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Introduction

Challenging behaviour is often regarded as certain specific behaviours.
These might be hitting, biting, kicking, screaming or any other kind
of behaviour that feels offensive to statf or parents. There are many
books on the market about how to change these behaviours, often
using cognitive behavioural methods. This is not that kind of book.
What you have just started reading is a book on how to understand
and manage challenging behaviour in a person with developmental
disabilities in order to make daily life a good life.

Parents ot children with developmental disabilities often tell me
that on becoming parents they started out practising more or less
the same methods their own parents used rearing and disciplining
them; bur that after a while they realized that these did not work as
intended. Frequently they would then double their efforts, using the
same methods. When they finally realized that their methods would
not work at all, in many cases they would start wondering if there
was something wrong with their child, and even contact a child
psychiatric service, the school psychologist or the family doctor for
an assessment. In some cases this resulted in a diagnosis.

Getting a diagnosis is often considered the point of change. The
parents’ suspicion that the problem lies with the child and not the
fostering methods is confirmed. The problem is that after assessment,
the doctors and psychologists don’t return the child with a managing
manual. Often the parents continue using exactly the same fostering
methods that made them contact the doctors and psychologists in
the first place. And obviously enough, they still don’t work. The
child still says no to everything the parents suggest, she still fights,
bites, throws toys and screams. And after a while the parents’ relief
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at having got an explanation for the child’s behaviour vanishes. The
feeling of powerlessness is back.

The intention of this book is to be a managing manual for
parents dealing with behaviour that makes them wonder whether
their methods are poor or whether there is something wrong with
their child. It is also intended to be a managing manual tor statf
working with people with developmental disabilities. The problems
of the two groups are similar: the fostering method i by
parents don’t work, but few of us have learned
That is the reason this book is not only a book
a book on hands-on methods that encour:
while also giving advice on how to manag
In the book we will look at methods that m=
suggestions as well as methods for avoiding <« S
to make you as parents or members of staff fee! able and successful,
but most of all to create possibilities for a good life for people with
developmental disabilities.

I intend to help the reader understand and relate to the difficulties
experienced by members of staff or parents of children with the
neuropsychiatric disorders autism, attention-deficit hyperactivity
disorder (ADHD), Asperger’s syndrome or Tourette’s syndrome. But
I don’t want to limit myself to that. I believe that the same kind of
thinking can be used working with people with Down’s syndrome
or intellectual disabilities. This may sound a wide and ambitious
goal given that these separate diagnoses seem very different, but the
associated behavioural disorders are often very similar.

The book isn’t limited to children either, but deals with how
to handle challenging behaviour in all people with the diagnoses
above. Therefore this isn’t just a book for parents, but also for people
working in care settings, rehabilitation, schools and, to a certain
extent, to the psychiatric discipline.

For this reason I have chosen to call the main characters service-
users. They can be children, pupils, clients, patients, partakers or
citizens in different contexts, but to me it has been important to
find a term that doesn’t reveal age or relationship with the person.
Service-user covers everybody who is offered special educational
assistance, but I acknowledge is not the most apt term for a child

2
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with ADHD at home in his or her family. I have chosen it because it
is a term that offers the person in question more to say than client or
pupil, but stil] focuses on who is the object of the effort. The staff are
there for the service-user, not the other way round.

This book is not intended to be a psychological text book or
a scientific dissertation. Therefore there are few notes on further
reading and scientific argumentation. In cases when I do refer to
direct scientific studies, I have given them as footnotes in order not
to disturb the reader. [ am a practitioner and work with people with
challenging behaviour, which characterizes the book, so theories
and available research are used where it renders meaning to the
practical work. My work is founded on a view of people that is
based on psychological and philosophical theory, which I have tried
to account for where needed.

The methods described here are complex and require adaptation
to specific situations and service-users. Therefore it can be difficult
to measure what works and what doesn’t. It is not an uncommon
problem in special education activities. The reason for this is that
people with the problems this book discusses are very different. The
dillerence between a person with Asperger’s syndrome and a person
with intellectual disability and autism is huge, even though both
have an autism spectrum disorder (ASD). One of them may have a
job as an engineer and the other lack language, live in a supervised
group home and have daily life therapy. The methods I will describe
have a theoretical background as well as being based on experience
and evidence. They have primarily been developed in England and
are, among others, documented in Andy McDonnell’s research.’

The book is driven by theory, tesearch and real examples. Almost
all examples are from my clinical work and concern real people and
their problems and difficulties to function in daily life. All names and
other identifying details have been changed, except for those who
have given permission for their names to be used.

The book begins with the main traits of challenging behaviour
and a discussion on fundamental views of humankind. In Chapter
two I consider what preconceptions parents and staff sometimes have
about working with challenging behaviour and about what should

L McDonnell 2010
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guide our behaviour in daily life with people with developmental
disabilities. Chapter three deals with methods of managing
challenging behaviour, where adjustment of demands, atfective
methods and diversion are dealt with in a concrete and easily
accessible way. Chapter four deals with how to relate to the causes
of the behaviour as well as discussing how it is possible o work
from a psychological point of view of stress to avoid the arousal of
challenging behaviour. Chapter five then looks at methods we can
use to deal with conflict when it arises and calm situations down.
Finally, the book ends with a summary and 2 hope for the future in
chapter six.

Unfortunately, [ can't take credit for all the :':c;;gh:s purt forward
in this book. Some of them have been thougnt out by others — from
Seren Kierkegaard to Aaron Antonovsik: y M ‘Df nnell and Ross
W. Greene. The stress model in chum“ four has been developed in
cooperation with Trine Uhrskov, and many thoughts have matured
in discussions with my colleagues, among whom Hanne Veje with
her practical approach and smooth intellect has been of considerable
help. All thoughts and methods of course have been verified by
exchanges of experience with my colleagues and all the people |
have guided throughout the years. I am unfathomably indebted
to all these people for the work they do for people with different
difficulties and for the difference they make in people’s lives. Thank
you.

I would also like to thank Asa Nilsonne for her encouragement

- to write this book, Sophie Dow, Leif Grieffelde and Tord Jerfsten for

their opinions on the manuscript and Teresa Elvén for invaluable and
necessary linguistic help.



Chapter 1

Challenging Behaviour:
Definitions and Theories

What is challenging behaviour?

Challenging behaviour is often regarded as given types of behaviour.
In legislation certain types of behaviour are allowed whereas others,
tor example stealing and fighting, are not. When I hold courses on
managing challenging behaviour, 1 am often given examples that
indicate coherence with what is intended in educational or care
contexts. These can be disobedience, refusals, screaming, conflict
behaviour, hitting, kicking, biting, running away, biting one’s hand or
slamming one’s head on the floor. However, we all know that certain
behaviour can be OK in one context but challenging in another.

Lee is 14 years old and is in eighth grade. He is in town one
Wednesday afternoon. A slightly older boy approaches him and
says: ‘Give me your mobile or you'll get a beating.’ Lee refuses,
whereupon the boy starts beating him. Lee hits back, the boy is
surprised and falls, and Lee runs away.

Lee does something that in other contexts would be considered
challenging behaviour. However, everybody understands that he is
defending himself, and he would never be charged with physical
abuse even though he has hit the older boy. This means that it is not

the behaviour alone that defines whether it is challenging or not, but
also its context.

13
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Contexts are important for how we manage and understand
behaviour, and this is true for educational and care activities as
well. Behaviour that we accept from a service-user with intellectual
disability and autism, we would not readily accept in mainstream
schools. Besides, there is an aspect of educational and care work
we can’t forget: the staff are paid to provide care for the service-
users, which means that the responsibility for the behavicur and its
contexts lies with the staff. If you have responsibility tfor behaviour
management, you must of course learn its methods.

There has always been behavxour that has been defined as

challenging. The behaviours have & differently
throughout the years, and rules, laws and | \ have been
created in order to manage them in sociery. The reason has been
that people survive best in groups, and "\ ve are to be in a group

we must be able to assume social behaviours. Consequently, we have
developed abilities that help us in this, like a manifest docility; we
would rather say yes than no, and in order to take part in social
contexts we are open to compromises.

Norms of behaviour ofien have solidarity as the point of
departure. The Ten Commandments is a2 good example of that. They
regularize the contact between children and parents, and between
neighbours in a small community, they deal with rights to property,
and so on, and put these in a religious context so there is a reason
to follow them. The laws and norms of today are not far from the
Ten Commandments, but are more complex to fit a more complex
society.

There have always been people who haven’t been able to follow
the rules and norms of society. Among these are society’s ‘misfits’.
We don’t know how this was handled a long time ago, but we know
that by the development of European society, we began to place
these people separately as they could not follow our common rules.
Until 1801, people with behavioural disorders or other deviations
were placed in so-called asylums, no matter whether in respect of
criminal behaviour, intellectual disability, dementia or schizophrenia.
In 1801 they began to separate criminal individuals from the others
(chief physician Pinel at La Salpétriére in Paris made a difference
between what is commonly called ‘the bad’ and ‘the mad’), and not
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until about 100 years later was a separation berween the mentally
ill and people with intellectual disability carried out. However, these
proups were still kept secluded from society until the discontinuation
ol the mental hospitals and the central institutions for people with
intellectual disabilities in the 1980s.

Then of course we also have all those who don't follow rules
and norms, but don't have a diagnosis and whose behaviour is not
serious enough to be considered criminal. We have always been able
to regularize such people with different fostering methods.

Our image of challenging behaviour is often based on knowledge
of relatively well-functioning people. Ever since the 17th and 18th
centuries, and the philosophers Descartes, Spinoza and Kant, we
have considered behaviour to be something that is chosen actively
and rationally, which renders punishment a logical consequence.
This image means that our methods often spring from the idea
that behaviour is something rational and deliberate, and that you
therefore can make people choose differently if the consequence
of the behaviour is made clear, or if you through punishment and
scolding, make sure the challenging behaviour becomes a problem to
the person with the behaviour.

This is clearly not always the case. Often when behaviour is
considered challenging to staff or parents, it is not obvious to whom
it actually is a problem. Emerson’s acknowledged research definition
of challenging behaviour is:

Culturally abnormal behaviour of such an intensity,
frequency or durance that the physical safety of the
person itself or that of others is likely to be put at a risk,
or behaviour that probably greatly limits the person in
the use of, or results in the person being denied access
to, common physical public places or services.’

This is a quite complicated and difficult definition to master. It doesn’t
deal with what the behaviour may be, but with the consequences
of the behaviour for the person who has it. On the other hand, I
think this is better than only defining certain types of behaviour,

* Emerson 2001, p.3.
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but it is not good enough. I believe that what defines the behaviour
more than anything is that it makes other people feel inadequate and
powerless.

Sometimes she bleeds severely from wounds on her cheaek.

Nicholas is 32 years old. He has severe intalectual cisability.
He likes strong smells and when he is borec he puis n's index
finger in his trousers and gets some poo that he smezrs underhis
nose. Then he breathes in heavily and is unmisiz=2o/y hzopy.

Saleem is 19 years old and has autism. He has rezlizec that he
is sent to his room every time he takes his panis cff. Trerefore
he has developed a type of behaviour: he takes off nis trousers
whenever he wants to go home. This happens in town, in the
woods, at the doctor's, etc.

Mikey is ten years old and has ADHD. His activity level is very
high and he normally runs around in the corridors at school. The
teachers have told him not to ever since he started school, but it
hasn't had any effect.

Agnes is 12 years old and has severe intellectual disability.
Furthermore she is tied to a wheelchair. She is a happy girl
who doesn't hurt herself or anyone else. The staff at school ask
for guidance because Agnes claps her hands all day, which is
difficult for the personnel to endure.

What these types of behaviour have in common is that they are
hard to change. The staff feel powerless as they can't change the
behaviour, and the behaviour is also hard for them to see and endure.
In other words, the behaviour causes the staff problems.

My British colleague Andy McDonnell, who has developed the
Studio-III method, has his own definition: challenging behaviour is
behaviour that ‘pisses you off'. He focuses on the feelings of the staff.

* . My definition, and the one we will use in this book, is:
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Challenging behaviour is behaviour that causes
problems for people around the person.

Nobody  with intellectual  disability, autism, ADHD or other
developmental difficulties is referred to diagnostic assessment or
treatment because they experience problems themselves. However,
often we think and believe that they do. The actual reason for
assessment, however, is that someone close to the person has
difficulties handling and relating to the person in question. Often it
turns out that the methods we use for other people don't work. We
are frustrated and arrange for someone with special knowledge in
behaviour, either a psychologist or psychiatrist, to take on the person
in question and find out what is wrong.

[ believe that it simply is the lack of power of people around the
person that defines the behaviour as problematic, which means that:

o [ we place the responsibility for the problem with the person
with the behaviour, we have let this person down. This is
done by advocating methods designed to make the person
change his or her behaviour from the point of view that ‘you
just don't do that’. The responsibility can also be placed with
the service-user by using words like demanding, refusing,
oppositional, unmotivated or stubborn about him or her.
The responsibility must be laid with the people around the
person who are experiencing the behaviour as problematic,
because they are the ones who can instigate change through
their own behaviours.

e Responsibility must be placed with the person who
experiences the problem if the situation is to be changed.
Responsibility entails power and possibilities. To place
responsibility outside oneself only reinforces the feeling of
loss of power. As parents or members of staff, we must realize
that we are the ones experiencing a problem, not the person
with the behaviour.

¢ Responsibility must, if possible, be placed with someone
who is motivated to change the behaviour. The motivating
factor can be that we find the behaviour hard to live with,

but also that we are getting paidTa: place résponsibility. for,
AN I0L DIUNY @ ILMDIATTOL
LIBYLIIE W VEAIIALOSGISGOL
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the problem with the service-user generally means that the
motivation to solve it is lacking, and then we have to accept
the problem and live with it. If responsibility is placed with
the professional person, the probability of the problems
disappearing improves greatly.

We must find methods that allow us to endure the

behaviour, but rarely in a positive wav.

If the behaviour is dangerous, we must find methods to
change it. If it is not dangerous, we must form an opinion
of whether it is a behaviour that is OK, even if we find it
difficult. Our own feelings can't be decisive as 1o whether a
behaviour is acceptable if it benetits the service-user.

Dangerous behaviour? Or just difficult?

Certain types of behaviour are dangerous either to oneself or 1o
somebody else. Such behaviour we must deal with at once. Dangerous
behaviour can be:

hitting

kicking

biting

slamming one’s head into a wall

cutting other people or oneself deeply.

However, there are many other types of behaviour that we react to
because we find them difficult, but which in effect are not dangerous.
This means that we may not need to deal with them at once, but that
we can plan a strategy to change them. These can be:

¢ disobedience

e jeering

biting one’s hand

cutting one’s arm.
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Disobedience is not dangerous in itself, but often renders parents
and staff powerless. If you react directly and forcefully there is a risk
that the conflict grows. Therefore it is often an advantage to work
with disobedience on a long-term basis instead of dealing with it at
once.

Jeering has its own logic. How often have we not ourselves said
something we don’t mean to somebody we care about? We taunt
people to get an effect, an answer back. People with intellectual
disabilities or neuropsychiatric disorders do exactly like we do, but
have two problems in this area:

e The words don’t have the same magical meaning as they
have for other people. Many people find it physically hard
to say for example ‘I just want to die’, because they feel that
it may come true. In the same way most people don’t use
strong words like whore or four-letter words about other
people. Doing so is however rarely a problem to people with
intellectual disabilities or neuropsychiatric disorders.

e The etfect of the words can be hard to see. If the person
has ditliculties reading other people’s facial and emotional
expressions, he or she must by necessity use a stronger
word.

Therefore words that are much stronger than other people’s jeers are
used. Besides, these words are being used to prompt a reaction. If the
desired effect is prompted, it is a success; that word becomes a good
word that fills a function, and it will be used again. If parents and staff
react to a forceful word by, for example, punishment, consequence or
conflict, the word is strengthened. Then we can be absolutely certain
that it will be used again. If we on the other hand tolerate the word,
we may manage to eliminate the use of it. And that is definitely not
dangerous.

The story of Christer Magnusson is violent. He died from physical
restraint in his room in Uppsala in Sweden in 2006 because staff at
his group home could not handle his biting his hand. Sometimes
people with intellectual disability or autism bite their hand if they
are in a difficult situation. The reason for biting one’s hand is that
it makes the person manage the situation. It is a good way to focus

19
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one's attention and is not actually dangerous. As far as 1 know.
nobody has died from biting his or her hand, but many people have
died because they, like Christer, were not allowed to. Something that
was a strategy to manage a difficult situation in Christer's world was
a problem to the staff.

background, and if the possibility to use such a st
it is unfortunately not certain that the person ﬂ_
Then there is a great risk that the person doesn’t

that the person develops other types of behaviour that may well be
worse,
Jessica was ten years old when she began 10 nun ":.'ser.‘. She
started by biting her hand and slamming ner gibows onthe e Jg
of tables or doorframes and thus gettmn a shock. S‘rr Jsed this

strategy when she was anxious in order to calm herseif. Her

parents and school did however find it horrible to watch and
hindered her physically. After a while she started to hit herself
when she was anxious. The parents began to protect Jessica
from hurting herself by making her wear metal arm stretchers.
Then she started to slam her head in the wall. The protection
was increased with soft walls and pillows and she spent most of
her time fastened in her bed.

When | entered the picture, Jessica was moving to a group
home where the staff were not allowed to fasten her. Jessica
was terrified when the safety devices were removed. She was
afraid of her own arms. She had beaten herself bloody whenever
she managed to get out of the body holders.

I have guided the work in several cases of this kind where a person
early on has been hindered from minor self-injurious behaviour and
consequently has developed a dangerous self-injurious behaviour. It
is a difficult task to remove fastenings, but it is possible. We will
discuss these methods later on in the book.

However, what I believe is the most important lesson from
Jessica’s and Christer’s stories is that we must relate to whether the
behaviour is dangerous and to why it is necessary. We can’t remove a
well-functioning strategy for difficult situations without replacing it
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with an cqually good one. On the other hand, we may of course help
the service-user finding a better strategy in the long run.

Cutting one’s arm often has the same function as biting one’s
hand, but 15 more often seen in people with a higher level of
function, The background, however, is the same, and the methods
similar. In a project in Nottingham, they found that suicide rates
increased if psychiatric patients were hindered from harming
themselves, a discovery that has led to several ongoing studies of
so-called ‘safe self-harm’, where the person is allowed to harm him-
or herself and is offered sterile razor blades, first-aid kits and home
nursing, to ascertain whether the quality of life of the service-user
is improved.”

All these types of behaviour are not dangerous in themselves,
even though they may be dithcult for the people around the person
in different ways. The task is therefore not to stop the specific
behaviour, but to endure it and work with its causes. To step in
immediately in the case of disobedience, abuse and non-dangerous
behaviour is as meaningless as treating a headache when you have a
brain tumour. It otters a temporary relief, but the causes are still there
and the problems increase.

Later on in the book, in particular in the chapter on stress, I will
discuss possible reasons for these types of behaviour, and how they
can be dealt with through working with its causes.

Throwing the blame on somebody else
There is a mechanism that sometimes sets in motion when we find it
hard to manage behaviours. We blame someone else! In some cases,
we begin to talk about the service-user’s problems and how he or she
can’t behave properly; in other cases, we begin to look for reasons
for the behaviour in other people the service-user meets. Parents can
blame friends and teachers, and teachers and preschool teachers have
a tendency to blame the parents for the behaviour. :
The problem with putting blame on somebody else is that that
it means that you not only shirk responsibility, but also lose the
possibility of exerting an influence. It is common to blame other

[No authors listed.] Australian Nurses Journal 2006.
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people because you feel powerless, but by making other pecople
responsible instead, you actually lose all power. Besides, it doesn't
matter if you blame the child, the parents, the friends. the teacher or
society. Only through taking on the responsibility for what you can
influence, is it possible to exert an influence.

[ am always a little suspicious when staff complain about parents;
if they say ‘Of course he can’t manage school when he has to navigate
that family’ or ‘With such a mother it can’t really be expected that
he develops normally’. I think that the starf simplv don't know how

to manage the pupil’s behaviour. Consegquentiv. [ usually

asking everybody to write down their ideas of the familv on a piece
of paper. Then we keep the sheet until we hzve worked together
for a while. If we still have the same ideas. we must report to social
services and they can take care of it; it we on the other hand no
longer find it difficult, we throw the picce of pzper away. In the time

in between we don’t talk about the family.
This is often a good way to focus the staff’s attention on what
they can influence. T will illustrate this with the story of Paul.

Paul was 12 years old when | met him for the first time. He was
born with a heart disease and was operated on when he was
eight months old. In the operation he suffered a serious lack
of oxygen and was brain damaged. As a 12-year-old he had
a developmental age of 18 months. He used nappies and had
great difficulties understanding the world around him. One of
his greatest problems was that he was very sensitive to other
people’s feelings. If someone nearby was happy, he hit out. If
someone was angry, he also hit out, as well as if someone was
sad or loud.

Paul lived with his father who was an alcoholic. His mother
had left when he was three years old and he had no contact with
her. Paul attended special school with five other pupils until he
was ten years old, when he got a classroom of his own with one
teacher.

All through Paul's schooling they had talked about his father.
Before Paul left for home every day he was given a clean nappy,
and then he was changed when he was in school again. His
nappies often were soiled, so the staff began to mark the nappies
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and discovered that his father did not change them, not even on
wookends. The nappy Paul wore when he left school, he still had
on when he was back at school, even after the weekend.

Faul went by taxi to and from school. His father was supposed
to pick hirn up in the street as the family lived in a terraced house
in a housing area where traffic was prohibited. Paul could not
find his way home from the street. After half a year of schooling,
a couple of neighbours reported that Paul often had to wait for
hours for his father to pick him up. After that the taxi did not leave
until Paul had been picked up. If he was not picked up within
15 minutes, they drove to the social services. Paul was at the
sacial services at least once a week.

In school they often talked about the difficulties they
experienced in the tutoring of Paul. The teachers were frustrated
and resigned. They, however, spent a great deal of time on
discussing the father and what could be done to make the social
services pay attention to Paul's hard life. In three years, the staff
of the school filed 20 reports to social services, without it having
any effect.

When | entered the picture, we began by ending discussion
of the father. We decided to file a last report in writing, and then
we began to discuss how we could work with Paul. We started
our work with the teachers relieving each other every second
hour so they could stay completely calm all the time they were
with him. Previously he had had the same teacher all day. After
that we started working on these shifts of teachers so they were
not hard for Paul. The next step was that the teachers gave him
tasks and then sat outside his little room while he was working,
so he could collect himself and concentrate on the task a few
minutes at a time. Then we introduced a rewarding activity, to
look at photos of his life. This led to his being able to concentrate
for a longer period of time.

After a while the teachers started to like Paul, because the
conflicts were reduced, and they connected with the mischievous
boy he actually was.

After six months Paul had improved his attention, and he
had on his own found a strategy to stay calm, despite other
people’s emotions; he had discovered that if he breathed slowly
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and deeply when other people were restless, he could stay calm.
He could therefore return to the classroom with the other pupils.

The point is that Paul could not develop as long as the staff only
talked about his father, but that his development was good when
they dealt with what they could actually influence, which improved
his quality of life considerably. Previously, the responsibility for
Paul’s development had been left to his father, who obviously could
not take it on. I believe this mechanism arises when we don't find
the tools and methods necessary; then we begin to look for other
reasons, but forget that we at the same time shirk responsibility for
the development and the educational or care work, and put it where
we know nobody can take it on. We must take on responsibiliry if we
are going to be able to exert an influence.

History: theories and therapies

Ever since challenging behaviour in people with different types of
problems began to be described, reasons for the behaviour have
been researched. In the 19th century several wild children, who
were believed to have been living alone in the forest for years, were
described, and their behaviour was considered to be more natural than
the culturally adjusted behaviour of other people. The challenging
behaviour was therefore considered more natural than ordinary
behaviour, and through civilizing the children the behaviour would
be changed. These accounts were largely due to romantic notions
of nature in the 19th century, and today most scholars believe they
were children with intellectual disabilities or autism that had been
left in the woods shortly before being found.

Some time later a number of articles on heredity were published,
which stated that criminal behaviour was hereditary. This was the
background to the movement concerned with eugenics, where it
was argued that the genetic quality of a people was dependent on
those with intellectual disabilities or other problems not having
children. In Sweden this led to a large number of sterilizations, and
in the Germany of 1945 it resulted in there not being anyone with
intellectual disabilities left; they had been exterminated.



Challenging Behaviour: Definitions and Theories

The horror of these events naturally led to a discrediting of
genetics as a useful explanation for behaviours that society finds
difficult to accommodate. New explanations were needed.

Common ground for those models of explanation that won
ground towards the end of the 1940s was that they all assumed that
everyone (at least people of average intelligence) is born the same,
and that behaviour and personality are affected by different factors
alter the birth. In Europe, psychoanalysis secured a strong foothold,
and in the long run so did critical psychology. Psychoanalysis is
founded on the idea that man’s behaviour is a result of how we
have solved a number of inner conflicts about sexuality, primarily
in relation to our parents, whereas critical psychology sets out from
behaviour being a result of how you have been affected by living in a
capitalist society. In the US, behaviourism was the predominant truth
with the idea that behaviour is the result of what you have learnt
through conditioning,

When [ attended university, psychoanalysis and behaviourism
were considered exact opposites of each other. I think they are quite
alike; they both assume that everyone is born alike and that we are
affected by different factors at an early stage of life that form us as
individuals. The development after the Second World War entailed
dividing challenging behaviour into two groups:

e In people of average intelligence, challenging behaviour

was considered che result of attachment disorders or poor or
faulty upbringing. In any case it was the mother’s fault.

e With intellectual disabilities, the mother could not be fully
blamed, but certain attempts were made. Among other things
the psychoanalyst Bruno Bettelheim described autism as the
result of a ‘fridge mother’. Most descriptions of behaviour
from around 1970 consider challenging behaviour the
result of the person lacking the necessary qualifications for
behaving correctly.

This brought consequences to methods of treatment and to pedagogy.
From the 1950s onwards play therapy and psychotherapy were used
with those of average intelligence. Attempts to find methods to repair
attachment disorders were also made. The most well-known of these
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is holding, where anxious children are held until they calm down
to show the child that you are taking on responsibility for their
anxiety. One of the most absurd examples is rebirth, where children
were rolled up in rugs, then they waited for a couple of minutes,
and pretended they were born again by pouring them out ot the
end of the roll, so they could start all over. If the chi ."c:' sttered
resistance, that was considered a good sign, as anger was believed to
have a liberating effect. However, the use of such technigues has led
to tragic results, as the case of Candace Newmaker shows.

Candace Newmaker was adopted and had some chaienging
behaviours. Among other things she played with fire 2na Killed
goldfish. The parents sought assistance from two atizachment
therapists who recommended rebirth and noicing therapy.
When Candace was ten years old, in 2000, the parents and the
therapists took part in rebirth treatment. She was roled up in

a rug, and the adults held her in place.
but failed, and she died of suffocation. Th& ner
Watkins and Julie Ponder were afterwards sent
years' imprisonment, and the parents were aisc sentenced to
shorter terms of imprisonment.’

Luckily enough, these methods are no longer common. However,
it is not unusual that a lack of upbringing is given as a rcason for
challenging behaviour. I have talked to many parents with children
with autism or ADHD, whose grandparents have told their children
that ‘if you just let me take care of her for six months, you'll see she’ll
be just like anybody else’. They have received the same reception in
school and in nursery, even if the children have had a diagnosis.
This kind of thinking has not been used with people with
intellectual disabilities to the same extent. Instead methods based
on ordinary upbringing have been used. People with an intellectual
disability have been seen as children, and methods used on children
have therefore been used. A great deal of scolding as well as -
punishment and consequential thinking have been prevalent.

. Mercer, Sarner and Rosa 2006.
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For a couple of years, [ counselled staff in their work with adults
with autism in an institution that previously had been part of a
larger, old care institution. One of the employees told me that they
had opened a new nursing home for elderly people with intellectual
disabilities on the institution site. There was one problem though:
the elderly women would not move into the nursing home; they
refused to go through the doors.

Different solutions were attempted: their former staff accompa-
nied them. The whole house smelled of delicious food. Entertaining
music was played so it was heard outdoors. Nothing helped.

The reason for the women not wanting to enter the house was
that in the 1970s it had been their isolation ward. There had been
confinement cells ficted with rubber, and when the women disobeyed
or were violent in their wards they were punished by solitary
confinement for 24 hours to begin with. Moreover, emetics had
been used, as it was believed that if the women associated sickness
with their challenging behaviour, they would end the challenging
behaviour.

In some cases the women were confined to the cells for up to
a week, and were given emetics every day. Naturally there was a
similar house for men.

Another member of staff told me that at her institution they had
a lady in her sixties who always sat with one of her legs pulled up,
so her calf lay to the back of her thigh. It looked uncomfortable, but
she had been sitting like that for many years, and had difficulties
sitting in another way. The reason was that in her youth she often
tried to run away from her institution, and therefore for a number of
years, after every attempted escape, her leg was tied up for a couple
of months, so she could not leave.

Later on something happened with the attitude to challenging
behaviour. Among other things it related to social progress in general.

I started school in 1972. I started in a traditional school. We
had a teacher called Miss Jensen. She had no first name. We had a
schedule that ruled the entire day. We had a schoolyard where you
were supposed to be in the breaks, but no playground. The only
entertainment in the schoolyard was a fountain with drinking-water
in the middle of the ground. You quickly learnt to stick to the edges
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of the schoolyard so you did not end up in the fountain. In the
schoolyard squares were painted for every class, and we started cach
day by singing a hymn, standing in the square of our class holding
hands with a friend. Then the first graders would go inside, then the
second graders, etc. If a fight arose the teacher on break duty would
drag us to the first floor, where we had to talk to the headmaster. He
would yell loudly and angrily, and that was the end of it.

My school was perhaps not the most modern, but it was well
structured and clear. It didn't pay attention to the weakest pupils,
but allowed some pupils to be there with their & *'ﬁ:' tes. If you
had difficulties paying attention you were sezted in the back of the

classroom to watch out the window. M otiered a clear

structure in daily life and did not require an gement.
When I changed school and started g ade in 1975
everything changed dramatically. [ hzd z new teacher. He was called
Sven and wore overalls at work, wore 2 “ull beard and smoked a
pipe. Sven did not consider schedules important, and he did not
send pupils to the headmaster’s. Sven thought we should discuss the
conflicts instead of telling us off. He also liked teamwork. He often

asked for our opinions.

This development was not limited to my schooling, but was a
tendency in society in general. Since the early 1970s the demands
on self-management have increased tremendously in school and in
working life. When my eldest daughter started school in 1993 she
started in a mixed-age class where there was no set schedule, but
every pupil had to take responsibility for his or her own learning of
Swedish and maths, and then present a project every month with at
least one friend. When she had a conflict with another child she had
to, in class, discuss what went wrong and other possible solutions.
She had some difficulties concentrating, but was not allowed to sit in
the back, but in the front,

This development has continued. Today school makes much
greater demands on the ability to structure, take in situations and
assess others’ and your own behaviour. At the same time all pupils
have to live up to centrally made demands.

As early as the late 1970s, discussions on certain pupils not
having the abilities needed to pass school despite normal intelligence
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were raised. Concepts like MBD (minimal brain damage) were often
mentioned in the debate and more pupils than ever before were placed
in treatment facilities to repair what their parents had ruined.

In the early 1980s discussions on concepts like Asperger’s
syndrome and DAMP (Deficits in Attention Motor and Perception)
began, and in the 1990s the diagnoses Asperger's syndrome and
ADHI were acknowledged in the World Health Organization
(WHO)'s International Classification of Diseases and in the American
Psychiatric Association (APA)’s diagnostic manual.

What actualiy happened in the 1990s was that it was suddenly
OK 1o have problems, despite being of average intelligence and not
brain damaged. [n the period from 1950 to the 1990s it was believed
that if a person was of average intelligence and had challenging
behaviour it probably was the mother’s or society's fault (if European)
and a fault in learning (if American). Now a possible reason was
hereditary problems with communicative abilities or attention.

To understand this, it is vital to understand the workings of
diagnoses. Most often doctors make a diagnosis, and they only do
so if there is a problem. All psychiatric diagnoses have one main
criterion: there must be a problem coping in your daily life.

We are lucky that is the case, otherwise all of us would probably
have the diagnosis OCD (obsessive-compulsive disorder), as we all
have compulsive behaviour at times. Who hasn’t checked that the
door is locked three times when leaving for work, and who hasn’t
gone looking for the iron to make sure the flex is unplugged before
going on holiday, even though it has been a while since it was last
used?

In my first lecture on psychopathology in university our teacher
asked us to discuss how many times it was OK to check if the coffee
maker had been turned off before it was unhealthy. Personally I don’t
have that kind of compulsive behaviour so I reckoned that if you had
seen that it was turned off, it was unhealthy to check it again. The
woman beside me thought it was probably too much if you checked
more than ten times. The correct answer is of course that you can
check as many times as you need, if you still are able to manage your
life, but that if it stops you from going to work it is too much.
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If you can’t manage daily life because of compulsive behaviour,
hallucinations, difficulties in concentration or problems with
flexibility or social interaction, you risk being sent to a psychiatrist.
His or her task is to analyse why you can’t manage daily lite. This
is described in a diagnosis. The psychiatrist must make a diagnosis,
for the simple reason that the main common criterion has been met.
By referring somebody, someone has already defined that there is
a problem in daily life. This aspect the psychiatrist doesn't have 0
look into. The psychiatrist is only supposed to :i:::; out why there is
a problem with managing daily life. This means that the character of
daily life has an influence on who is referred 1o :‘I:g::s:i: assessment.

Charles was born in the 1930s. He stariec schoo! in e early
1940s and managed reasonably well. He w S ;-.: y special
boy who did not play much with the other chilcren. but whao liked
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to be at home at the farm. He was very inieresizc ans, cars
and tractors and started at an early age to collect tosis. After
compulsory school he began to work at a machine staticn where
he repaired machines and drove a combine harvester in auturmn

and snowplough in winter.

Charles's parents died when he was a young marn, s6 he
never left home. He just took over the farm. He never got married
but was known as a good man you could always rely on and who
was willing to help if you needed some advice on a car repair or
the like. He was slightly peculiar and did not like new people for
the first couple of years, but got used to them in time.

When Charles died and somebody entered his house they
found something beyond comprehension. Charles had been
collecting tools of the brand Bahco, and he had all hand tools
that had been produced by Bahco in the 20th century. He did not
have only one of each, but several hundreds of them. There were
224 Phillips 3mm screwdrivers, 263 4mm and 320 5mm. There
were 260 ordinary hammers and 312 new, unused handsaws.

It is true Charles did well in life, and probably had not had
more problems than most in life, but today we would still s