This goal is the ultimate goal for all indi-
viduals with autism and challenging behaviour. However, it is difficult to attain, requiring
patience, resilience, courage and a finely tuned analytical approach focused on the needs of the
person with autism. If there is a genuine desire to improve the quality of life for any person with
autism and challenging behaviour, then there needs to be a concerted and determined effort to
introduce proactive strategies into their lives.

Key points C\

m Proactive strategies enable an individual to learn alternative ways to meet their needs.

m Proactive strategies build on an individual’s capacity to learn and require optimum
learning conditions.

m Identifying periods when an individual is calm is critical to the successful implementa-
tion of proactive strategies.

m Proactive strategies can be short-term or long-term.
m Improving a person’s lifestyle options will promote optimum learning conditions.

m Identifying techniques which enable an individual to remain calm increases the likeli-
hood of implementing effective proactive strategies.

m Proactive stratedgies both promote optimum learning conditions and can be imple-
mented during optimum learning periods. This virtuous cycle is the aim of proactively
supporting individuals with autism and challenging behaviour.
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Developing Our Role in Behaviour Support

This chapter includes:

m an examination of our role in behaviour support
B adiscussion of the key qualities required to provide effective and enduring behaviour support
B an exploration of how organisations can further develop their capacity to support individuals.

Understanding ourselves

The processes of behaviour support are deeply enmeshed in the relationships shared by each
person involved in those processes. People who support individuals with autism and challeng-
ing behaviour, whether they are family members or practitioners, are part of a dynamic and
vibrant relationship in which every experience and interaction has an equally profound effect
upon themselves and the individual they are supporting. Appreciating the fundamental role
played by relationships is a critical feature of effective behaviour support. As relatives, friends or
practitioners supporting individuals with autism and challenging behaviour, it is important to
take some time to reflect on ourselves and the impact of our role in the complex and exciting
relationship we share with that individual. In many respects, understanding ourselves is the first
step in providing effective behaviour support to others.

Prior to developing approaches which support individuals with autism and challenging behaviour,
a decision is made by those people who live or work with that individual that some degree of inter-
vention is necessary. This decision is an ethical decision; it is based on a moral position adopted
by the people around the individual that they are obliged to intervene in the life of another per-
son in order to improve the quality of life that individual experiences. Undoubtedly there will be
pragmatic considerations, legislative concerns and professional reasons for making this decision.
But at its heart the decision is ethical, based on a person’s concept of ‘right action” and constructed
from a unique complex of personal history and experience. Therefore, in order to better understand
the processes that determine the development of behaviour support programmes, it is necessary to
investigate the processes which affect our initial decision to intervene in the life of an individual.

Essentially, this complicated and deeply personal phenomenon involves a subjective judgement
that the individual we are hoping to support does not enjoy the quality of life every human being
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is entitled to. In short, we intervene because we believe that the individual has a right to a better
quality of life than the one we believe they experience. This notion of ‘a good quality of life’ is, of
course, a personal construct and will naturally vary from person to person. What is a ‘good life’
for you may not necessarily be a ‘good life’ for me. There are, of course, certain parameters which
most people would acknowledge reasonably describe a humane quality of life and which are
enshrined in a number of internationally accepted laws and declarations, for example the
Universal Declaration of Human Rights (United Nations, 1948) or the European Convention on
Human Rights. Nonetheless, the pragmatic decision to intervene in the day-to-day life of another
person begins with a subjective judgement based on our personal beliefs and values.

This being the case, we must acknowledge that whatever level of intervention we introduce we
are likely to cause some degree of discomfort and stress to the individual. We are therefore
morally bound to scrutinise the subjective judgements we are making and commit ourselves to
a process of reflective self-examination in order to ensure the actions we are taking are focused
on the individual’s rights and best interests.

The questions we ask of ourselves at this point need to be rigorous and challenging and must
drive at understanding our motives, our prejudices, our aspirations and our notions of normal-
ity. The process should not be an easy, self-affirming exercise but rather a challenging and at
times uncomfortable quest to understand ourselves and our role in the dynamic we share with
the individual we are hoping to support.

Initially we must ask ourselves:

What is it about this individual’s quality of life that demands those of us supporting them make a
conscious decision to intervene in order to affect change?

In order to answer this question satisfactorily each person offering support needs to have care-
fully considered their interpretation of the term ‘quality of life’ This interpretation needs to be
incorporated in our response to the question along with a description of the values which have
led us to this view.

By addressing this issue, we are in a position to identify those features of the individual’s life
which significantly detract from their quality of life and demand our intervention.

Having established a rationale for intervention, we must then examine:

What is it about this individual’s behaviour that causes me anxiety?

In answering this question we need to explore our own emotional, physiological and psycholog-
ical responses to the individual’s behaviour. From this, we may be able to proceed to an under-
standing of why we find the targeted behaviour difficult, to an acknowledgement of what factors
from our own history and experiences cause us to react in the way we do to the behaviour.

This process can be particularly difficult and for some people can cause a re-awakening of
fears and frailties they might have thought themselves to have overcome or left behind. However,
supporting an individual with autism and challenging behaviour is an extremely demanding
and challenging undertaking which requires us to draw on enormous reserves of inner strength
and resolution. In respect to this element of our lives, those of us who take on this challenge
need to be emotionally and psychologically robust and able to withstand the potentially upset-
ting process of introspection this exercise requires. Arguably, a person not equipped to undergo
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this self-examination may not be adequately equipped to offer enduring and sensitive support
to an individual with autism and challenging behaviour.

Equally, relatives, colleagues and service managers need to recognise the fact that going through
this process of introspection is difficult and that people prepared to engage in this exercise
should be skilfully and sensitively supported.

A final element of this preliminary exercise in developing a programme of behaviour support for
an individual requires a person to identify those qualities they bring to the process. We need to
ask ourselves:

What qualities and characteristics can | offer to this process of intervention?

For many people, this is an awkward question as they do not want to appear boastful or arro-
gant. However, this skills audit is as essential as the introspection required previously. In identi-
fying our strengths and those attributes which will contribute positively to the behaviour
support process, we will be able to determine the precise role we can play in the process and
therefore strengthen the process.

This preliminary period of self-examination requires relatives, friends and practitioners who
support individuals with autism and challenging behaviour to investigate the complex and
deeply subjective judgements which are made when entering into the domain of behaviour sup-
port intervention. This difficult exercise might be clarified to some degree by using the schedule
set out in Figure 4.1 in order to structure this introspection.

Owning challenging behaviour

Following this initial period of endeavouring to understand the effect of our histories and char-
acter on the interactions we share with individuals with challenging behaviour, it is important
to attempt to develop an empathy with the individual with autism and challenging behaviour
which extends to those periods of challenging behaviour we are trying to address.

This empathy is difficult to achieve in its entirety because people without autism can never fully
appreciate what it is like to experience the condition. However, it is possible to move towards an
empathy with individuals who have autism and display challenging behaviour because each of
us engages in challenging behaviour to some degree at some time. Consequently, if we explore
our own experiences of challenging behaviour, we may be better able to understand the chal-
lenging behaviour of other people.

People supporting individuals with autism and challenging behaviour might benefit from try-
ing the following exercise. Complete Figure 4.2, focusing on your own behaviour and then
duplicate the exercise for the person you are supporting by completing Figure 4.3.

This exercise requires the recognition that we are all capable of displaying challenging behav-
iour. For many people, this notion is difficult because they consider themselves reasonable and
are able justify most of their actions within a rational framework. However, it is important to
consider that from the point of view of any individual displaying challenging behaviour, their
actions are reasonable and the world around them is unreasonable. In fact, we may go so far as
to say that the challenging behaviour an individual with autism exhibits is a reasonable response
to the context they experience given what we know about autism.
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Section A

What is it about ....’s quality of life that demands | make a conscious decision to intervene in order
to affect change?

1.  The five things | value above anything else are

2. For all human beings a good quality of life must include

3. | believe ....s life quality is significantly damaged by

[ ]
Section B

What is it about this individual’s behaviour that causes me anxiety?

1. How do | feel when ...." engages in this behaviour?

2. What physiological responses have | noticed in myself during episodes of this behaviour?
[ ]



3.  What factors from my previous experiences or current lifestyle may cause me to feel and respond
in these ways?

Section C

What qualities and characteristics can | offer to this process of intervention?

1. What personal characteristics will enable me to provide effective behaviour support?

2.  What skills, knowledge and understanding will support me in offering ................... effective behaviour
support?

3.  What practical actions can | offer to support this intervention?

Figure 4.1 Self-examination schedule

Positive Behaviour Strategies to Support Children and Young People with Autism,
Paul Chapman Publishing © Martin Hanbury, 2007



1.  Identify behaviour you have displayed which might be considered challenging by other people.

2. State why people might find this behaviour challenging.

3. Describe your emotional state when you are displaying this behaviour.

4. |ldentify why you display this behaviour.

5. Name the category of need you feel your behaviour emerges from.

Sensory Escape Attention Tangible

6. Identify the alternatives to this behaviour you could adopt.

Figure 4.2 Developing Empathy: My Challenging Behaviour

Positive Behaviour Strategies to Support Children and Young People with Autism,
Paul Chapman Publishing © Martin Hanbury, 2007



1. ldentify behaviour you consider to be challenging which is displayed by the individual you
support.

2. State why you find this behaviour challenging.

3. Describe the apparent emotional state of the individual you support when they are displaying
this behaviour.

4. |dentify why you feel the individual displays this behaviour.

5. Name the category of need you feel this behaviour emerges from.

Sensory Escape Attention Tangible

6. ldentify the alternatives to this behaviour the individual is currently able to adopt.

Figure 4.3 Developing Empathy: Understanding Others

Positive Behaviour Strategies to Support Children and Young People with Autism,
Paul Chapman Publishing © Martin Hanbury, 2007
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Moving on, developing practice

The processes of understanding the role played by each person in the complex and unpre-
dictable dynamics surrounding challenging behaviour are the first steps people supporting indi-
viduals with autism and challenging behaviour need to take. However, this introspection, while
crucial, is not enough and families, friends and practitioners need to carefully consider the next
dimension of self-development which needs to be engaged.

The first activity involves an accurate assessment of the skills and understanding which a person
supporting an individual with challenging behaviour brings to the situation. These qualities can
be understood across four broad categories - namely:

m Personal characteristics

m Physical attributes

m Theoretical understanding
m Practical experience.

In evaluating a person’s strengths and needs across these categories, it is possible to identify particu-
lar areas which might be further developed for a person. It is only by honestly and accurately describ-
ing strengths and needs that people supporting individuals with autism and challenging behaviour
can effectively improve the interventions and support they are able to offer that individual.

Personal characteristics

Any person supporting an individual with autism and challenging behaviour requires a prerequi-
site range of personal qualities which enables them to remain focused on the primary needs of the
individual they are supporting. Crucially, these qualities need to be blended in order to ensure an
appropriate balance of strength and sensitivity is achieved at all times. A person supporting an indi-
vidual with autism and challenging behaviour needs to be able to draw upon qualities such as:

m Calmness - able to rationalise difficulties clearly

m Confidence - able to believe in themselves

m  Conviction - believing in what they do

m Courage - some situations are likely to be dangerous

m Creativity - solutions will often be hidden

m Determination - not giving up when the going gets tough
m  Empathy - able to perceive things as another person does
m  Honesty — open and candid with themselves and others

m  Humility - able to admit when mistakes have been made

m Initiative - thinking for themselves in adverse circumstances
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m Resilience - able to sustain long periods of stress and anxiety

m Sympathy - caring enough to face highly stressful situations.

These qualities need to be a consistently recognisable part of a person’s character with no one
trait dominating others and all qualities remaining present in all situations.

Physical attributes

While it is not necessary to be an Olympic athlete to support people with autism and challenging
behaviour there are certain physical traits which need to be present. This is because it is likely that
at some point during the processes of support a person may have to draw upon some element of
physical skill. People supporting individuals with autism and challenging behaviour need to be:

m Healthy - not carrying injuries or illness

m Fit - able to maintain physical activity for prolonged periods
m Co-ordinated - able to execute quick, precise movements

m Alert - able to spot danger and warn others

B Robust - have reasonable resources of strength and stamina.

Crucially, people supporting individuals with autism and challenging behaviour need to be
physically competent and physically confident. Without these key attributes, people are vulner-
able and increase the vulnerability of those around them.

Theoretical understanding

Autism is an infinitely complex condition presented across a broad spectrum of strengths and
needs. It is a way of being which is difficult to understand and challenging to address. Equally
challenging behaviour is the consequence of a series of problematic interactions between an
individual and their environment. Its processes are often hidden and difficult to predict while
solutions are invariably hard to identify. When these two conditions compound one another,
they require the person supporting the individual with autism and challenging behaviour to
draw upon a reserve of knowledge and understanding in order to try and extricate patterns and
features which may help alleviate difficulties. Consequently, a good, thorough and up-to-date
theoretical understanding of both autism and challenging behaviour provides the essential
foundation to any effective processes of support. People supporting individuals with autism and
challenging behaviour will benefit from a sound knowledge and practical understanding of:

m The triad of impairment (Wing, 1996)
m Theory of mind (Baron-Cohen, 1995)
m  Executive function (Norman and Shallice, 1980)
m  Central coherence theory (Frith, 1989)

m  Sensory issues relating to autism (Bogdashina, 2003)
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coupled with an awareness of:

m  Behaviour support (LaVigna and Donnellan, 1986)

m  Functional analysis.

This knowledge and understanding should be regarded as a critical resource as vital to success-
ful intervention as any environmental change, physical intervention or piece of equipment.

Practical experience

Organisations recruiting staff teams to support individuals with autism and challenging behav-
iour are unlikely to consistently attract people who are endowed with a wealth of practical expe-
rience in this field. Such people are a rare commodity and organisations need to work hard to
recruit and retain such people. Organisations invariably need to employ people who have a ‘par-
allel’ experience in the education or care services or who have made a concerted effort to gain
experience in the field through voluntary or agency and supply work.

However, there are people who have accumulated vast experience in this area, often through
many years of dedicated service. These people can form the nucleus of staff teams, passing the
benefits of their experience on to others and thereby establishing a broad knowledge base within
organisations and across the sector. Consequently, experienced practitioners offer two vital qual-
ities to organisations — namely:

(a) Skilful, practical, high quality support for individuals.

(b) Role models for less experienced colleagues.

However, for many organisations, a significant proportion of their staff team will be relatively
inexperienced. This is unavoidable and should prompt managers and leaders within those
organisations to ensure that robust programmes of continuous training are consistently avail-
able. The people who receive this input become the next generation of experienced practition-
ers, the core of practitioners around whom organisations are formed.

People supporting individuals with autism and challenging behaviour are better able to support
those individuals if they have experienced:

m  over three years in general education or care services

B over two years in a specialised resource for individuals with challenging behaviour
B over two years in a specialised resource for individuals with autism

m effective professional development

m supportive networks of practice.

As a general rule, the more complex an individual, the greater the need for practical skill and prag-
matic approaches. Alone, time served in this field is not enough; coupled with a good theoretical
grounding and the ‘right’ personal and physical characteristics, practical experience is invaluable.
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The following Skills and Understanding Matrix (Table 4.1) is intended to provide people
supporting individuals with autism and challenging behaviour with a structured method for
identifying their areas of strengths and areas which require further development. Crucially, this
matrix provides a focus for further training or personal development and may enhance the qual-
ity of support which can be offered.

In order to complete this matrix people supporting individuals with autism and challenging
behaviour should approach the exercise honestly, being neither too lenient nor too harsh in
their self-evaluation. The closer the judgements are to reality, the greater the benefit to both the
individual with autism and challenging behaviour and the person supporting them.

A single point should be allocated to each attribute it is judged a person has. Therefore, a max-
imum of 12 marks for personal characteristics, 5 marks for physical attributes, 7 marks for
theoretical understanding and 5 marks for practical experience can be obtained. This gives an
overall total of 29 marks against which people supporting individuals with autism and challeng-
ing behaviour can judge their capacity to perform effectively. Those attributes which do not
attract a score can become priority areas for personal development.

Developing organisations

Supporting individuals with autism and challenging behaviour requires high quality teamwork
and consistent collaboration. It is too demanding a role for any single person to effectively fulfil
and whether the context is a family home, a school, a work-place environment, a college place-
ment or a specialist residential setting, people supporting individuals with autism and challenging
behaviour will themselves require continuous support. In developing organisations and, in this
respect, we can consider the family unit an ‘organisation’, it is important to ensure that the people
who comprise that organisation are able to become as effective as possible. (While it might seem
an alien concept, families might benefit from thinking of themselves as an organisation when
focusing on the challenges they face due to a family member’s autism. It is important to maintain
as normal a family life as possible for most of the time, but there are occasions when it might be
useful to think organisationally.) Individually, a person’s effect will be limited and temporary;
working together as an organised team, people can make a positive and enduring difference.

Strong and effective organisations share four inextricably linked characteristics - namely:
m Consistent good practice
m Training and professional development
m DPastoral care

m Inter-organisational collaboration.

These underpin everything which that organisation achieves. By focusing particularly on these
four characteristics, organisations can improve practice in a structured and cohesive fashion.

Consistent good practice

Organisations which provide effective support for individuals with autism and challenging
behaviour invariably provide high quality practice across all aspects of their work. Quality

58



o]

syiomiau ®>_t00_o_:m
Ewan_w@v

Joid 241322443
wsine siA g
inolAey2q
suibua|jeyd> siA g

S20I1AI25 |RI2UDE SIA €

20U212d%2 [eonoel

£00z ‘Kinquey uew @ buiysigng uewdey) Jneg

‘wisiyny ypm 3)doad 6uno) pue uaipiy) poddng o3 satbajenys inowaeyag aaLsod

fpio]

sisAjeue |euonouny
Joddns unolreyag

sanssi AJOsSuag

A102y) 20U21240d [1U2D)
uo1jdUNy 2A1ND2x]

puiw jo Aloay |
juawiiedwi jo pewy ay |

SuipueisIaPUN [PD1N2I02Y |

jJuawdo2A2p 10J sanuoud Ay

seerreieriisesenes 121008 [[RI2AQ)

[Pro] [Pro]
>£qu>m
20U21|1s2y

2AIRIIU|

Ayjiunpy

bmuco_l_

Z_umo_Em_

uoljeUIWII(]

1snqoy AyiAnea1D)
usa|\/ wmm_:ou
pajeulpio-07) UoIdIAUOY)

34 25U2pHuo7)

AyyjeaH ssauw|e")
s21nquiie _S_mb._a SO1islI210PIRYD [PUOSIZ

XE@E mC_TuCEthTCD TC@ m___v_m _‘.V N_Qm.h



POSITIVE BEHAVIOUR STRATEGIES TO SUPPORT CHILDREN AND YOUNG PEOPLE WITH AUTISM

promotes and sustains quality and once a high standard has been reached, good organisations
work hard to maintain their reputation and their purpose for being in existence. Among those
organisations which are recognised as good quality providers practice is consistent day by day
and across all aspects of an individual’s life. For an individual with autism and challenging
behaviour, inconsistent good practice is as detrimental as poor practice. Good practice should
be a continuous experience and not an episodic collection of events. The greater the challenges
an individual experiences, the greater the need for consistency.

Securing consistent good practice requires organisations to be thorough and candid in their
self-evaluation processes. These processes can help organisations to identify their strengths and
build upon these by ensuring that good practice is disseminated across the whole organisation.
Crucially, people can isolate those factors which have contributed to the strengths within their
organisations and endeavour to replicate these factors throughout the whole organisation.

Equally, the process of self-evaluation can enable organisations to determine the causes of weakness
within the quality of provision they offer. This should not be an exercise in self-recrimination, but
rather a process through which gaps in provision are noted and plans for remedying this are formed.

Once effective self-evaluation has taken place and strengths and weaknesses have been identi-
fied and addressed, organisations can consider how they might develop further and therefore
both sustain and extend the consistent good practice they display. This phase involves building
the capacity of the organisation to meet the evolving needs of the individuals it serves. This
capacity building might involve the procurement of physical resources, the recruitment of staff
team members, alterations to the physical environment or engagement with specialist support
services. Crucially, capacity building and the development of any organisation must account for
the changing state of an individual’s needs. Individuals with autism and challenging behaviour
rarely display a static profile of needs, and developments around individuals must accommo-
date the changing profile of needs each individual presents.

Organisations may benefit by structuring their development around standards frameworks such
as those developed by the British Institute of Learning Disabilities (www.bild.org.uk/03tqn.htm)
or the National Autistic Society’s Accreditation Programme (www.nas.org.uk). Seeking external
reference points for the development of an organisation can prove an effective means of focus-
ing staff groups onto a structured series of standards which are broadly recognised as important
in the provision of good quality care for individuals with autism.

Training and professional development

It has been acknowledged that developing the skills and understanding of a person who sup-
ports individuals with autism and challenging behaviour is a prerequisite for success. This devel-
opment needs to take place within an organisational context to ensure that there is consistency
in approaches and coherence in the overall objectives governing an organisation’s professional
development planning.

Effective organisations are able to structure training and professional development according to
the requirements of specific roles within the organisation and the long-term aims of the organ-
isation in meeting the needs of individuals with autism and challenging behaviour. This struc-
ture can be envisaged as a series of concentric circles with each progressive circle representing an
increasing level of expertise. Within this model all members of the organisation undertake core

60



4m DEVELOPING OUR ROLE IN BEHAVIOUR SUPPORT

Specialised

Figure 4.4 Training structure for effective organisations

training which is designed to equip people with the basic skills necessary to support individuals.
Following this, the organisation might identify specific training for particular roles within the
organisation. A third dimension of professional development might focus on highly specialised
training aimed at developing expertise within the organisation which is proficient in delivering
training within the organisation and externally. This structure is shown in Figure 4.4.

Organisations need to consider two key principles when developing their professional
development programmes. First, there is a ‘critical mass’ of people at each dimension of
training who need to have received a full package of that training. This figure will vary
according to the size of the organisation. However, if there are insufficient numbers of
people within a level who have been fully trained, then expertise becomes diluted and prac-
tice suffers accordingly.

Secondly, there are certain key strategic members within organisations who are best able to
exemplify and disseminate good practice. Identifying these critical people enables organisations
to ensure that training and professional development becomes embedded within the organisa-
tion. It is important to recognise that these people are not necessarily senior members
of the organisation. Often these key players might be popular and well-respected members of
the team, people with specific responsibility for areas of practice or key workers to particularly
challenging individuals.

61



POSITIVE BEHAVIOUR STRATEGIES TO SUPPORT CHILDREN AND YOUNG PEOPLE WITH AUTISM

Pastoral care

When considering the pastoral care of members of any organisation, a distinction should be
drawn between professional development and pastoral care. This distinction can be formed
around the focus of activity related to each area. Professional development concerns attention
to the developmental objectives of the organisation. The benefits gained by the individual mem-
ber of the organisation are a by-product of the overall organisational needs. Pastoral care, on the
other hand, is primarily focused on supporting the well-being of people within the organisation.
Benefits accrued by the organisation as a consequence of increased workforce capability are a
fortunate outcome and not the purpose of pastoral care.

Effective pastoral care is an essential component of any good organisation which supports indi-
viduals with autism and challenging behaviour. Living with, caring for or educating an individ-
ual with this high level of need is extremely stressful. Typically, people involved in these
activities are resilient and optimistic; but there may be times when anybody, either living with
or working with individuals with autism and challenging behaviour, might become susceptible
to the pressures that they experience. However, these people are frequently the last people to
realise this; they are often too busy coping to notice.

Consequently, organisations need to build into their regular processes of supervision and pro-
fessional support, frequent opportunities for each person to explore their needs in a way
which focuses on the person and not the ‘provider’ This requires skilled input from others
within the staff team and may necessitate engagement with established well-being pro-
grammes. Alternatively, organisations can develop their own ‘in-house’ systems for support.
Whichever means is adopted, support should be a process and not an event and should be
characteristically

m Individualised
m Person centred
m Confidential

m  Consistent.

In supporting individuals with autism and challenging behaviour, it should be remembered that
each person involved in the process has fundamental rights which must be observed. This
includes that very special group of people who provide the support.

Inter-organisational collaboration

A final important element in developing ourselves consists of identifying those aspects of our
practice which foster strong inter-organisational collaboration. Individuals with autism and chal-
lenging behaviour invariably receive services from a number of differing agencies. At the simplest
level, this might involve the individual’s family and their school or the family and social service
departments. At more complex levels, an individual’s needs may be served by their family, resi-
dential settings, schools, social services, voluntary organisations and specialist disciplines such as
speech and language therapy or occupational therapy. Whatever the situation, it is vital that the
consistency that is sought within organisations is secured across all aspects of an individual’s life.
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A critical development towards achieving this consistency has been the development of person-
centred planning as an approach towards providing holistic support for individuals with disabil-
ity (www.personcenteredplanning.org). This project can be extended into the lives of individuals
with autism and challenging behaviour and where effective person-centred planning has
occurred, there has been a directly related enhancement in the quality of life for individuals.

Alongside this approach, organisations can significantly enhance their practice by ensuring
that they are aligned with one another in terms of ethos and practice. This is best achieved
proactively - that is, not waiting until difficulties have occurred but rather collaborating across
all aspects of an individual’s life from the beginning of the relationship with other organisations.
Collaboration can be focused in a number of areas including:

m Individual specific planning in order to develop practice together.

m  Training together in order to secure shared understandings of approaches.
m  Professional visits to one another’s bases in order to share practice.
m  Sharing employment of key staff members between organisations.

The better the quality of collaboration between organisations, the better the outcomes for the
individual those organisations are supporting. Consequently, there is an obligation on each
organisation working with an individual with autism and challenging behaviour to be outward
looking and to seek to build strong links with others.

Key points QQ

m People who support individuals with autism and challenging behaviour are part of a
dynamic relationship.

m People who support individuals need to examine the ethics, reasons and aspirations
which motivate them.

m Every person displays challenging behaviour at some time.

m There are identifiable qualities which characterise people who provide effective behav-
iour support. These can be grouped into four categdories:

(a) Personal characteristics
(b) Physical attributes
(c) Theoretical understanding
(d) Practical experience.
m People supporting individuals need organisational support.

m People supporting individuals need to be self-analytical and able to identify their
strengths and developmental needs.

m Ordanisations providing effective behaviour support are typically learning organisations.
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This chapter includes:

B an examination of the term ‘learning environment’
B an evaluation of safe, healthy and calm learning environments
B an assessment of relevant and motivating learning.

The learning environment

It is broadly recognised that a great deal of productive learning takes place well away from the
classroom. This chapter will present the ‘learning environment’ as any setting in which people
supporting individuals with autism and challenging behaviour are endeavouring to structure
experiences and activities in order to support the progress of the individual they are supporting.
This might involve environments such as schools, colleges, local shopping centres, family
homes, local swimming pools, parks and many more settings which play an integral part in the
life of an individual. Essentially, the learning environment is any setting which an individual
encounters and through which they learn about the world around them.

In Chapter 2 we referred to LaVigna and Donnellan’s (1986) consideration of the context within
which behaviour occurs, noting that behaviour is profoundly influenced by the environment
around a person. Learning is fundamentally ‘a behaviour’; it is therefore contingent upon the
context within which it occurs and reflective of that context. From this position it is a logical step
to conclude that the ‘learning environment’ is a critical component in the life of a person with
autism and challenging behaviour. If the learning environment can be successfully developed,
the prospects for that individual are significantly enhanced.

Of all the elements which might affect an individual with autism and challenging behaviour, the
learning environment is the variable which can most easily be influenced. We cannot readily
alter a person’s neurology or psychology; we cannot change their history, nor can we determine
their future. We can, however, ensure that we create an optimum environment for learning via
sound multi-agency collaboration, thorough planning and the procurement of sufficient
resources. Consequently, there is an obligation to ensure that the environments that are created
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around an individual with autism and challenging behaviour represent the best efforts which
people supporting that individual are able to make.

The primary objective should be to create an environment which is ‘optimally stimulating’
(Jordan and Powell, 1995) - that is, an environment which does not over-excite, intimidate
or overload an individual with autism and yet is not stark, soulless and institutional. This is
a difficult balance to achieve as the ‘optimal’ conditions may vary from day to day for an indi-
vidual with autism according to a range of different variables. Invariably, the individual will
share the living or working environment with other people, some of whom may themselves
have autism and challenging behaviour. The needs of these other people, whether they be
family members, colleagues, classmates or service users, may not be compatible with the con-
ditions which have been identified as optimal. Consequently, people supporting individuals
with autism and challenging behaviour are presented with a series of dilemmas which need
to be addressed.

This process needs to begin with a simple, fundamental question, which is:

Is there a primacy of needs?

This means examining whether the degree of difficulty presented by the challenging behaviour
an individual displays is such that all other considerations are put aside. In this case, the day-to-
day variations which occur are reduced, leading to the development of a simple and secure envi-
ronment. The needs of other people sharing that environment become secondary.

Where this cannot be reasonably and ethically agreed, an alternative environment needs to be
found for either the person whose needs are primary or the other people who might share that
environment. This is always an emotionally difficult conclusion to reach; it is sometimes the
right thing to do.

If a decision is reached, that there is no primacy of needs and that the needs of every person shar-
ing the environment can be accommodated, then people supporting the individual with autism
and challenging behaviour should identify the following factors:

m  The conditions which are mutually beneficial.
m The factors which create stability around these conditions.

m The resources that are required to maintain this stability.

Having established these factors, a ‘best fit’ for optimal conditions can be evolved around the
needs of the individual and the others who share the environment.

As has been previously noted, optimum learning conditions are achieved by developing envi-
ronments which are:

m safe
m  healthy
m calm
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and within which the learning provided is

m relevant

B motivating.

Securing these basic prerequisites is essential before any productive and positive learning can
occur.

A safe learning environment

In creating the conditions in which an individual is best able to learn, the first consideration any
person supporting that individual must make is whether or not the environment is safe. This
process involves an honest and open appraisal of the conditions in which learning takes place
and needs to account for both the physical environment of the learning context and the social
environment within that learning context.

When evaluating the physical environment, seven critical factors need to be considered:

1 Maintenance - Is the fabric of the environment well maintained? A well-maintained
environment shows respect for the dignity of the people living and working within that
setting.

2 Space - Is there sufficient space in the environment to allow individuals’ personal
space to be respected? Remember a person with autism may well have a different expe-
rience of personal space from most other people.

3 Clarity - Is the purpose and function of the environment clear to individuals who live
or work in it? Clarity avoids confusion; clutter causes chaos - clearly defined areas which
contain only the materials that are necessary promote positive learning experiences.

4 Decoration - Is the setting decorated in a way which takes account of the sensory
needs of individuals using the setting? The use of colour, the impact of natural light,
the texture of carpets and furnishing are all important factors.

5 Adaptation - Is the environment adapted to fully meet the needs of the individuals
within it? For some people with autism and challenging behaviour, special adaptations
need to be made to the physical environment which might include developing safe
areas or creating sound-proofed rooms.

6 Accessibility - Is the environment designed so that amenities such as arrival and
departure points, toilets, bathrooms, dining areas and play areas are well located?
Transitions are frequently a source of difficulty for people with autism - this needs to
be considered when designing the physical environment.

7 Leisure - Is there a range of leisure opportunities available for individuals? The envi-
ronment should promote choices for individuals by providing a number of different
opportunities for relaxation and enjoyment.
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Having considered these factors, the following guidance might prove helpful:

1 Maintenance - Ensure that the physical environment is checked regularly and fre-
quently by a designated person or team. Identify those items within the environment
which need to be checked on

(a) adaily basis
(b) a weekly basis

(c) a monthly basis

and create a simple and clear recording system to ensure that the checks have been car-
ried out. Emphasise to everyone supporting the individual with autism and challeng-
ing behaviour that responsibility for the physical environment rests with every member
of the team.

2 Space - Closely observe the personal space required by each individual you are sup-
porting. Discuss the issues with a range of people, noting those times when individu-
als seem to distance themselves from others and the strategies individuals have evolved
in order to secure their own personal space. Creating spaces within spaces can be very
helpful so investigate whether small indoor tents might be helpful or whether furni-
ture can be arranged to enable individuals to create ‘bolt holes” for themselves.

3 Clarity - Ensure that the spaces around the individual you are supporting are always
tidy and items are neatly arranged in boxes or placed on shelves or in cupboards. Use
office dividers or other forms of screening to create areas for discrete activities.
Alternatively use different coloured carpet tiles or sticking tape to define the purpose
of an area within a room.

4 Decoration - There is clear evidence that individuals with autism are profoundly
affected by the colours around them and the textures of materials close to them.
While this will vary, there are general rules of thumb around adopting colours such
as light blues or gentle aquamarines and sea greens to create a calm ambience.
Similarly, it is wise to avoid harsh and abrasive materials, opting instead for soft,
natural fibres.

5 Adaptation - There are very few purpose-built environments for individuals with
autism and challenging behaviour and consequently adaptation is invariably a
necessity. A comprehensive health and safety assessment of the environment needs
to be conducted before any adaptation is made; it may be helpful to bring in a spe-
cialist health and safety adviser to support this as they will offer expertise and a
neutral view. Use this baseline evaluation to adapt the environment to meet the
individual’s needs, focusing on a bespoke response to the specific challenges the
individual presents.

6 Accessibility - Wherever possible individuals should have discrete access to the learn-
ing space they use without having to cross general or shared areas. Where transitions
are problematic, they should be reduced to a bare minimum. If necessary, mealtimes
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can be addressed within a learning space. Similarly, bathrooms and toilets can be
located within discrete units.

7 Leisure - Ensure that individuals have easy access to their favourite pastimes and activ-
ities. Create a specific space within the learning environment for relaxation and leisure.
Try and broaden the range of leisure activities an individual experiences by gradually
introducing new ideas and experiences within these discrete spaces.

Arguably, the most important factors in any learning environment are the people who share that
environment. Learning is about relationships and a learning environment is characterised by
positive and respectful relationships. The social environment reflects the quality of these rela-
tionships and profoundly affects the learning which occurs in any setting. When evaluating the
social environment, the following factors should be considered:

m Belonging - Is the social environment warm and friendly? Each individual should feel
welcome at all times in the setting.

m  Valued - Does every person in the setting feel valued? Praise, encouragement, celebra-
tion and affection should permeate all interactions at all times.

m Repair - How effectively are relationships repaired following difficult incidents?
Individuals should be supported in restoring relationships while family or staff team
members need access to support following difficult incidents.

B Advocacy - Do the individuals within the setting have a ‘voice’ which has a meaning-
ful impact on the setting? Families and practitioners may need to be very creative in
the ways in which they promote advocacy in their settings.

Accounting for these basic principles in evaluating the physical and social environment provides
a firm foundation for developing a safe learning environment. From this foundation, people
supporting individuals with autism and challenging behaviour need to engage in the process of
risk assessment. It is important to understand risk assessment as a dynamic, interactive process
which is continuously evolving to meet the changing needs of individuals and the changing con-
ditions surrounding the individual. Risk assessment must be informed by observation, discus-
sion and theoretical understanding and requires a collaborative approach to the analysis of
hazards. Managing the risks that individuals and the people who support them face is a finely
balanced and infinitely complex exercise in which accurate and continuous assessment is a
critical tool.

Good risk assessment is extremely sensitive to the context which it serves. Consequently, it is nei-
ther appropriate to propose a universal format for risk assessment nor suggest a common pro-
cedure. However, there are certain basic principles which can be observed — namely:

m  Know the individual.
m Identify the risks individuals present to themselves.
m Identify the risks individuals present to others.

m Identify the risks individuals present to the environment.
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m Identify management strategies for each recognised risk.
m Evaluate the impact of these strategies on the degree of risk.

B Review the risk assessment on a regular and frequent basis.

Some organisations use these principles to develop scoring systems around risk and will desig-
nate a given level above which certain activities may not take place. Other organisations adopt
a ‘narrative’ approach in which descriptions of risk are analysed and senior managers make deci-
sions based on this. Examples of this are shown in Tables 5.2 and 5.3. These are not presented
as exemplars of practice, but rather as examples of how the principles outlined above have been
incorporated into practice.

In Tables 5.2 and 5.3 the term ‘hazard’ represents the occurrence which causes danger to a per-
son’s health or safety. In rating this hazard, consideration should be given to the severity of
injury which might be caused by this hazard on a scale of 1-10 in which 1 represents a minor
injury such as a graze or small skin blemish and 10 represents a severe injury which endangers
a person’s life such as a heavy blow to the head or asphyxiation.

The terms ‘management’ and ‘control measures’ refer to the strategies which are implemented
in order to reduce the danger presented by the hazard. Effective management of risk reduces the
danger presented by hazards and therefore produces a lowered score relating to that hazard. It is
important to note that while effective management reduces risk, it cannot eradicate it and the
score related to the hazard may still exceed an acceptable level of risk.

Table 5.1 is intended to give some guidance on the rating of hazards. Each number on the scale
is set alongside an example of the harm or damage which may occur as a consequence of an
identified hazard.

People supporting individuals with autism and challenging behaviour might use this rating scale
in evaluating the risk an individual presents to themselves, other people around them or the

Table 5.1 Rating scale

Rating Harm to people Damage to property
1 Reddened skin, discomfort Walls or tables scribbled on
2 Marked skin, slight bruising Books ripped
3 Minor abrasion, bruising Furniture pushed over
4 Scratches, muscular pain Objects thrown and broken
5 Bruising, bite marks Faeces smeared
6 Broken skin, muscular strain Doors kicked and indented
7 Bleeding, ligament damage Windows smashed
8 Deep wounds, limb incapacitated Walls punctured
9 Severe blood loss, bone fracture Flooding

10 Blindness, brain damage Arson

69



£002 ‘Mnquey utpep @ butysygng uewdey) ned

‘wisiyny yum 3)doaq Hunop pue uaipiy) poddng o3 satbajelis Jnowaeyag aALLSO4

:23e(]

‘pausig

:pamainal 2q 0|

6
L

m.\v_mt wr_u _O._”_COU ‘_NLH._E 0} —UNUJTO.DC_ NL (02} Twwc sainseaw umr_\,\, \_®>N_ Twwhmm N_._u mﬁwwuxw v_m_‘_ “_O _®>N_ m__._u :

ou

@‘_Oum

NhOUm

NhOum

s2A

[&°L

Y51/

¢ JU2WSS2SSE YjSl4 JOJ JUnowe P22IEe 24} P220X2 (B30} SIY} S20(]

JuawaSeuely
JUGWUOIIAU 2U} OF ¥siy
JuawaSeuepy
$12430 03 sty
yuawaSeueiy

jj2s 03 51y

:uoieOIUNWWO")

Suney

Suney

Suney

T.mNm_l_

_o._MNm_I_

T.ENM—I_

“mTNNZ _mu_TNE

:x23u0°)

‘g0

qumZ

Ewﬁ\»m m:cOum — JU2WsSass\/ sy 3G 29|



1002 ‘Ainquey uipel @ butysygnd uewdey) jned
‘wisiyny ym 3)doad bunoj pue uaipiy) poddng o3 salbajen)s inolaeyag aALLSOd

231e(]

:pausig _

”T®>>N_>®\_ Nﬁ 0._|

6
L

m.\v_m_‘_ Niu _O._u:OU ._N_,_u‘_e 0} TNUJTOEC_ Nﬁ 0} TNN: salnseaw um_,_; \_N>N_ T&N._mm N_,_a w_UNwUXN v_m_h *O _N>&_ m__,_u :

ou s2A wuw_mw_u w_gﬂawuum ue 0} spiezey 2say} 3 _oﬁcwmQQ s 2y} 2onpai _uﬁcmc._w_a_.c_ $2.NSB2UW |013UOD 2Y} O(]
n v TIW | H TIW | H
n|v TIW | H TIW | H
n| v TIW [ H TIW | H

[PIudUIOsAUT
n v TIW | H TIW | H
n v TIW | H TIW | H
n v TIW | H TIW | H

90
n|v 1|W|H 1|W | H
n A4 TIW | H TIW | H
n A4 TIW | H TIW | H

/)
1y s21nseaw [013u07) 'qoid yoedu) pieze

S/

{UOREDIUNUWIWO ™)

BT&NZ _mu_1®§

x23U0")

'goq

HNEmZ

u_ﬁmﬁuuumucj =N G_&Bo_wuu)\ =V

MO = T ‘wnipalN = | ‘YSIH = H A2y

sy JO suondidsa(] — JUAWSSSS\/ Y1y

€5 2PL




POSITIVE BEHAVIOUR STRATEGIES TO SUPPORT CHILDREN AND YOUNG PEOPLE WITH AUTISM

physical environment. Try and relate the actions of the individual you are supporting, or their
equivalence, to the examples given. From this, attach a score to the risk presented and use this
to consider the scale of the risk this individual presents.

Risk assessments need to take account of the perspective of the individual who is being sup-
ported. It is vital that both the physical and the social setting are viewed from the standpoint of
a person with autism. This is essential for two key reasons - namely:

1 Many people with autism have a very limited sense of danger and whilst an environ-
ment might appear safe, there may be aspects of that environment which present
dangers to a particular individual.

2 Many people with autism develop a number of apparently irrational fears around
issues which are unlikely to endanger them. Consequently, environments which might
appear secure and comfortable to most people may cause anxiety for the individual
with autism.

Therefore, consideration must be given to those ‘real risks” which emerge due to the impulsive
and often unpredictable nature of people with autism and to those ‘perceived dangers’ which a
person with autism experiences.

It is important for people supporting individuals with autism and challenging behaviour to
develop a broad understanding of a safe learning environment. The process of securing a safe
learning environment involves not only the basic requirements of any health and safety assess-
ment but also the development of an environment which seeks to promote positive behaviour.
Attention to safety in this sense is not simply a reactive response to hazards within the environ-
ment. It is a holistic and proactive approach through which individuals are supported by the
physical and social environment around them thereby reducing the number of potential hazards
within the environment.

A healthy learning environment

A healthy learning environment has many different elements and it is important that each of
these is engaged when determining how healthy a learning environment is. When considering
how healthy a learning environment is, people supporting individuals with autism and chal-
lenging behaviour need to address the following key issues:

m Nutrition

m  Medication
m Cleanliness
m Exercise

m Mental health.

Any person’s well-being is ultimately dependent upon their diet in terms of both its content and its
regulation. This is no less true of individuals with autism than it is of anyone else. However, the issue
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SH DEVELOPING THE LEARNING ENVIRONMENT

of diet and autism has been so widely researched and reported in recent years that it has generated
an overwhelming mass of literature which for many people is both contentious and confusing.

There are strong bodies of opinion which maintain that many people with autism benefit from
restricted diets, particularly diets that are gluten and casein free. Alongside these ideas other
theories related to enzyme or vitamin deficiency are prevalent and there is a gathering body of
scientific evidence to give all of these ideas some credence. (For more detailed information on
Autism and Diet visit www.nas.org.uk as a starting point for recommended reading in this area.)

A further major consideration related to issues of autism and diet relates to the extremes of
hyper- and hypo-sensitivity which many people with autism experience. Naturally, if the sensa-
tions of taste and smell are affected, people with autism are likely to find many foods aversive
and therefore develop very restricted dietary regimes. Similarly people with autism might
develop a preference for strange combinations of foods or irregular times for eating and drink-
ing. There may be sound reasons for discouraging individuals from diets of this nature but there
is an equally compelling rationale related to that individual’s right to determine their favourite
foods and their rights to access food and drink.

These various factors have a profound effect on the nutrition of people with autism. While there
are clear and well-understood ideas of what a healthy diet might be, achieving these ideals is not
necessarily straightforward. People supporting individuals with autism and challenging behav-
iour need to balance these competing elements when developing a healthy and enjoyable diet.

It may be necessary at times to accept the diet the individual chooses simply because it repre-
sents nutrition of some sort. It then becomes necessary to supplement the individual’s diet while
introducing a series of proactive programmes aimed at increasing the range and flexibility of
the individual’s diet. This is best achieved incrementally and may involve strategies focused on
increasing an individual’s tolerance of the ‘presence’ of a range of foods rather than inviting the
individual to taste or smell them. When the presence of the food is no longer aversive, there is
a greater probability that the individual will try it for themselves.

Many individuals with autism and challenging behaviour take medication on a regular basis.
Sometimes this medication is prescribed to ameliorate the challenges the individual presents.
Other individuals may take medication for epilepsy or other identifiable conditions while
almost all individuals will need medication at some point in their lives in order to address the
same medical needs anybody is likely to encounter.

Apart from the last example, the medication administered to individuals with autism and chal-
lenging behaviour is invariably powerful. Naturally, this has a profound effect on the individ-
ual’s well-being and a continuous process of review should be in place for all individuals taking
medication of this nature. Despite these precautions, there are times when medication can pro-
vide an important opportunity for developing programmes of learning for an individual which
reduce the degree of challenging behaviour the individual presents thereby lessening the need
for medication.

Most people recognise the need for cleanliness in any learning environment. When supporting
individuals with autism and challenging behaviour this need is particularly pronounced due to
a number of factors associated with the condition. First, the risk of contamination due to
increased incidents of injury needs to be carefully managed. Any injury which breaks the skin
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leaves the body open to infection and therefore demands that all possible measures are taken to
ensure that the environment is clean.

Secondly, many individuals with autism and challenging behaviour have significant learning
disabilities and severe developmental delay. This produces a number of difficulties for people
supporting these individuals in terms of creating a clean and healthy environment. Individuals
with any marked developmental delay may well be incontinent and therefore require substan-
tial support in remaining clean and comfortable. Failure to do this creates a risk of infection and
jeopardises not only an individual’s health but also their dignity. In addition to this, many
people with severe developmental delays may well explore items using their mouths, making
them prone to infection from unhygienic conditions. Related to this is a condition known as
pica which a proportion of people with autism and challenging behaviour display. Individuals
with pica have a tendency to ingest inappropriate materials which therefore leaves them prone
to both infection and poisoning. Consequently, clean learning environments reduce the risk of
contamination for these individuals.

Exercise is a crucial part of learning for any individual with autism and challenging behaviour.
A good regime of exercise not only enhances an individual’s physical health but contributes sig-
nificantly to their well-being generally. A regular, well-structured daily routine of exercise is
imperative for all individuals with autism and challenging behaviour. This daily fitness plan pro-
vides structure to the individual’s daily routine, promotes an individual’s health, ‘burns off
excess energy, provides opportunities for success and enhanced self-esteem and encourages
co-operation among peers and between individuals and those supporting them.

However, despite the unquestionable benefits of exercise for individuals with autism and chal-
lenging behaviour, there are a number of difficulties which must be overcome before the rou-
tine can be established. These obstacles include:

m  Sensory difficulties
m Resistance to change
m Effect of medication

m Over-stimulation.

Sensory difficulties can inhibit an individual’s capacity to engage in exercise if they are not
addressed effectively. Individuals who find physical contact aversive may not be able to tolerate
being moved by another person into a required position and yet may not be able to process lan-
guage sufficiently well in order to follow instructions. For these individuals the use of clear and
simple visual demonstration may provide a solution. Many people with autism learn particu-
larly well from videos and DVDs which build on the characteristic visual strengths of learners
with autism. The range of exercise videos and DVDs available offer a possible solution to this
problem.

Other sensory difficulties may emerge due to the places that exercise typically takes place such
as large sports halls or swimming baths. These locations tend to be acoustically very challenging
to people with auditory sensitivities and it may be more productive to consider alternative and
more familiar venues for exercise routines.
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Consideration should also be given to the physical sensations which are experienced during
exercise which might be frightening to an individual who may not fully comprehend what is
happening to their body. The increases in heart rate, temperature and adrenalin which are plea-
surable for most people may threaten individuals who do not understand what is happening
and may not be aware that the effect is temporary. It might be helpful to consider ways in which
exercise routines can be graduated so that there are no sudden or unpredictable upsurges in the
physiological effects experienced by individuals.

Resistance to change remains a defining feature of autism and entails that any new learning
needs to be creatively and carefully planned. Introducing an exercise routine into anyone’s
lifestyle is difficult and is even more so when an individual may not be able to fully appreciate
the benefits available. People supporting individuals with autism and challenging behaviour
should introduce exercise routines according to the same sound principles which characterise
effective learning programmes for people with autism across all fields. Therefore, exercise rou-
tines should be introduced:

1 Individually - Tailor each element of the routine to individual needs.

2 Incrementally - Introduce each part of the programme gradually.

3 Visually - Ensure instructions are provided in clear, permanent visual forms.

4 Consistently - Repetition and predictability are prerequisites for success.

5 Sympathetically - Be aware of the experience from the perspective of the individuals.

6 Positively — Encourage and praise all efforts.

A significant proportion of individuals with autism and challenging behaviour are prescribed a
range of strong medications which have a profound effect on their perception of and relation-
ship with the world around them. When implementing exercise routines, thought should be
given to the effects of this medication. Individuals may be tired or sluggish due to the effect of
medication. Their balance and co-ordination may be affected while their proprioception (their
capacity for understanding their position and location in physical space) may be significantly
disrupted by medication. People supporting individuals may consider whether there are opti-
mum times of the day for exercise or whether individuals benefit from shorter, more frequent
episodes of exercise.

Many individuals with autism and challenging behaviour find regulating their behaviour diffi-
cult. The excitement and enjoyment that accompanies exercise for many people can create prob-
lems for individuals who may not be able to achieve a calm and steady state following the end
of the exercise session or who become too stimulated by the heightened levels of arousal
required for exercise. It may be necessary to integrate exercise with relaxation sessions thereby
managing the amount of adrenalin produced by exercise. Relaxation sessions may be introduced
at the beginning or end of sessions or interspersed with periods of activity throughout the whole
session. Once again, understanding the needs of the individual is of paramount importance in
planning these sessions.

The final component of a healthy learning environment relates to an individual’s mental health.
This is an aspect of an individual’s health that is sometimes overlooked in the field of autism

75



POSITIVE BEHAVIOUR STRATEGIES TO SUPPORT CHILDREN AND YOUNG PEOPLE WITH AUTISM

and challenging behaviour because of the complexity of the condition and the difficulty health-
care professionals encounter in establishing meaningful and consistent criteria for diagnosis.
However, it must be recognised that an individual with autism and challenging behaviour is as
likely to experience mental health problems as any other person. In fact, it is arguable that these
individuals are more likely to experience such problems given the fact that they are often
anxious, frustrated, isolated, confused and experience low self-esteem.

The treatment of mental health problems requires skilled, professional care and should not be
addressed by anyone other than specialists in the field. However, people supporting individuals
with autism and challenging behaviour need to be open to the possibility of mental health
issues significantly impacting on the lives of the individuals they support and alert to indicators
of these issues.

A calm learning environment

Chapter 3 focused on the importance of achieving optimum conditions for learning by identi-
fying periods of calm in an individual’s daily routine. A critical factor in establishing and main-
taining calmness involves manipulating the environment around the individual so that it
supports productive and positive behaviour patterns. As has previously been discussed, it is vital
to analyse the environment from the perspective of the individual who is being supported.
Elements of the environment that might promote calm for most people might not for a person
with autism. For example, aromatherapy may be a calming experience for some people but aver-
sive or over-stimulating for a person with heightened olfactory sensitivities. Equally, certain
types of music may calm the majority of people but have unpleasant connotations for the indi-
vidual who is being supported. There are no ‘off-the-peg solutions’; nothing can be assumed.

However, there are a number of principles based upon established practice which are recognised
as supporting the development of a calm learning environment. First, the learning environment
needs to be a low arousal’ environment. This idea relates to the notion of optimal stimulation
and is proposed because for the vast majority of individuals with autism and challenging behav-
iour exciting or ‘arousing’ environments do not represent the optimum stimulus. Consequently,
while it is important to avoid Spartan and institutionalised environments, it is equally impor-
tant to ensure that the environment does not overburden the individual who is supported in
that environment.

Secondly, it must be recognised that the routines and practices within an environment are an
integral part of that environment. Consequently, these features of the environment should be as
structured as the physical fabric of the environment. In order to promote this, routines and prac-
tices should become as predictable as possible, enabling the individual supported within that
environment to develop a coherent understanding of the whole environment. Naturally there
are arguments about developing heavily routinised environments including the fact that the ‘real
world’ is unpredictable and that predictability can undermine spontaneous activity.

However, it must be recognised that individuals with autism and challenging behaviour may not
be able to cope with a more ‘realistic’ or spontaneous experience. After all, an individual’s response
to naturalistic settings in the past has been the reason that the individual is now considered
‘challenging’ It is important to plan ahead to a time when more realistic and spontaneous
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elements can be incrementally introduced into the life of the individual being supported.
However, during the development of the learning environment, a conservative and cautious
approach is more likely to provide the stability which will be the bedrock of future progress.

Related to this feature of the environment is the need to secure consistency. It is reasonable to
estimate that an individual with autism and challenging behaviour receiving 24 hour support
will work with at least a dozen people a week. In some cases it will be many more. This arises
because individuals with autism and challenging behaviour invariably require high levels of
staffing in order to provide adequate support.

Yet, it is generally acknowledged that individuals with autism encounter difficulties in forming
relationships and adapting to change. Therefore this aspect of the support offered to individuals
with autism and challenging behaviour presents a central conundrum in that there needs to be
a large team supporting the individual yet the individual may not easily cope with the numbers
of people involved.

In order to minimise the difficulties which arise from this conundrum, organisations need to
consider two inter-related elements of consistency - namely:

1 Consistency in practice.
2 Consistency in personnel.

Achieving consistency in one of these elements tends to promote consistency across the other.
For example, consistency in practice leads to success which encourages and motivates the staff
team. This enhances an organisation’s capacity to retain members of staff and therefore reduces
the turnover of staff which in turn leads to greater consistency in practice. This virtuous circle is
the basis for successful intervention for individuals with autism and challenging behaviour.
Investing in consistency is a worthwhile and productive investment of time and energy (see
‘Developing Organisations’ in Chapter 4).

The final element to be considered when developing a calm learning environment is the need
to provide suitable relaxation and recreation opportunities. Everybody has a need for ‘time out’
and this is perhaps even more important for individuals with autism and challenging behaviour
given the stresses and pressures which they experience for much of the time.

Typically, individuals with autism and challenging behaviour display a narrow range of inter-
ests or leisure pursuits and consequently identifying activities which are productive is prob-
lematic. However, it is not necessary to provide a broad and rich menu of possibilities but
rather to focus on what the individual is known to enjoy and then, over time, to try and
broaden this.

Naturally the need for relaxation and recreation needs to be incorporated into planning an envi-
ronment which is ‘low arousal’, predictable and consistent. Table 5.4 may help in this process.
This table is intended to be used as a tool to enable people to reflect on whether a learning envi-
ronment is likely to be calm. It simply asks people supporting individuals with autism and chal-
lenging behaviour if the critical elements for promoting a calm environment are in place. In
completing this table, it is important to adopt the perspective of the individual with autism and
challenging behaviour, noting what may or may not be stimulating, predictable or relaxing from
their point of view.
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Relevant learning content

At the outset of this chapter the learning environment was described as any setting in which
activities were structured in order to support the progress of individuals with autism and chal-
lenging behaviour. This includes home environments, school and pre-school settings, colleges,
the local community and a host of other environments. What makes an environment a ‘learn-
ing environment’ is the learning it offers. Therefore a school is just a collection of buildings if
there is no learning taking place, the local community a distant, abstract concept if an individ-
ual is not learning to function effectively within it.

Critical to the quality of learning is the relevance of what is being learnt. This is true for all learn-
ers, at all levels and in all settings and for individuals with autism and challenging behaviour this
is especially so. Individuals with autism and challenging behaviour invariably experience great
difficulties in learning. Learning causes stress and demands a great deal from individuals.
Therefore, if an individual is going to be faced with experiences which cause them anxiety and dif-
ficulty, there is a moral obligation to ensure that the learning is of direct value to that individual.

This requires people supporting individuals with autism and challenging behaviour to critically
evaluate the learning objectives identified for individuals by asking:

1 Why has this objective been chosen?

2 How will this objective improve the quality of the individual’s life?
3 Does the individual understand the purpose of this objective?

4  Who benefits from this objective?

5 Is this objective realistic?

If the answers to these questions are not entirely focused on the individual's needs, then the
learning content cannot be considered relevant.

Relevant learning content should be:
m oriented to the learner
m set in an immediate time-frame
m realistically achievable therefore promoting success
m bespoke - tailored to individual needs and learning styles.

Before each learning session, people supporting individuals with autism and challenging behav-
iour should ask a simple question:

Why am | doing this?

Motivating learning content

Not only should learning content be relevant, but it should be motivating. The relevance of the
learning content and its capacity for motivating the learner are allied but are not the same thing.
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As a general rule, if something is meaningful for a person, they are more likely to be motivated
to learn it, more likely to find intrinsic value in the work itself. However, it is possible for some-
thing to be important for an individual to learn but not particularly enjoyable for them to
engage with. Therefore, it becomes important to develop ways of working which enable relevant
learning content to be motivating for individuals. Invariably this depends on the way in which
learning opportunities are presented.

If the learning is accessible to the individual in terms of its cognitive demands, it is more likely
to remain motivating. Similarly if the learning is based around activities the individual enjoys,
it is more likely to be of interest to the individual. Where learning content and the means
through which it can be delivered are not intrinsically motivating for individuals, the use of
rewards or associated token systems can be very effective. People supporting individuals with
autism and challenging behaviour must be prepared to employ whatever means are necessary in
order to provide learning opportunities, including the use of tangible rewards such as favourite
toys, food and drinks. While there may be reasonable concerns about whether using rewards
might create further difficulties, if a decision has been made that a learning objective is impor-
tant, then the use of rewards is justified.

Key points QQ

m Learning is a behaviour human beings are predisposed to.

m The learning environment is any setting through which a person learns about the world
around them.

m Effective learning environments are

(a) Safe
(b) Healthy
(c) Calm.

m Effective learning content is
(a) Relevant
(b) Motivating.
m Risk assessment is a critical element in developing the learning environment.

m Controlling the stimuli within an environment is vital in promoting effective learning
environments.

m Predictability and consistency from the perspective of an individual with autism sup-
port effective learning environments.
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Supporting Others

This chapter includes:

B an emphasis on working supportively and collaboratively
B adiscussion of ways in which families can be supported
B asuggestion for Inset training.

Sharing knowledge, supporting others

There is no doubt that supporting individuals with autism and challenging behaviour is a
complex and highly demanding endeavour. People who provide this support effectively are com-
mitted and skilled and are invariably part of a team of like-minded relatives or colleagues. There
are increasing examples of good practice in the field of behaviour support and this is a testament
to the effectiveness of skilled, proactive intervention and the quality of training and develop-
ment opportunities available to people supporting individuals.

However, there remains a need to disseminate good practice further for a number of reasons.
First, high quality support for individuals with autism and challenging behaviour is by no means
comprehensive and universal. There are still situations in which individuals are not receiving the
standard of care and education which should be theirs by right. Until this situation is rectified,
people involved in this field should be striving to ensure that best practice is shared as broadly
as possible.

Secondly, there is evidence of an increasing prevalence of autism. This does not necessarily
mean that there will be an increase in the numbers of individuals with autism and challenging
behaviour but it is a possibility which must be considered. If there is a related rise in the preva-
lence of individuals with autism and challenging behaviour, then there will be a demand for a
greater number of people supporting these individuals. These people will need to be equipped
with a high degree of skill and knowledge and this resource will come from within the field.

Alongside this factor, there is a changing social context which profoundly affects this area and
will continue to do so over the forthcoming years. Inclusion has become a strong and enduring
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influence on practice across all sectors of care and education and is driving developments in the
support that is provided for people with autism and challenging behaviour. On one level, there
is recognition of the right of individuals to be socially included. This means supporting access
to a range of social and communal activities, which places a unique set of demands on individ-
uals and the people supporting them. At another level, schools and colleges are obliged to make
every effort to include all learners and in some cases this will require the inclusion of individu-
als with autism and challenging behaviour. Consequently, there will be changes in curriculum
and methodologies to accommodate the particular learning needs of this group.

Each of these reasons demands that the wealth of knowledge and understanding within the field
of autism and challenging behaviour be shared among the increasing number of people who
will be called on to support individuals. This sharing of knowledge, understanding and practice
should be underpinned by several ethical principles — namely:

1 There is an obligation to share knowledge, understanding and practice among organi-
sations supporting individuals with autism and challenging behaviour.

2 Organisations should critically evaluate the quality of the training and professional
development opportunities they provide to their team members and to other external
agents.

3 People supporting individuals with autism and challenging behaviour should continu-
ously seek improvements in the quality of their understanding and practice.
Improvements should be shared with others.

4 There should not be a hierarchy of expertise but rather an open exchange of ideas, expe-
riences, problems and solutions.

5 Organisations should encourage constructive criticism and offer open and honest
appraisals of one another’s practice. The boundaries between agencies should be
removed in order to provide a holistic approach to supporting individuals.

These principles are intended to work against the ‘territorialism” and ‘defensiveness’ which is still
evident in certain areas. Improving the quality of life for individuals with autism and challeng-
ing behaviour requires a holistic approach based on collaboration and honesty. Ultimately, this
way is the only way.

Supporting families

In Chapter 4 it was suggested that families think of themselves as ‘organisations’ for the pur-
poses of developing behaviour support strategies. This does not mean that the love, warmth,
vitality and the singular preciousness of family life should be in any way reduced when supporting
an individual with autism and challenging behaviour. The notion of ‘families-as-organisations’
is directed at the practical arrangements which need to be implemented in order to effectively
support the individual with autism and challenging behaviour. Families need to identify
the strengths they have as a group of people, the advantages their personal circumstances
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bring and the benefits the extended family and local community offer. Alongside this, families
need to recognise the physical, emotional and financial limitations of what they can provide and
identify and access support to compensate for this.

Like all organisations, families should be considering the ways in which they can collaborate
with other organisations to provide a holistic approach to supporting the individual. These
collaborations are reciprocal relationships which fall into one of two main categories — namely:

m  Family-family support
m Family-practitioner support.

Each of these relationships has specific qualities which can be of great benefit to families.
Families, as ‘organisations’, should consider how they can develop complementary packages of
support derived from these two sources and how they may contribute to knowledge and under-
standing in their work with others.

Family—family support

The greatest source of understanding and advice for families supporting individuals with
autism and challenging behaviour is other families in the same position. Other families offer
unique insights derived from their shared experience of living with a child, brother, sister or
grandchild who presents significant challenges to the family unit. Real understanding of the
emotional complexity of this situation can only be claimed by others who live through the
same experiences. Consequently, support among families is invaluable as difficulties, successes,
problems and solutions are shared with other people whose understanding is grounded in per-
sonal experience.

However, the pressures of living with a family member with autism and challenging behaviour
entail that many families become isolated and therefore unable to engage with other families.
Consequently, the people who will benefit most from support and the people who are best
equipped to provide that support find difficulty in meeting together because of the nature of the
issues they require support for. This central paradox needs to be actively removed from the situ-
ation - that is, families and the practitioners who support them need to actively establish family-
oriented support groups and provide the means by which these groups can be sustained.

The greatest obstacle facing families and the practitioners who support them in forming these
groups relates to child care. The following options may be considered:

1 Obtain funding to arrange specialist child care facilities organised by practitioners
experienced in the field while parent groups hold meetings.

2 Establish a child-minding circle enabling families to cover one another on a rota basis
while other members of the group meet.

3 Organise ‘away-days’ enabling child care issues to be concentrated into a fixed time.

All of these options need to be thought through thoroughly with particular attention paid to
child protection issues. Parents must be confident that the people they are leaving their children
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with are suitable and should seek advice from professional bodies such as their local Children
and Young People’s Services as to how these assurances can be secured.

If the obstacle of child care can be overcome, family support networks can be a rich source of
information and advice. Organised around the particular concerns of participants, networks might
want to adopt ideas from established groups and consider a programme of events including:

m  Specialist workshops - Inviting speakers from the field of autism to give presentations
to the families.

m Finance - Drawing on the experience of other families in obtaining benefits such as
the Disability Living Allowance, Direct Payments, grants for modifications for the
house or mobility allowances.

m Entitlements - Advice on their family member’s legal entitlement in terms of educa-
tion, respite care, access to community facilities or employment.

m Handy hints - Pooling ‘top tips’ on a broad range of issues from hair-brushing to bed-
time routines to car seats and many more.

m Medical intervention - Sharing information on local healthcare practitioners who are
‘autism friendly’ such as GPs, dentists.

m Respite care - Discussion of the respite care available in the area and the necessary
steps to be taken to improve this where it is considered inadequate.

m Holidays - Focusing on the most autism-friendly venues and destinations people have
encountered.

m Siblings - Sharing concerns, ideas about the effect on siblings of a challenging child
within the family; planning events specifically for the benefit of siblings (see
www.nas.org.uk for further information on supporting siblings).

From this menu of possibilities, families can develop strong and supportive networks which
combine practical advice and information with a unique understanding of the issues which fam-
ilies supporting individuals with autism and challenging behaviour face on a day-to-day basis.

Family-practitioner support

Without the wholehearted support of families, practitioners cannot hope to succeed in their
practice with individuals with autism and challenging behaviour. Given the complex nature of
individuals with autism and challenging behaviour, a range of different perspectives need to be
understood before effective behaviour support strategies can be implemented. Families and
practitioners need to share their understanding of the individual they are supporting in a recip-
rocal dialogue which is:

m Equal
m Open
m Honest
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m Non-judgemental

m Continuous.

From this collaboration, a sound basis for the development of effective strategies can be established.

Practitioners are in a position to contribute to families’ quality of life by providing a number of
different elements to the processes of behaviour support. First, practitioners are able to offer an
external perspective on the progress an individual is making. This perspective is not superior to
the one families hold but it is different and may therefore offer insights which cannot be
obtained from within the family unit.

Secondly, the infrastructure of professional organisations such as schools, residential facilities
and employers enables them to access training and development opportunities which are not
readily available to families. Consequently, an up-to-date generic understanding of autism and
challenging behaviour may be developed within organisations more easily than it can within
families. Therefore practitioners may be able to help inform understanding by disseminating the
knowledge their work enables them to accumulate.

Arising from this, there is an onus on professional organisations to provide training opportuni-
ties to families via programmes such as conferences and parent workshops. These workshops
can address a range of issues including:

m Understanding Autism

m Developing Communication Strategies
m Complementary Therapies

m Sensory Issues

m Play and Leisure Activities.

These workshops differ from the mutual support provided by family networks because they
involve engaging with practitioners with a specialism in the particular topic they are addressing.
This can offer insights and a degree of understanding which may not be accessible other than
through this means.

Practitioners can also offer an informed understanding of the ‘political landscape’ which influ-
ences the lives of individuals. This can enable families to make decisions based around an aware-
ness of local level developments within councils and, to some extent, national perspectives
regarding legislation and government initiatives. The broader perspectives which can be offered
by experienced practitioners can help families plan for the longer term and play an active role
in shaping the future for the individual they support.

Practitioners are also in a position to guide families towards useful and up-to-date research which
might be helpful in developing behaviour strategies. In some circumstances, families and practi-
tioners may be in a position to conduct formal research and report this to a wider audience. There
is a wealth of skill, understanding and commitment across the field of autism and challenging
behaviour which lies with people at the ‘front-line’ of support. This expertise can be shared more
broadly if families and practitioners are able to engage in the processes of research and reporting.
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Supporting practitioners

Practitioners who support individuals with autism and challenging behaviour develop skills and
understandings which are an invaluable resource. Sharing this expertise is critical for the
improvement of the lives of individuals with autism and challenging behaviour. Throughout the
exercise all parties should be regarded as learners; good learning affects everyone in the vicinity.
However, there will be those whose understanding and knowledge is more developed in this
field and who therefore can provide a broader range of insights to the difficulties which individ-
uals with autism and challenging behaviour may encounter. Therefore the dissemination of
skills and knowledge can take place on several levels depending on the relative understanding
the participants in the exercise hold.

The processes through which practitioners support one another might be characterised as:

m Dialogue
m Cascade

m Network.

Dialogue is support between practitioners who share a similar level of expertise and specialist
knowledge in the field of autism and challenging behaviour. Often this will be at a high level
and will involve practitioners addressing difficulties at the cutting edge of the field either
because they are particularly extreme or intractable problems, or because they represent innova-
tions in improving the quality of life for individuals with autism and challenging behaviour.

Cascade is support that is offered between practitioners in which one partner in the process is sig-
nificantly more experienced and knowledgeable than the other participant. This involves the more
experienced partner passing on information, ideas and suggestions to the other partner in order to
improve the other’s understanding and practice. This is the most commonly used approach in pro-
fessional development and incorporates Inset Days, specialist training and conferences.

Network is support offered by an eclectic group of providers and practitioners. It is a looser
alliance of providers for individuals with autism and challenging behaviour and exists to offer
‘moral’ support as well as to share information and understanding. Network support derives its
strength from its informality and the fact that it does not presuppose an agenda whereas both
dialogue and cascade methods of support need to have a clear purpose and set of intended out-
comes in order to be effective.

Each of these means of practitioner support has a specific purpose and a distinct series of prin-
ciples which should guide activity. Practitioners engaged in dialogue should aim to:

m develop innovative practice

m share successes and frustrations

m combine to secure high quality training opportunities
m spend time in one another’s settings

m compare the training and development opportunities they offer to other organisations.
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Established, high quality specialist providers are in a position to move practice forward and to
significantly improve the quality of life for individuals with autism and challenging behaviour.
Historically, it has been experienced, committed practitioners with a well-developed knowledge
and understanding of autism and challenging behaviour that have created new ways of approach-
ing the difficulties faced in this field. At the current time, experienced and effective practitioners
remain the most suitable people to innovate and contribute to our understanding of the field.

When experienced, established and effective practitioners work alongside colleagues who are rela-
tively less knowledgeable about the field of autism and challenging behaviour, the nature of support
alters. In this situation, one partner takes a lead role and identifies a ‘curriculum’ for the other part-
ner. This cascade of knowledge and understanding is necessary in many circumstances, simply
because there are not enough experienced practitioners to meet the needs of the increasing popula-
tion of individuals with autism. Consequently, there is a pressing need to disseminate knowledge to
meet the demands faced by organisations in addressing the needs of the individuals they support.

While this process of support is typically ‘instructional’ it can be interactive, stimulating and
beneficial to both the ‘teacher’ and the ‘taught’. The most effective sessions involve lively explo-
rations of the key theoretical frameworks underpinning current understanding of autism and
challenging behaviour and a consideration of the ethics and principles which guide practice.
Practitioners either seeking or providing this type of support need to consider:

m the starting point of the practitioners receiving training
m the logistics of delivering training

m the resources required to deliver effective training

m the impact of training on the receiving organisation

m the impact of training on the supporting organisation.

Considering the prior knowledge of any learner is a basic requirement of any teaching process.
Coupled with this is a need to understand people’s learning styles. Naturally, the closer the rela-
tionship between ‘trainer’ and ‘student’, the more likely it is that an informed understanding of
prior knowledge and learning style can be secured. However, the nature of training in this con-
text is often such that the practitioner delivering training has little knowledge of these key ele-
ments in the learning process.

Therefore, practitioners providing training may survey the learning group prior to delivering
training in order to determine general levels of:

m  experience of autism

m experience of challenging behaviour

m theoretical understanding of autism and challenging behaviour

m previous relevant training

m the various roles within the organisation of members of the group
m the academic background of members of the group

m the outcomes the organisation wishes to achieve.
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Determining this information will enable ‘trainers’ to refine a curriculum to the needs of the
group. For example, a group which consists of largely inexperienced practitioners at an early
stage in their understanding of autism and challenging behaviour generally benefits from a com-
paratively narrow content focus delivered in discrete elements across several sessions, preferably
over a number of weeks. This allows people time to absorb information and reflect on its appli-
cation to their particular circumstances.

Training methods should focus on establishing an understanding of the impact of the funda-
mental features of autism and the mechanisms which drive and maintain challenging behav-
iour. This can be achieved by describing and explaining theoretical models at a foundation level
and then engaging participants in discussions about the effect these might have on an individ-
ual. Training at this level of understanding is most effective when it is broken into distinct areas
of focus. Table 6.1 offers a programme for training which can be used in conjunction with the
training materials provided in the Appendix to Chapter 6 which follows this chapter. These
materials may be photocopied as handouts, transferred onto slides or used as a basis for
slideshows according to the needs of the trainer.

People leading training sessions need to present a coherent and dedicated package of support
for practitioners. This should be a structured programme delivered over a defined period of time,
ideally within one month in order to enable people to form conceptual links and consolidate
their learning. Trainers following the schedule presented below should use the materials as a
basis for discussion and link these materials into the real-life experiences of the people they are
training. Wherever possible, trainers should encourage people to identify links between the indi-
vidual they work with and the theoretical concept being described.

Where practitioners form networks for support there needs to be an open and honest ethos
which enables colleagues to discuss the concerns they encounter and the successes they have
secured. This drawing together of practitioners involved in the same type of work without any
judgements being made of performance or ‘value for money’ can provide unconditional support
for colleagues and a fertile ground for the discussion of new ideas.

Networks are generally loose confederations of providers and can suffer from a lack of a focal
point. Often networks become highly dependent on a key person to bring people together and
if circumstances change, the network dissolves. Therefore in order to establish and sustain a
practitioner network, people need to commit to:

m open and honest discourse

m sharing responsibility for organising events and meetings

m agreeing the membership of the network

m consensus on the broader dissemination of ideas and innovations

m sustaining the group.

Through these principles networks can thrive, providing support for colleagues and developing
practice for individuals and their families. Considering the amount of time and effort practition-
ers may dedicate to these networks it is important that they are given the best opportunity to sur-
vive from their inception. A strong network is an invaluable resource for all participants.
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Key points QQ

Progress in the field of autism and challenging behaviour can be achieved through
collaboration and mutual support.

Changing social circumstances determine that there is a need for a broader dissemina-
tion of knowledge and understanding related to autism and challenging behaviour.

Families are an invaluable resource for both other families and practitioners.

Practitioners can provide overviews of developments within the field of autism and
challenging behaviour for families.

Practitioner support for other practitioners exists across three levels — namely:
(a) Dialogue
(b) Cascade
(c) Network.

Practitioners providing training should audit the knowledge and understanding of the
groups they are engaged with.

Networks of practitioners provide the opportunity for supportive and innovative practice.
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Training Materials

The following training materials are intended to provide people supporting individuals with
autism and challenging behaviour with a number of options for developing practice within their
organisations.

The content of the programme is arranged as eight discrete sessions which cover each of the
major themes explored in this book and is intended to offer an overview of autism and the
basic principles governing our understanding of behaviour support. While the structure
presented relates closely to the schedule proposed in Table 6.1, people using these materials
must use their own discretion in deciding how best to meets the needs of the context they are
operating in.

People leading training may photocopy the following pages to offer handouts to others, use the
content to produce slides on acetates or copy the content into PowerPoint presentations. The
content may be supplemented with other ideas and suggestions drawn from this book or any
other source in order to meet specific requirements in particular places.

Critically, people leading training need to carefully consider the pace with which they address
the concepts presented among these training materials and ensure as far as is possible that a
sound awareness and understanding of key issues has been reached.
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Session 1

The Triad of Impairments

... we found that all children with ‘autistic features’, whether they fitted Kanner’s or Asperger’s descrip-
tions or had bits and pieces of both, had in common absence or impairments of social interaction, com-
munication and development of imagination. They also had a narrow, rigid, repetitive pattern of activities
and interests. The three impairments (referred to as the ‘triad’) were shown in a wide variety of ways, but
the underlying similarities were recognizable.

(Wing and Gould, 1979)

The Triad of Impairments

7 Impairment in Social Communication

E=1 Impairment in Social Understanding

Impairment in Imagination
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Session 2

Theory of Mind

m Theory of Mind is the ability to appreciate the mental states of oneself and other
people.

m It enables us to understand that other people have thoughts and feelings which differ
from our own.

m It is a prerequisite to effective functioning in social groups.

m It is usually evident in children from around the age of four onwards.

m Theory of Mind is indicated by young children sharing joint attention with other
people.

m People with autism seem to lack the ability to ‘think about thoughts’ (Happe, 1994).

m This has been described as mindblindness (Baron-Cohen, 1995).

Positive Behaviour Strategies to Support Children and Young People with Autism,
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Session 3

Central Coherence Theory

m Central Coherence Theory (Frith, 1989) describes the natural predisposition people
have to place information into a context in order to give it meaning.

m This gives us ‘the gist’ and enables us to see ‘the bigger picture’.
m People with autism tend to focus on the detail rather than the whole.

m The failure to appreciate the whole accounts for the piecemeal way in which people
with autism acquire knowledge and the unusual cognitive profile presented by many
people with autism.

m The lack of central coherence may be detected in:

1. The narrowed interests of people with autism.
2. The ways in which people with autism are often unable to generalise skills.

3. The way in which people with autism often display areas of relative strength described as
‘islets of ability’

0 Positive Behaviour Strategies to Support Children and Young People with Autism,
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Session 4

Executive Function

m Executive Function (Norman and Shallice, 1980) is the mechanism which enables us
to move our attention from one activity or object to another flexibly and easily.

m It allows us to plan strategically, solve problems and set ourselves objectives.

m The absence of such a mechanism determines that:

1. All our actions are controlled by the environment in response to cues and stimuli, leading
to apparently meaningless activity.

2. Actions and behaviours compete for dominance in a disorganised and inconsistent manner,
leading to an inability to plan and execute goal-generated behaviour.

m This emerges as:

1. Highly distractible behaviour.

2. Dependence upon ritual and routines.

3. An apparent inability to plan strategically.

Positive Behaviour Strategies to Support Children and Young People with Autism,
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Session 5

Sensory Issues

m People with autism are understood to experience significant differences in their sensory
perception of the world around them (Bogdashina, 2003).

m These difficulties can result in hypo- or hyper-sensitivity in each of the following areas:

1. Visual
2. Olfactory (smell)
3. Auditory (hearing)
4. Taste
5. Touch.

m This can result in extreme intolerance of some sensory stimuli.

m Alternatively, some sensory stimuli can cause extreme over-excitement.

0 Positive Behaviour Strategies to Support Children and Young People with Autism,
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Session 6

Challenging Behaviour
A Working Definition
Episodes or patterns of behaviour which present significant risk of harm or restriction to an individual and

the people around them and are likely to be severely detrimental to the quality of life experienced by those
individuals and the people around them.

m Can be categorised as:
1. Violence
2. Self-injury
3. Destruction
4. Disruption

5. Excessive self-stimulation.

B 20% of children and 15% of adults with learning disabilities exhibit challenging
behaviour.

B 50% of these people experience some form of physical intervention during their
lifetime.

m Has associations with autism due to the nature of the difficulties people with autism
encounter in meeting their fundamental needs.

Positive Behaviour Strategies to Support Children and Young People with Autism,
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Session 7

Functional Analysis

Human behaviour never occurs in a vacuum.

(LaVigna and Donnellan, 1986)

m Human behaviour is a function of the context within which it occurs.
m Behaviour is driven by an individual’s needs.
m Needs can be identified according to four broad categories:

1. Attention

2. Tangible
3. Escape
4. Sensory.

m Behaviour can be multi-functional - it can serve several needs simultaneously.

m Equally, several patterns of behaviour may be focused around a single area of need.

m Understanding the function of a behaviour is prerequisite to effective behaviour
support.

Positive Behaviour Strategies to Support Children and Young People with Autism,
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Session 8

Proactive Strategies

Proactive Strategies:

m support positive behaviour

m teach alternative skills to address individuals’ needs

m need to occur when arousal levels are compatible with effective learning

B can be engaged when there are optimum learning conditions.

Graph Showing Levels of Arousal
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behaviour management: an approach to challenging behaviour which is suggestive of one
person controlling another person’s behaviour through a series of externally imposed factors.

behaviour support: an approach to challenging behaviour which enables individuals to develop
behaviour patterns which are productive and fulfilling for that individual.

central coherence: the natural predisposition people have to place information into a context
in order to give it meaning.

executive function: the mechanism which enables us to move our attention from one activity
or object to another flexibly and easily.

flexibility of thought: the capacity to think in ways which enable us to solve problems and alter
our perspectives according to information we receive.

functional analysis: an effort to understand behaviour as a function of the context in which it
occurs through an examination of the dynamic interplay of environment, interpersonal relation-
ships and individuals’ needs.

improved lifestyle options: an approach which enhances an individual’s experience of life.

incident-specific strategies: approaches towards challenging behaviour which address present
and immediate concerns.

inclusion: the notion of involving all people regardless of their difference in all aspects of
society.

longitudinal data: information which is gathered over a prolonged period of time.
low arousal: an approach which consciously reduces the amount of stimuli a person experiences.
medical intervention: any intervention designed by healthcare professionals.

mindblindness: a term used to describe the condition which emanates from the inability of
people with autism to appreciate other people’s mental states.

Motivation Assessment Scale: a schedule of sixteen items which examine the conditions under
which identified behaviour occurs, thereby providing an insight into the needs which are driving
the behaviour.

optimum learning conditions: the condition under which an individual is most likely to learn
effectively and enduringly.
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person-centred planning: an approach towards providing holistic support for individuals with
disability.

physical environment: the fabric, furnishings and fittings of an environment.
prevalence of autism: the overall number of people with autism within the population.

proactive strategies: positive and ethically sound interventions which are designed to pre-empt
the occurrence of challenging behaviour.

rewards: items, objects or activities which an individual finds motivating and attractive.
social communication: the broad variety of ways in which people exchange ideas and information.
social environment: the people and relationships which exist around an individual.

social understanding: the ability to appreciate the subtle and complex social rules by which
society is governed.

theory of mind: the capacity to appreciate that other people have mental states which differ
from our own.

token systems: any number of items which can be collected in order to earn a reward.

triad of impairments: a conceptual model which presents autism as a condition in which indi-
viduals experience marked disability in three key domains.
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calm learning environments 76-7

calming techniques 35-6, 41f, 44t, 45t, 46t

capacity building 60

cascade, practitioner support 86, 87-8

case studies

Callum 18
Jamal 20-1
Junaid 38
Lizzie 33
Michael 34-5
Peter 39
Ria 36-7

Callum cont.
Sarah 30
Simon 22-3
central coherence 4, 9-10
challenging behaviour
autism and 1, 8-10
domains of 7t
identifying needs driving 16
needs-driven 13
owning 50-4
towards a working definition 5-8
change, resistance to 75
childcare 83-4
choosing who 43f
clarity, environment 66, 67
cleanliness 73-4
collaboration 62-3, 64
consistency in personnel 77, 78t
consistent good practice 58-60
control 43f
control measures 69
critical mass 61
crowds 40f

D
decision making 43f
decoration, environment 66, 67
destruction 7t
developmental delay 74
dialogue
family-practitioner support 84-5
supporting practitioners 86
diet 32t, 44t, 45t, 46t, 72-3
disruption 7t

distraction techniques 37, 42f, 44t, 45t, 46t

E

eating 40f

empathy 50

entitlements 84

escape, need to 14, 15t
ethical principles 82
excessive self-stimulation 7t
executive function 4-5, 10, 43f
exercise 74-5

expertise, sharing 85
external perspectives 85

F

families, supporting 82-6
families-as-organisations 82-3
family support networks 84
family-family support 83-4
family-practitioner support 84-5
‘filter out’ stimuli, capacity to 10
finance 84
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flexibility of thought 4, 9 Motivation Assessment Scale 18
Foundation Training Plan 89-90t multi-agency collaboration 64
functional analysis 11-12 multi-functional characteristic, behaviour patterns 16
functional shifting 16, 17t
N
G narrative approach, risk assessment 69, 71t
glossary 101-2 National Autistic Society’s Accreditation Programme 60
good practice 58-60, 81 needs
analysis 16-18
H and autism 5
handy hints 84 behaviour driven by 12-13
hazards, rating 69, 70t, 71t categorisation 13-14
health 32t, 44t, 45t, 46t identifying 14-19
healthcare 41f networks, supporting practitioners 86, 88
healthy learning environments 72-6 nutrition see diet
holidays 84
hyper-sensitivity 73 O
hypo-sensitivity 73 objective needs analysis 18
hypotheses, needs analysis 18 observations, behavioural 26-9
obsessions 42f
1 optimal stimulation 65, 76
imagination 4 optimum learning conditions 22, 65-6
improved lifestyle options 31-4 options 38-40, 43f, 44t, 45t, 46t
integrating with incident specific strategies organisations
44t, 45t, 46t, 47 developing effective 58-63
incident specific strategies 34-47 families as 82-3
integrating with improved lifestyle options over-stimulation 75, 76
44t, 45t, 46t, 47
inclusion 81-2 P
injuries 73-4 parent workshops 85
inter-organisational collaboration 62-3 pastoral care 62
interest in learning 80 person-centred planning 63
introspection 48-50 personal characteristics, for behaviour support 55-6, 59t
personnel, consistency in 77, 78t
J Peter (case study) 39
Jamal (case study) 20-1 phobias 42f
Junaid (case study) 38 physical attributes, behaviour support 56, 59t
physical environments 66-8
K physical sensations, exercise 75
key players 61 pica 74
knowledge sharing 81-2, 85, 86, 87 planning, person-centred 63
political landscape, family-practitioner support 85
L practical experience, behaviour support 57-8, 59t
language processing 36 practices, predictability 76
learning 21-2 practitioners
clearing a space for 30-47 supporting 86-8
learning content see also family-practitioner support
motivating 79-80 predictability 76, 78t
relevant 79 prevalence of autism 81
learning disabilities 8, 74 prior knowledge, training support 87
learning environments 64-80 proactive strategies 20-2
calm 76-7 case studies 20-1, 22-3, 30, 33, 34-5, 36-7, 38, 39
healthy 72-6 clearing a space for learning 30-47
safe 66-72 introducing 23-9
learning styles 87 professional development 60-1, 62
leisure 32t, 44t, 45t, 46t, 66, 68 professional support 62
lifestyle options see improved lifestyle options public examinations 41f
Lizzie (case study) 33
‘low arousal’ environments 76 R
realistic elements, introducing 76-7
M reciprocal dialogue 84-5
maintenance, environment 66, 67 recreation 77, 78t
making decisions 43f relationships 40f
management of risk 69 relaxation 77, 78t
medical intervention 30-1, 84 relevant learning content 79
medication 73, 75 repair, social environment 68
mental health 75-6 research, family-practitioner support 85
Michael (case study) 34-5 resistance to change 75
mindblindness 4, 9 respite care 84
motivating learning content 79-80 rewards 80
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Ria (case study) 36-7

rights of individuals 31

risk assessment 68-72

Risk Assessment — Description of Risk 71t
Risk Assessment — Scoring system 70t
routines, predictability 76

S

safe learning environments 66-72
sanctioning 10

Sarah (case study) 30

scoring systems, risk assessment 69
self-advocacy 32t, 45t, 46t
self-evaluation 60

self-injury 7t

self-stimulation, excessive 7t
self-understanding/examination 48-50
sensory difficulties 74-5

sensory information 5, 10

sensory needs 14, 15t

sensory support 32t, 44t, 45t, 46t
shifting function 16, 17t

siblings 84

Simon (case study) 22-3

skills 32t, 44t, 45t, 46t

Skills and Understanding Matrix 58, 59t
social communication 3-4, 8-9
social environment 68

social understanding 3, 8

space, environment 66, 67

specialised training 61

specialist workshops 84

specific training 61

spontaneous elements, introducing 76-7
standards frameworks 60

stimuli, capacity to filter out 10
structure, training and development 60-1
subjective judgements 49

subjective needs analysis 19

supervision 62

supporting others 81-91

T

tangible need 14, 15t

teaching 22

theoretical understanding 56-7, 59t
theory of mind 4, 9

token systems 80

training materials 92-100

training opportunities, for families 85

training and professional development 60-1, 87-8

triad of impairments 3-4
trust 41f

\%
valued, feeling 68
violence 7t
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