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THOUGHTS ON DIGNITY AND RESPECT

It is within the ethos of Kith & Kids to regard each person as a individual with his/her
own dignity and to dér each other respectherefore dignity and respect need to feature
in whatever we do and we expect all participants on Kith & Kids projects to honour that.

In order to achieve some clarity around this guideline these two issues and related issues
will be explored in more detail belghe first part of which is a bit like a brain storm. In
other words, it is a jotting down of ideas that may not themselves be a clarification but
they may well generate discussion to reach fuller understanding. In short, this is by no
means a full exploration, but it may serve to raise awareness and provoke thought.

DIGNITY/RESPECT - What does it mean?

Honouring dignity and giving/receiving respect:

- adds distinction to the state and quality of a pesslifie’ and/or being

- means being worthy of honour

- is an attitude of admiration and/or esteem

- is polite or kind regard, consideration/respect for pespé=lings

- means paying proper attention and paying proper attention to a person

When interacting with each othéry to have an awareness of:
- how you pay regard to yourself and others

- understanding

- empathy

- being judgmental

What do we understand by dignity/respect in our interaction with each other?
- Being thought about, being considered

- Being consulted when it involves us S 'I—
- Being honest (_I_ ) @l s
- Being listened to, being heard & ar'if T
- Sharing ,:\} ®Y B
- Making sure understanding is present - M

Why offer acknowledge dignity and fef respect?

- To receive respect

- To attain equality

- To value and validate

- To attain confidence and support anoth@onfidence

How does language support dignity/respect?
- The words we use

- The body language we use

- The attention we give - listening, hearing

What happens when you make assumptions?
- Misunderstanding

- Miscommunication

- Placing our own experience on others



How do our feelings control and motivate us?

- Enthusiasm - positive motivatgrsometimes doednallow us to think
- Anger - can propel us to get things done
can abuse ourselves and others
- Fear - can stop us trying things
can challenge us to do things
- Joy - celebrates, allows fun, validates the positive
- Sadness - can allow us to feel our own and othgrain/hurt

There are many other feelings which can support us and others to be in touch and aware.

For some time “choice” has been a bit of a buzz word but we feel it needs exploring if it
IS not to be an empty slogan.

What do we need to make choices?

- Understand exactly what is beindeséd

- Understand alternatives

- Understand consequences

- To be informed - uninformed choice is no choice

Labelling/categorising: How does thideadt us and others?
- Can lead to misconceptions

Makes assumptions

Can help make sense of our lives

Can be restrictive

can be liberating

LANGUAGE

We should always try to be aware of the level of our language. Our aim is to be understood
and to understand. Using long sentences and complicated words may stand in the way of
the sharing of experiencelhe same could be said of using pigeon English or “baby-
talk” (“talking down” to people).

It is important to “feel” the level of understanding and language the membeiThas.
through the relationship that develops and the confidence that increases, to build on a
shared understanding of mutual dignity and respect.

ASSUMPTIONS

It is easy to say that we should never make assumptions about another human being - but
we all do this, often subconsciousiWe can at least try to be aware of the assumptions

we make. They will affect the whole way we react, interact, and in turn the way our
members interact with us. It willfatt how we feel about each otheurselves and the

world around us.

Assumptions are usually based on our past experiences of life, and these may be very
different from those of the people whom we are making assumptions about.



By assuming that someone feels sad if we think they look sad, we are not allowing them
the dignity to explore and acknowledge their own feeligey may be deep in thought
about their next activitynew coat or feeling coldvou have assumed they are satink

about how it would make you feel if someone made these kinds of assumptions about
you.

FEELINGS

Probably the most powerful part of our lives that motivates us through all our paths. Our
positive and negative experiences wifeaf the way we feel about ourselves and about
others. Our feelings may help to mobilise or immobilise us to achieve our goals in life.

Try to be aware of your feelings and to sense those of the person/s you are with. How do
you feel about the way you are relating to your Kith & Kids member and/or your fellow
volunteer? Is your attitude/languagef@liént from one to the other?

Something else you could think aboutre you supporting and helping to make things
happen or are you taking control and making things happen?

LABELS

Like assumptions, we all stick labels onto other peopl
These can be confusing, hurtful and misleading.

Society refers to “the handicapped” or “the disabled” ¢
other more specific labels.

We refer to peopleTheir disability is only a part of their
whole person. Our members are people first; people
abilities and disabilities; people with feelings; with thi
own experiences; people who want to share in the do
rather than wanting to have things done for them; pe«
with needs, as we all are.

CHOICE

Much has been written and said about choice and fancy terms are used which often
confuse. These mean dérent things to dferent people, depending on our past
experiences and our aims.

Choice is positive if it is informed choicé&Vithout the understanding of information we
cannot have the freedom to choose. In many instances, by giving someone choice, without
the knowledge of how to choose and the range of choices available, we arfenmug of
the person freedom of choice.

For example, is it right that a person be
allowed to choose whether to wear

open toe sandals on a freezing cold day?
Some people would say yes.




We need to explain the consequences and support the person to have an understanding of
the possible outcome(s) of the choice(s) made. If we do not do this, the freedom of
choice is not real.

Think of and discuss other examples
of choice and how we use it in our daily

lives.
! CHOCSE )

—

It is importe 1t that the choice of where
to go, what to do...etc., is made by the
student and volunteers togethdfrthe
volunteers allow the member to choose
all the time where they are all going,
what they are all doing, the member
does not have the opportunity of the
experience of sharing, negotiating,
making decisions together and taking
responsibility (see also the 4Rinder
Working through Conflicts in
SECTION 4).

NS

GENERAL

If you feel you are not understood or do not understand, explain and asteiandif
ways. Explore other possible ways of communicating; e.g. use the senses: smell food,
taste the drink, touch, see¥our enthusiasm and willingness to explore will be evident

to our members.

Ask your support person for guidance (i.e. parent, $ediow volunteer) in order not to
feel isolated. Also, if you can express what you feel and what you want/need, it will
assist others to do the same.

We all enjoy doing things for others as well as having things done fdrhgessame goes
for our members. Each, within her/his ability and in spite of any disabiRfgase
rememberthe disability is only a part of the whole person.

Disregarding a person devalues. It leaves the person with no control over her/his own
life. It leaves her/him feeling powerles$he “Does HeTake Sugar” syndrome really
does exist in societyput by beginning to see people as individuals first we can try to turn

it around.
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LET'S COMMUNICA TE!

INTRODUCTION

From an early age we develop a use of language to express our ideas, wishes and needs,
both orally and written. Perhaps it is less obvious that before we begin to speak as
children, we have already cultivated several facial expressions, bodily gestures and oral
sounds. These enable us to communicate with the people around us, until we start to
speak.As we grow older and become more skilled with the use of language, these other
modes of communication tend to take second place.

However these secondary modes are still present and very much a part of our
communication repertoire.trf@ngely enough, it is when the use of language breaks down,
that we often revert to these more primitive forms of communication.

As an example, here is a situation | found myself in:

| was travelling on the tube recently and there was a young man and woman sitting
opposite. An elderly man (most definitely the worse for drink) decided to come and sit
right next to the couple, even though there were vacant seats around. Before long he
tried to start a conversation, but was almost incoherafter several platitudes, the
young man, in no uncertain terms, told the elderly man to take a hike. Of course his
reaction was to try to talk to them both even markey replied with crossed arms and
made several sounds of distaste. Seeing that he was being ignored the elderly man touched
the young womas’ hand in order to get her attention. She promptly slapped his hand
and they both moved to another carriage. | stayed on the tube for a few more stops and
could not help but observe the feelings of rejection the elderly man was experiencing. |
felt he genuinely just wanted to talk to someone.

This situation ilustrated several important points regarding communication.

1) Yous ability to communicate fetctively is directly proportional to the variety of
experiences and situations in which you have needed to express your thotlghts.
more you communicate, in whatever form, the better you become at it.

i) Many people have limited opportunities and environments in which they feel
comfortable enought to express themselves orally or physidajiythis | mean without

the fear of being rejected, misunderstood or even plain ignored. Quite often they have
been denied the basic life experiences that are taken for granted in main stream society

iif) Non-communication is a form of communication. If someone is refusing to talk or
physically removes themselves from an environment/situation, they are still
communicating their thoughts and feelings.

Iv) Society has established acceptable ways of communicating in work and social
environments.To some people these environments in themselves can be overwhelming
and frightening. This may result in “odd behaviour” which can often be explained with
hindsight, and requires patience and understanding.



v) We communicate by thoughts often generated from subconscious feelings and emotions.
We need to try to come to terms with our own inner feelings.

vi) If someone is communicating with you in a way that makes you feel uncomfortable,
then value that feeling and express how you féeis should be done with caution and
sensitivity

These ideas have been kept general to highlight an important point concerning the work
you have undertaken as a volunteer:

Your ability to communicate with a person who has a learnifigudif is directly related
to the communication skills you use consciously or subconsciously everyday

You have already developed skills of communication through your own life experience.
All these can be used when communicating with a person who has any degree of learning
difficulty or physical disability What is even betteis that you are allowed to make
mistakes too!

As your relationship with a person with a learning and/or physical disability develops,
and you begin to see through the disabijyu will realise that s/he is just like any other
person. S/he has a personahtants, dislikes, needs etc. most important of all, as the
member you're supporting gets to know you, s/he will learn about your persomatitg,
dislikes, needs etc.

In fact, an ideal to work towards could be to communicate with the member in the same
way you would with anyone elseThis may mean making slight allowances in some
cases, but these are ndeliént to the allowances you make when meeting a colleague at
work or at college, or meeting someone who speaksaetit language from your own.

Here are some ideas which | hope will enable you to communicate rfextvefy on
that initial meeting. From then onwards remember that you already have the skills required.

Be natural. Be yourself!

Let's communicate with speech

Some people with learning @idulties are quite able to express themsleves using language.
Others rely on one word utterancegour Kith & Kids member may make sounds to
communicate as opposed to spoken language.

Whatever the case, it is worth bearing in mind therefequired by some members to
make any sound at allThis is particularly relevant in social situations. It is often not
easy to communicate with strangers on a first meeting. For some people the environment
they find themselves in, may in itself be overwhelming. Let alone trying to spéak.

ideal is to try and create a warm relaxed atmosphere.

One way of doing this is by getting involved in an actjwiyich releases the pressure
for direct conversationThen as trust is built up, communication barriers can gradually
come down.The use of music and singing are great ways of communicating to one



another and for the shedding of inhibitions (though sensitivity will tell you if this is too
much for the person you support, or yourself!).

Repetitive questioning may also be encountered. Often the questions will not be relevant
to the present conversatioAn increase in the number of questions could be a sign that
the student feels insecure. Inappropriate questioning may indicate a need for attention
and interaction.

Let's communicate using body language

We all use our bodies to communicate our thoughts
feelings and emotions. Some of the students y==
encounter may be severely physically disablddhe
degree of movement can range from being able to g¢
and out of a wheelchair to no movement at all. Learn
to understand the body language of the member you
supporting will take time, but the key is observatig
Someone who is restless in a wheelchair may be sa
they need to use the toilééVhile a fixed facial grimace
could mean that s/he is not comfortable in the wheelchair
or that s/he is hungry

m<amp®@o

The member may use their body lanuage to communicate feelings of excitement, pleasure,
or vulnerability insecurity or even boredonThis can manifest in odd physical behavjour
and may in extreme cases (especially if ignored, or misunderstood), aggression.

A more mobile member may suddenly lie down in the middle of the floor for no apparent
reason or start jumping up and dowithese are ways in which they may try to
communicate how they feel at the timWithin the boundaries of safety and acceptability
these kinds of “challenging behaviour” should be respected as a genuine form of self
expression and communicatioifhere are no set right or wrong ways of dealing with
such situations, due to the fact that each situation is always uiiiggisame environment

with different people will cause a tifent response and vice versa. Perhaps one way is

to try to see the world as seen through the eyes of that person, and ask if you can come
into that world (ie if the member lies down in the middle of the flask if you may join
her/him, and share that experience).

Let's communicate with touch

Touch can be a beautiful way to communicataich

can be used to give reassurance, to show camerac
and create positve feelings of warmth and secur kKN
The person you support may enjoy communicati
by touch, and may only be able to communicate
this way On the other hand, a person may fe
uncomfortable or even frightened when touched.
is up to you to identify the membsrboundaries,
and let it be known what your own boundaries aie.




Massage is an ideal way to melt barriers, if the person is willing. It is an activity that
everyone can get involved in, even with little or no experience. It is extra beneficial to
those members who use wheelchairs to help circulation, and those who are excitable and
enegetic as a way of relaxing.

Let's communicate creatively

There are many dérent forms of communication aids: these range from British Sign
Language, Makaton (modified BSL for those with learning disabilities), Bliss boards,
computerised communicators, card systegiichever form of communication your
member is using, your approach will be the same. Even if we do not speak the same
language, our tone of voice and body language convey a message of wanting to get to
know someone - think about when you have met someone who speékeatddnguage.

There is always a way to learn each others langauge if we are patient and creative.

Let's communicate as a team

The parents of the people you are working with will have an in-depth knowledge of their
sons/daughteés communication skills. Do not be afraid to ask about anything you are
unsure of. They are fully aware of the sounds, gestures and expressions (eg basic sign
language) their child makes to communicate their thoughts, likes, dislikes and needs.

Finally, remember that you are human and may encounter stressful situations. Do not
keep it inside but take time to talk to someone about how you are fe@m@ll make
mistakes. If someone tells you otherwise they are either lying or you have just
communicated with the Child of the Creatdn which case | cannot think of anyone
better to COMMUNICAE! with.



AUTISM
Introduction

Like the term ‘learning disability’ autism is rather an umbrella term. In Kith & Kids,
there are many members who come under the label of autism, or autistic spectrum disorder
(ASD).

The label can be a real hindrance when people expect it to mean one thing, when in fact
the personalities, abilities and disabilities of our various members with autiemaxdid
range tremendously from one person to the next.

Rather than trying to generalise about autism we ref@h& Guardian article which,
with their kind permission, has been included in this bddk. feel this provides a very
good introduction to finding out more about autism.

The illustrations below show just a few of the many ways in which autism may be
displayed. What we would like you to bear in mind above all when you find yourself
supporting someone who has autism, is that you try to get to knopetben Only
through getting to know the person will you find out how their autigecafthem and
how you can best support them.

AUTTOM o s
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MY WORLD - YOUR WORLD

NEWS FROM NOWHERE

Some experts call it mind blindness. Others suspect thatatised by a paralysing
terror of life. But they’re all agreed on one thing - it is one of the most mysterious
disabilities known to science. So when a young Berliner began to write messages from
the closed world of autism, it felt like a miraddnd then the doubts began.

There is a particular kind of story which seems designed to tease newspaper readers. It is tiny -
often just a single paragraph - and it frequently concerns cavmeistumble upon it by chance,

at the foot of a page deep inside the papgpically, it tells you that “scientists have discovered

a chemical in the saliva of moths which inhibits the growth of tumoursAgainhst your better
judgment, you dér up silent thanksWe have all crossed another bridge, you $dymanity has

jumped forward a square. But even before the page is turned, a wise old voice whispers at the
back of your mind. Should you live to be a thousand, it says, you will never hear another word
about moth salivaAnd so it is with Biger Sellin.

Birger's book has just arrived here, having sold 50,000 copies in Gerthaognprises a selection

of short passages and poems by the young Benimer began writing at the age of 17. d&irs

work would not be out of place in a modern-day book of psalms, and the coledtitay’
translated as In Dark Hours | Find Nyay, seems to reflect this. But the nature ofgBis
writing he puts a lump in your throat which is quite hard to swallow is almost beside the point.
Rather it is its very existence which invites rejoicing. Fog®iris severely autistic.

The books subtitle - Messages Frofim Autistic Mind - hints at the significance of this. For
Birger's writings do indeed appear to be communiques from a country whose borders have been
sealed against all outsider&s such they dér an insight not merely into the mind of the author

but into the nature of a riddle which persists in evading solution. One sentence on tke book’
jacket goes even furthefAutism,” it says, “is one of the most mysterious disabilities known to
medical science.”

Is there a case for elevating autism to such an awe-inspiring status.” Leaving aside for a moment
the significance or otherwise of Bar Sellins contribution, scepticism would be understandable.
After all, isnt medical science adrift in a sea of mysteries? Smash your leg aigganscan fix

it. But go down with a virus and you are on your own. From depression to &idTrom

asthma to backache,stthe same storyMedicine, it seems, is still a little short on answers. So
what sets autism apart? Simply thiafter half a century of seeking an ansyire worlds

experts have barely worked out the question.

The problem has been partly one of definition. Before anyone could hope to prevent or cure
autism, they had to find out what causesfind this is considerably more fidult if no-one can

even agree which of their many and varied patientersufrom it and which does not. For
autism covers a multitude of sins.

Its public image is a shamblestaSof the show is Dustin Himhan, whose faultless portrayal of

an autistic adult in the film Rain Man at least dispelled the rumour that this condition was for
children only And while the Hofman character had little understanding of the world beyond his
own obsessive routines, his disability did have its positive featlifes.man was what used to

be called an “idiot savant”, though the term has now been supplanted by the more sensitive
“autistic savant”. He could memorise whole telephone directories. He could perform impossible
feats of mental arithmeticAnd fortunately for the plot, he could calculate the oddgegas.



Closely behind the Rain Man come$henWiltshire. The south London boy who rattles of
detailed sketches of complicated buildings having given them the briefest of sidelong glances, is
a true ambassador for autism, and his books of drawings are bestg&tlave. turn the pages

and follow his strange careertéphen has now revealed musical abilities, and apparently plays
the piano like a natural), we note with a shiver that, in his otherwise faithful rendering of the old
Midland Grand Hotel facade at Bancras tation, Sephen has drawn the clock face in mirror
image.

But in the backs of our minds, there is another picture of autism - one which seems irreconcilable
with those first two. It is the incontinent child who sits on the floor - who rocks to and fro - who
bangs his head on the wall and bites his own arm till it bleeds. Unable to make sense of the
outward world - confused, even, as to where he ends and that other world begins - he refuses to
speak or make any human contact, either by eye or by touch. He is neither a genius draughtsman
nor a human calculatoHis condition has been compared to that of a concentration camp inmate
whose terror and incomprehension have made him insane, and whose fear of the absolute
unpredictability of life and of death has driven him deep into him3éifs too, is autism.

Until recently the publics confusion has been shared by the medical profession. Not surpyisingly
few could agree which package of symptoms was likely to have a common root - let alone what
that root might be.The problem is the length of the chain of cause afedtef from invisible

brain malfunction to highly visible and variable behavioural disordgut lets forget about

brains for a moment - they are notoriously hard to fathom.s tleitik about feet instead.

Imagine a world in which medical science has never come across broken bones. Now imagine
that you, for your sins, are a general practitiori2ozens of your patients have fractured a small
bone in one of their feet (it sounds silbhyt play the game for a minutejou, of course, have no

idea what their problem is. How are you ever going to get to the root of it when all you see is a
parade of people with a variety of mysterious symptoms?

Some merely stér slight pain, while others walk with varying degrees didadifty or not at all.

Among these are people whose awkward gait has given rise to serious back and neck disorders.
“My spine is in agony they say And in desperation you examine each vertebra for a éue.

the far end of the scale are patients who have never walked akhair leg muscles have
completely wasted, and on the face of it, this is the cause of their immoAitityas if all this

were not confusing enough, many of your patients damaged their feet in accidents which left
them with other injuries too. Many of these injuries are crippling, so that neither you nor they
even suspect that their feet are damaged.

The first breakthrough comes when you recognise that a number of your patients have something
in common. And so it was with autism. Sure, there have always been autistic people, and they
exist in all societies.Those familiar with the symptoms can spot the syndrome in Indian folk
tales and the traditions of Old Russiée story of a Maltese boy who arrived in church dragging

a cottage door because his mother had said “pull the door behind you if you come to mass”.
probably refers to the literal-mindedness of autistic peopled yet it was not until the early
Forties that two physicians, Leo Kanner and Hasiseger, formally identified the condition.

Working quite independentlyeach came up with the same word to describe what they were
seeing in many of the strange and self-absorbed children they examined. Kanner called it autism,
from the Greek “autos” meaning seind so, by coincidence, diispeger Autism - so good

they named it twice.



And after the naming came the sorting and the counting. Flip back to your imaginary patients.
Some limp because their knees hurt and others because their hips are damaged. Only a few limp
because they have broken bones in their feet. Similarly with those whavatkat all - sometimes

it's the feet, but sometimes it isnAnd it's the same with the back frers, and the people with
damaged necks. Sometimes the feet are to blame, but sometimes the cause is something entirely
different. And if you, their doctgrare ever going to catch on to those little broken bones, you
must first decide whose symptoms have the common cause.

Most researchers have finally agreed on how to tell the autistic people apart from ti@nesst.

areas of impairment have been identified, and for someone to be classified as autistic, they must
display all three. First they must haveidiilty relating to other people in a normal walyext,

they must have problems with communication. Fipalgir powers of imagination must be
impaired. Sure they can have additional traits - indeed they frequently do. Obsessive, stereotyped
behaviour is one, and resistance to change is andtharthe “triad” of core impairments must

all be there.Two out of three wor’do.

Once that was agreed, the counting could begin. One studigd out in south London in 1979,
suggested that 22 children in every 10,000 fitted into the broadest definition of autism.

And so it begins. It may be that a method has been discovered of ascertaining who the autistic
people are. But the task now is to understand why they are. How do you set about narrowing
down the evidence? One way has been to move progressively back from the obvious, up-front
symptoms to find some common denominaie’re not talking about the cause here, but some
basic impairment that might go a little way towards explaining the other more varied problems.
In the case of our imaginary scenario, such a common denominator might be fodtheapain

makes some people walk with a limp. It prevents others fr@iking at all. The pain is not the

cause of the problemThat, of course, remains a mysteBut it is a vital link in the chain.

With autism, there is now widespread support for a notion of “mind blindnéssistic people,
according to this hypothesis, are unable to grasp that other people have minds which exist
independently Researchers have developed ingenious ways of testing the &meboy screening

young children for this extraordinary impairment. One of the most simple methods, the “Sally-
Ann task”, uses two dolls called Sally afdn. Sally has a basket aAdn has a box.There is

one other prop - a marbl&his is how the test goes.

The child watches as Sally puts the marble into her basket. Sally then leaves and while she is
gone Ann takes the marble out of Sa#iypasket and puts in into her own box. Sally then returns,

and the child is asked: “Where will Sally look for her marbl&ypically, an autistic child will

reply: “In the box.” Most Dowrs Syndrome children get it right - as do children with no
impairment. By using tests such as this, researchers are able to sharpen their understanding of
autism, while at the same time gaining valuable insights into the development of the normal
mind.

In the struggle to pin down the processes involved, the tests become relentlessly more sophisticated
and the controls ever more rigorous. One problem is that as many as three-quarters of autistic
people also stér from learning diiculties. They may have hearing and visual impairments

too, or they may have, saown’s Syndrome.As with the imaginary patients who damaged

their feet in serious accidents and therefore have other injuries too, autism is most often just one
impairment among many

And the root cause? Back in the early days, it seemed that the whole thing might be rather
simple. So many of the childrenfedted had middle-class backgrounds and clever parents.
Never mind the fact that these were the people most likely to have their children referred for



specialist assessment - the cause of autism was obvious. It was the parents. More spiecifically
was those cold, intellectual mothers - “refrigerator mothers” - who went around all day with their
noses stuck in books and their heads full of nonsense. No wonder these children were strange
and unresponsive, went theyament. They were sudéring from emotional deprivatiorAnd so

a generation of parents, already grieving whigcéfely amounted to the loss of a child, were
made to sudér the further agony of guilt.

Today in Britain at any rate, the “refrigerator mothers” explanation has been all but consigned to
the pedal binAlmost everyone working in the field now believes that physical probldettiafy

those parts of the brain that process language and information received from the senses are the
root cause of autism. Such damage might occur before, during or afterAbintig. with as yet
unidentified genetic factors, causes might include lack of oxygen at birth, maternal rubella and
complications arising from childhood illnesseshere might be an imbalance in certain brain
chemicals. Then again, there might noAnd to cap it all, it is possible - even likely - that a
number of these d#rent factors might be to blame. Not just broken homes, but tight shoes and
ingrowing nails too.

And then theres the maleness thing. Right back in the early days, it was noted that autism
affected more boys than girls. Considerably mdFée ratio seems to be in the region of 3:1,
which is higher than can be explained by any mechanism involving g&hesin itself might
suggest a line of investigation. But it is only half the st@p many of autism’'manifestations

- obsessiveness, a facility with rote learning an inability to see the wood for the trees - echo types
of behaviour with which we are all familiar in the certain type of “normal” male. Man the
collectorgathererbe he train-spottefootball know-all or classifier of Egyptian funerary ware,

has much in common with the autistic person, sometimes right down to the social impairment.
Aspeger himself surmised that autism might be an extreme or exaggerated form of maleness. It
is an observation which may yet bear fruit.

The conclusion must be that, if autism is not “one of the most mysterious disabilities known to
medical science”, then it is hard to imagine what is. Now what @fd&ellin? Does his book
help us solve the riddle?

Medical science has long had access to the minds of what are called “high functioning” autistic
people. While impaired in all the classic ways, these individuals are frequently able to perform
well at school, receive a university education and take aTbbir particular grade of disability

even has a name of its own (some indegui@rthat it is a separate condition). It is called
Aspegers Syndrome, because a high proportion of Hsspeiger's original patients were of

this type.

TheAustralian-born woman Donnéilliams hasAspegers Syndrome, and she has written two
books about her life. In the first, Nobody Nowhere, Donna describes her childhood and her early
impressions of a terrifying, splintered world. It is a shocking account, full of noise and fragmented
images, and of debilitating mental and emotional blocks. “I'd had trouble with words,” she
explains, “but this washdue to disordered thinking and | never jumbled them up like a tossed
salad. | either spoke them as emotionlessly mimicked repetitions of what other people had said,
spoke with a strange accent, stuttered or found myself unable mentally to form the words to
speak at all All of these problems were due to a feeling of fear of the overwhelming intensity of
my very untouched emotions. filV professional help, Donna learned how non-autistic people
respond to their environment. Her second book, Somebody Somewhere, charts the laborious
process by which she forced herself to renounce the comfort of isolation and accept a new but
frightening version of reality



A comparable picture is painted byAmerican woman callelemple Grandin. In his bookn
Anthropologist On Mars, the neurologist Oliver Sacks describes a meeting witine@ncounter

leads Sacks to ponder at length on the nature of the autistic mind and the extent to wfech it dif
from the norm. Temple is herself interested in psychology - and in particular the behaviour of
animals. She has become a successful designer of equipment and systems for the humane and
sympathetic management of livestock on farms, and has published a book called Beef Cattle
Behaviours, HandlingAnd Facilities Design. She described to Sacks how she had learned to
cope with aspects of human behaviour which she, as an autistic person, féimgl falie had
observed peopls’reactions in diérent situations, and compiled a mental video library of these.
Explaining how other peopk’emotional responses puzzled, lsfre handed Sacks the title for

his book “Much of the time,” she told him, “| feel like an anthropologist on Mars.”

Birger Sellin is diferent. He does not daf from Aspegers Syndrome, but from a degree of
autism which should rule out any ability to introspect or report. On the face of it, therefore, his
“messages” are astounding and of d&edént order of significance.

Birger was born in February 1973Aaonemarie Sellin, an RE teachend Dankward Sellin, a

law student. He was a normal, happy babg was also an early talkeBut at the end of 1974,

his parents lost him. Not literal]lpf course, but to most intents and purposes. It began on
Birger's first day at nursery school. He wouldstop screaming when his parents picked him up

at midday and it was the same the next day too. Soon he developed a recurrent ear infection, and
by the time it had cleared up three months |J&eger had ceased to be the same child.

He became terrified of other children. His language deteriorated, then dried up altogfether
began to avoid eye contact and stopped responding to his parents. Before long, he was spending
most of his time under the dining room table. His favourite pastime was running glass marbles
through his fingersAnd his only utterances were screams.

In 1990, Biger's parents heard of something called “facilitated communication”. Developed in
the late Seventies by #@wstralian teacher called Rosemary Crossiéeyl much debated in the
United Sates where it became popular for a time, it was a technique which, it was claimed,
enabled and encouraged people with cerebral palsy and autism to “speak” to the outside world
by way of a keyboardA keyboard and a helping hand. Initialilye “facilitation” would involve

a trusted person - in Bjer's case, his mother - supporting the sulgdct'earm so that an index
finger hovered over the keysAs self-confidence and strength grese the facilitator might
gradually withdrawuntil the support consisted only of a hand resting on the ssbghriulder

In Birger's case, the results looked spectacuféirwas like tapping a sudden spring of wgter

says his motherln Dark Hours | Find My way presents a selection of his tappings, assembled in
chronological order so that the reader can follow his development from strings of letters and
single words to whole poems a couple of years.|dBéger was not ®phenWwiltshire, and nor

was he the Rain Man. By his late teens, he had been writt@sioturably insane. He had been
mute for 15 years.Yet after a couple of months at the keyboard, he “told” his mother on the
computer screen one evening: “i dont i want to stop i love youyes”.

Two months laterBirger, who uses no punctuation and likewise dispenses with capital letters,
was apparently &ring insights into his state of mind. “you mustscold but today you were

very patient,” his finger typed. “i dont fit into the widde world atall because im afraid im just
afraid of ordinary things that seem as halla harmless as buildings well they seem threatening to
me im always scared but today it was specially bad becc be cause you shouted at me ....."



He “revealed” that, from the age of five, he had actually been reading all the books that his
parents thought he was repetitively toying witks his ability to describe and comment on his

own condition apparently grewo Biger seemed to write on behalf of autistic people everywhere
(he would pass the Sally-Ann task with flying colours). “how come everyone thinks i am
impatient.” he asked one daya person without speech has to be so patient there can hardly be
any internal equilibrium”. Later he explained “the autistics view of life is like a ship sinking and
making nonsense to keep from noticing i am captain of this ship.....” He speaks of “our senseless
underworld”, refers to “the enlightened people of the world above” and tells his favourite therapist:
“one of the main contradictions in us is our excessively sharp perception of internal structures
and our hesitance in getting along with incalculable uncontrollable indirect .feality

Does this not have all the hallmarks of a tremendous breakthrough? If not the moth saliva that
prevents canceis it not at least the equivalent of one of your own mysteriously crippled patients
suddenly announcing that his problems began the day he missed his footing on the stairs - and
that, whats more, he clearly remembers hearing something go “crack!” inside his sttag?

no. There are two reasons why gaér's writing, extraordinary though it is, takes us no nearer to
solving the riddle of autism.

First, and perhaps most obvious, is the question of the method used - facilitated communication.
In a review of the English edition of Biers book, the scientist Uta Frith, who translated the
work of HansAspeger and has herself made a major contribution to the study of both autism and
dyslexia, speaks wearily of “this latest craze”. Cases of facilitated communication, she says,
“have been rigorously tested and proved illusoBhe would find it easier to believe thatdgrs

writing is produced through a gifted psychic medium than the actual claim that is Wivade.

she is convinced that there has been no intention to deceive, she firmly believesgtrat Bir
psalms derive, however indiregtfyom the light touch of his mother

In America, where the technique was widely adopted for a time in the early Nineties, there has
been a bitter debate among mental health workers, teachers and the parents of autistic children.
One critic has called facilitated communication “the cold fusion of special education”, and
psychologist Eric Schopleone ofAmerica’s most respected experts on autism, has described it

as “the most reckless, irresponsible use of a technigue that I've seen in 30 years in this field”.
Chief among its proponents has been Syracuse University special eduction professor Douglas
Biklen, who introduced the technique in the US. Hgues that facilitated communication does

work, but that its results simply cannot be measured using traditional techniques, which often
frighten the subjects.

In 1992, stdfat the OD Heck Developmental Center for the profoundly autistic in Schenectady
NY, set out to prove that FC did worthe concocted an experiment which involved the use of
pictures which were shown either to an autistic subject or their facili@atdr sometimes to
both. The results of 180 trials were devastatirihey showed that the facilitators were doing
the communicating, albeit unconsciousiore studies the following year confirmed that verdict.

Today facilitated communication has lost much of its support in the US, and many schools have
even banned the techniqué/hatever the truth about Bier's writing, the fact is that his book is
fatally flawed in the eyes of too many of the people investigating autism. But even if this were
not so, how useful would it really be?

Even such articulate insights as are given us by D@fiiams andTemple Grandin are treated

with caution by those digging for the roots of their conditidihe reason for this is really self-
evident. Given the very nature of autism, the perceptions of those vignofsurh it are likely to

be skewed - and skewed in ways which outsiders are not yet able to understand or predict. In
short, messages from the autistic mind are transmitted on suspect equipnmesince the



nature of the fault is unknown, the messages, while important and revealing in many ways, are
unlikely to tell us what they appear to.

Something like one in 10 autistic children are thought to have “savant” abilities - outstanding
skills in certain limited areas, such asghenWiltshire's drawing, or the ability to commit huge
quantities of information to memoryA familiar “party trick” (it is, of course, nothing of the
kind) is to tell strangers which day of the week they were born on, simply on being told their date
of birth. This feat might be performed by a 10-ye#d, who is nevertheless incapable of adding

up five and five. “Why you might ask such a child, “are you able to perform a task which
would be beyond most people when you are unable to do a simple Jitmaehild may der an
answer But how useful will his explanation bePhe same gument applied to autobiography
suggests that its value should not be overrated.

Michael Sell lives in Ealing, west London. Despite being five yours old, he attends school for
only two mornings a week. In 1992, a paediatrician at the local hospital said that Michael was
probably autistic. Not severely autistic - but he most likely had learniiicutties too. Michaeb

parents think he should go to a local authority special school that takes many autistic children.
But that school does not yet have enougt stafope with the increasing number of children in
Ealing who are being diagnosed as having autism.

For the time being, then, Michael attends an ordinary primary school, where he is taught in a
single, open-plan classroom along with 120 other children. Outside the classroom, being work is
in progress.An assistant sits with him while he is there. But because an assistant cannot be
found to work with Michael for more than a few hours each week, he only goes in on Monday
and Tuesday mornings. Michaslhead-mistress expressed her concerns to the council. She
wrote: “That the borough is readily placing a child with such acute special needs in this
environment leaves me quite frankly aghast and indeed ashakiii the headteacher of the
neighbouring special school paid a visit to Michaelassroom in Januaishe too was appalled.

“It is impossible for Michael to access any learning within such a situation,” she wrote to the
council. “It is potentially a very frightening environment for him.”

Michael’'s parents also find the situation frightening. His fatfiRatrick, describes it as
“scandalous, insane and Kafkaesque”. Ealing Council says it currently has a backlog of special
needs cases to assess. But it does not comment on individual cases.

Just up the road, in Southall, Sarah Middleton manages a residential home for six autistic adults.
The home is run by the NationAltistic Society a charity set up in 1962 by the parents of
autistic children who felt more needed to be done for people with the disability than was being
done by the stateThe society now has a number of such homes, as well as schools and day
centres. It encourages research, provides training for professionals and advice for parents, and it
supports a diagnostic centre where parents from all over Britain can take their children.

Sarah and her sfadee themselves as supporting rather than caring for their residents, providing
them with routine and a structure that they can understand. She also knows that these are the
lucky ones, and that for too many other autistic adults, schooldays will be followed by care in a
community that has too much else on its mifsslshe talks, Martin paces backwards and forwards,

a worried look on his face. He seems like a man who knows he must do someghirity; unut

cant for the life of him remember what it is.

Ken comes into the room. Sarah persuades him to show us his weight-lifting equipment and his
train-set, which he does in silence. Before we leave him to his weights, he gazes into the box of
model carriages. “Network SouthEast,” he says, but to nobody in particular



Sarah talks about the other residents - Bella, who has a fixation withGgaf, blaming the
tennis player for everything that goes wrong in her own life, and Eddie, who will not wear new
clothes but goes upstairs five times in an afternoon and changes back into his olhdnsse

talks about herself - eight years working with handicapped people and felling increasingly
frustrated and cynical about the enforced dependence on charity

“As long as we shake tins,” she says, “the Government can leave us to get on Witidl,it.
meanwhile, people just shutfdb disability” She talks of the need to maintain the respect of
dignity of handicapped people. “Any one of us could be brain damaged torfiorrow

The uncertainty which engulfs Michael Sell and his fantilg attitudes which Sarah Middleton

sees all around her - these too may be read as communiques, stark snapshots from the real world
of autism where dignity is the rarest commaditynd there is a further dangevhich is that the

same uncertainty and the same attitudes speak with equal clarity in the reverse direction. In
short, that they function as messages to the autistic mind - frayarBsellins “enlightened

people of the world above”.

Published inThe Guardian (The Guardidleekend, 25 March 1995)



BREAKING DOWN SKILLS

When volunteers read the title “breaking down skills” as one of the workshops on a
training day they could be fagiven for their imagination running wild:

Is this about how best to burst into teafghieving a graceful collapse? No folks, it
ain’t. Is it about coping when you do break down? No, neifkitrough an important

and relevant issue when you do work so closely and intensively together with other people
it is not addressed in this workshop (it is in other workshops).

This workshop is about looking at specific skills, analysing what is involved in them and
finding an appropriate sequence in which to share the skills you have with our members.

If you look closely at what may appear to be a simple straightforward skill such as tying
your shoe-laces, you will find that in fact this one skill involves a whole range of skills.
You would have to be able to reach down to your shoes, to hold a lace in each hand, to
manipulate the laces to cross each otioefold one lace underneath the otherpull the

laces tight, to make a bow out of a straight piece of string, to make sure you hold the bow
tight with one hand while the other is doing something completdéreiift...etc. It requires

a tremendous amount of co-ordination and dextekihere do you start? How do you
teach? By physically helping someone, by showing, by talking it throdiglo? these?

Go with your instincts and keep checking with the person you are supporting how they
want to be shown, supported or told. If you are making it too simple, they will let you
know: If you are going too fast, they will tell you.

Don't be afraid to share your own uncertainties. For instance, if you are not sure how
fast, slowin which order.etc, just let the person know you havesally thought about

it all that much before, or you are not sure what is the best way but that you are willing to
try a number of ways and they can tell you what suits them best. By sharing your own
uncertainties and giving an indication you realise itiso’'straightforward as you thought

at first, you share a sense of fallibility and that it is okay to make mistékesre just

trying something out togethesome of it may work and some of it may not - but ¢hat’
okay; through trying together you will find a way that does work.

Apart from being aware of the various stages in learning/teaching a skill, there is also the
matter of motivation. It is much easier to try to learn a skill when you feel motivated to
do so. Motivation can be enhanced because there is a clear and/or immediate reason for
doing something. In other words, there are fun ways of doing something as well as boring
ways, there are appropriate times for trying a new skill and inappropriate ones.

If the skill someone wants to learn is making a cup of teat dorit for the sake of doing

it, i.e. when nobody actually wants a cup of tea. Do it when you do feel thirsty and fancy

a cuppa.

If somebody wants to learn to use the phone but finds it hard, concentrating entirely on
the phone itself and the numbers displayed may become frustrating. It could be more fun
if there is someone the person actually would like to talk to who is on the other end of a
telephone, or when you have a real reason to use the phone (e.g. you may want to find out
what time the film starts you fancy seeing), or when a telephone call is part of another
activity (e.g. in a drama workshop there could be the need to make a phone call, or in a
music workshops the sounds touch phones dials make could be used to remeraber one’
own phone numberetc).



Another bonus of breaking down skills in addition to imparting (stages of) a skill is that
you can see the achievements for what they are. In one week a person may not be able to
learn the entire tea making process, but they may have developed an awareness that the
water needs to be boiled first and that you use a kettle to dortretwhole skill of

making a cup of tea may not have been acquired in one project but parts of it that can be
built upon have been learnt and that is a real achievement wotml@restimate it.

Be creative but please dohink you have to come up with all the answers yourself.
Kith & Kids staff, creative therapists and workshop leaders can help you with finding
different ways of imparting/learning skills - talk to them, thathat they are there for

When you go home after this workshop try to break down a couple of skills you come
across this week - whether it is getting frénto B on public transport, feeding yourself
with a spoon, spreading butter onto a slice of breadwbateverLook at the various

skills involved and the sequence in which things (can) happen. How did you learn the
skill - do you remember? How would you go about teaching it to someone else?

It is a useful excercise to try in the run up to the project and it will give you a sense
(hopefully) of both how complicated and how enjoyable it can be to learn skills together
For in the teaching and thinking about it you will find you are developing your own skills
too. Enjoy!




SUPPORTING PEOPLE WITH A PHYSICAL DISABILITY

Intr oduction

In supporting a person who has a physical disability you will need some practical skills,
such as how to to lift someone without doing yourself an injusy to feed someone,

how to help with personal care, how to manouevre and operate a wheedttalihese

skills are extremely important but they are not all there is to supporting a person who has
a physical disabilityY¥ou also need an awareness of issues and aspects of support that are
possibly less obviougo get you thinking about these: just think back to any occasions
where you have observed or come into contact with a person who was a wheelchair user
(or in other words, a person whose disability is clearly visible). Can you recall your
reactions?

* Did you avoid eye contact?

* Did you offer a quick smile and turn away? Did you feel al little embarrassed?

* Did you ever speak directly to a person using a wheelchair?

* Did you ever speak to someone who was pushing a wheel&wari# so, do you
remember where you were standing or sitting? E.g. were you both behind the
person in the wheelchawere you standing on either side of that person?

Was the person in the wheelchair in any way involved in the conversation?

Whatever your answers to any of these questions, you are not being Altlgedwant

to do is make you think about certain issues afet sbme suggestions for valuing and
safe ways (for yourself and the person with a physical disabilityferirng the necessary
support.

Transfering someone fom their chair to floor, toilet etc.

* First, think through all the stages you will go through, be clear about what you are
going to do before toiletting. Make sure you have someone to help.

*If you think you may need help, ask someone before you start,tdoto be heroic and
do it all on your own; you may end up hurting both yourself and the disabled person
you are working with.

Get to know the wheelchair as well as the
person

* There are a wide variety of chairs and
attachments. Do the footplates swing round
or detach; do the arm rests cometofmake
transfer easier; is there a detachable headres
does the chair back fold down to make lifting
easier?Also familiarise yourself with any
cushions and wedges on the ch#iey are
there for a reason and will need to be = /
repositioned when the disabled person gets -;ﬁ'ﬁ,_?:,??
back into their chair




* Before doing anything else make sure you have positioned the wheelchair
appropriatelyare, are you next to the toilet for the transfer; is the toilet seat raised,
etc? If you are changing someone, do have have a clean nappy or pad and something
to wash them with close by? If the person is going to lie on the oamat in
position before you begin?

Make sure they are safe and secure; do notfgmdfleave them on their own, if
there is a problentall for help.

* If you lay a disabled person on a mat, make sure they are comfortable and not lying
on one limb, is their head supported? Check whether they must be laid on their side
in case of an epileptic seizufi@ke time to ensure that someone is arranged into a
comfortable position, think about what you would find comfortable.

* Always apply the brakes on the wheelchair

Alwauys app
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* Does the disabled person have a waist strap or other belt?
If so, undo this last of all and never leave the person unstrapped whilst yduago of
get something you have fmtten. It may be important for some disabled people i.e.,
if they have athetoid cerebral palgy use your hand on their shoulder etc, to make
sure they do not fall forwards when their belt is undone.

* Always talk to the person you are working with, tell them what you are doing, and what
you are going to do before you daoTihis is very important even if they are not able to

respond verbally

* Each person is an individual and may need to be liftédrdifitly, find out if they can
weight-bear or if you will have to lift them bodillgind out if it's best to do this with
two people, and should one take arms another take legs etc, or is it best to support
the person with one volunteer on each side?

* |If you are new to supporting someone to toiletting, changing pads, lifting...you may
feel somewhat uneasy or clumsy in doing this. It may help the person you support and
yourself if you talk about this. E.g. “ | havegot much experience with this so it
may take a little longer than usual, please bear with me, | will get the hang of this
eventually”, or “Let me know if I'm doing something you feel uncomfortable with,
I’'m fairly new to this and | feel a little uncertain as to how best to do this”...etc.



Voicing your own doubts and insecurities can be very reassuring because both of you
will then be clear about whatgoing on. Dort’get too hung up about being slow or a
little clumsy as long as you talk with one anothiéis is overcome-able.

* All the above also apply for getting someone back into a wheelchair

Going out

Think about and discuss appropriate clothing and as you assist in putting on or taking of
coats etc, talk through what you are doing. Use brakes when you stop and then come
round and talk face to face with the disabled person.tDoess about with the chair i.e.,
riding on the back, tipping the person up. It may be frightening to the disabled person and
also the chair is their only means of mobilRavements dont push the chair & high
pavement, use the foot bars to tip the clifamecessary take the person down backwards
from a high pavement; darfush, look for dropped kerbs.

Feeding

Find out the disabled perssrieeding needs, i.e. do they need to have food mashgd?
cultural food requirements? How much can they do for themselves, do they need special
equipment such as a feeding cup, non-metal cutlery? Does the disabled person need to
use a bib, apron or napkiialk to the person while you feeding them, tell them what you
are doing. Dort’rush, take your time and be calm. Eating may have been stressful for the
person in the pastry to gauge the size of mouthfuls the person can take as you get to
know them - it5 very frustrating to be fed one baked bean at the time! If the person
doesnt need to have their food mashed, doti'there are several portions on the plate
take a bit from each for each mouthful, think about how you eat and apply this to feeding
(unless you have terrible table habits!!). If necessaipe the persos’mouth as you go
along, dort leave it till the end of the meal.

Dressing/Undessing

Think about what you are doing, does the person have one arm which has more movement
than the other? Put shirts, jacket arm etc onto the less flexible armdijsst clothes

over shoulders to allow more movemafbuld it be easier if the person was out of their
chair on a mat or changing table? Roll the person over to pull up trousers etc, try not to
pull them around unnecessarigain, talk to the person, tell them what you are doing

and going to do.

Communication

As said, always talk to the person you are working with. But be aware of how you are
doing this. If the person you are supporting is using a wheelchair and you are standing,
your head will be well above theirs. It may be uncomfortable for that person to have to
look up all the time, it can also fellittle intimidating if you are literally talking down

to them because you are up there and they are down here. If at all possible try to be on the
same level (in terms of physical height) as the person you are supporting; try to make eye

contact easy because it is a very important way of communicating - a simple way would
be to pull up a chair and discuss things while both of you are seated.



If you want to talk something through with your fellow voluntésr to make sure that

you are not (literally) talking over someosidéiead. Can you imagine what that would be
like for the wheelchair user? It maybe something like trying to watch a tennis match
that's being played over your headso try to avoid both volunteers standing behind the
person. How is the person to know wkagbing on if neither of you can be seen?

Do not assume because a persalisability is clearly visible that they cannot hear you

(no need to raise your voice) or are unable to say what they want, or unable to understand
your questions. If you have a question concerning the disabled person, ask them first.

If you are unclear about their repgsk in a dierent way or ask a person who knows
them well but in doing so make sure you include the disabled péfsorcan include
someone with a look or with the way you ask the question even if the answer comes from
another person.

We all want to be able to have a say in things tliettdis directly and we all want to feel
included; for people who have a disability this is nded#nt. No one, but no one, is
immune to or unaware of being left out. In Kith & Kids we strive to ensure that no one
feels left out, that everyone is heard.




SOME PRACTICAL POINTS ON BLINDNESS

Some members of Kith & Kids are blind or partially sighted, and in our training days, we
explore the important issues and points which will help volunteers to support those
members. Here are some reminders of those points:

*

*

Ask the member and/or his/her familyhat is most helpful, and do it.

Don’t worry about using sighted languages fthe to say “look”, “see” and so on.
The member does both those things, just infaréifit way to those who do it with
their eyes.

When guiding the memhemention “step up/down” etc., and describe your
surroundings.

Describe visual information in group activities.

Encourage others to introduce themselves by name.
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SOME PRACTICAL POINTS ON DEAFNESS

Kith & Kids members have a variety of physical and/or learning disabilities, and some
have varying levels of hearing loss. It is important to be aware that being Deaf is not one
thing - the Deaf community describes Deaf (with a capital D) people as those who were
deaf from birth, and may come from families where there are generations of deaf members;
they then describe deaf (with a lower case d) people as those who lose their hearing later
in life. The third category is the hard of hearinthese categories demonstrate a range

of deafness/hearinglo respect and support anyone with any hearing impediment some
general points need to be remembered:

* Be sure to speak clearly (though not slowlgr loudly) where the deaf or hard of
hearing person can see your fadéey may need to lip read.

* Establish eye contact before saying/signing anything to the member

* If the member you are supporting uses sign language, be sure to check with his/her
and/or the family what signs he/she understands.

* Never assume that the member is ignoring you, s/he may not have heard.

* Be sure to include the member in conversations by reminding others to establish

eye contact before directly communicating with him/beby explaining afterwards

what was being said.

* In workshops or group activities, be sure to convey information directly to the
membey which s/he may have missed.

Following are some signs from the Makaton signing system - this is a sign language
adapted from British Sign Language for those with learning disabilities.

)
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EPILEPSY
What is epilepsy?

Most people think of epilepsy in rather stereotyped ways: what springs to your mind
when you think about epilepsy? Do you expect to see a person convulsing and jerking on
the floor? Perhaps some frothing of the mouth too? Some people also know about little
“daydreaming” episodes too - sometimes known as petit mal. In fact it would be more
useful, as some neurologists suggest, to speak of the epilepsies, rather than imply there is
one epilepsy

Epilepsy is a disordeor condition, not a diseasé\ny person, given the right set of
circumstances, could have a seizure during their lifetiiieés would not necessarily be
epilepsy - a single seizure may occur because of a particular set of circumstances, and
never recur Epilepsy is diagnosed, through a variety of tests and clinical observations,
in people who have a tendency to have recurrent seizdies.seizures (commonly
known as fits) may vary considerably from person to person, and also within the person.
Some descriptions will help identify these belo®eizures occur because of excessive,
abnormal electrical dischges in the brainAll our movements and everything we do, is
controlled by the brain. Electrical impulses work in agamised fashion so that
movements and consciousness can (usually) be relied upon to work in a predictable way
So that if the dischges become disganised, it follows that movement and/or
consciousness will befatted. For more detailed reading on this subject, see the suggested
reading at the end of this section.

There are many myths about epilepsy which have stigmatistlesafthroughout the
ages. Most commonly was the notion thatesefs were “possessed by demons” - although

a ridiculous idea, it is still not uncommon for people to be afraid of someone having a
seizure. Epilepsy canfatt anyone, at any age, from any race or social class, and is not
a mental illness Although epilepsy does not usually cause brain damage, many people
who have some brain damage will also have epilep$ys is because the brasnusual
organised functioning will be #dcted by areas of damage, and so more susceptible to
abnormal dischaes.

Many famous and historical people had seizure -y
Alexander the Great, Julius CaesBiostoevsky
These days most people with epilepsy will have the i
seizures well controlled with drug therapwt often [ _
still prefer not to let people know they have epileps
for fear of ignorant responses. Even during th’__
century people were committed to institutions simpl’
because they had seizures - they may have b
perfectly well and capable outside of the seizure
but were locked away anywaylhere is still much
ignorance, and also misunderstanding, which mak
life more dificult for sufferers than is necessart
Kith & Kids we want our members who $eif from
seizures, to feel accepted and understood, and to-
safe and have fun.




What might you feel when you ae with someone who is having a seize/®

It is understandable, and very common, that people feel frightened and helpless when
they witness a convulsive seizure. | have seen literally thousands of seizures over the
years, and can still feel myself reeling at the most obvious tyfestrain everyone on

our projects to be able to cope with convulsive seizures, and of course no-one is alone to
cope, because we work 2Also there are always others around to give additional support

if it is needed.The most obvious seizures are actually quite rare, and we have sometimes
had projects where not one of our members has had a seizure during the project. ,However
forewarned is forearmedTreatments will be explained under the list of seizure types,
but please rememberou are important tod/Vhen you have ensured that the person you

are with is safe and comfortable, you may need time out for yourself, to get a cup of tea,
have a hug, or talkThe person who had the seizure has probably had hundreds before,
and will recover as they usually do - you have not! So be kind to yourself - and to the
sufferer, who will benefit from having you feeling calm and supported, rather than frenzied
and exhausted.

What types of seizue are there?
The list could be endless. Here | will outline the most common types of seizure. Before

working with or be responsible for a person with epilepkgre are ten simple, but
important questions you need to ask, to be clear that you know that indsipatérn:

1. What type or types of seizure does this person
have?

2. What do these seizures look like?

3. How frequent are the seizures?

4. Is there a pattern to this perseseizures? (ie,
only while asleep? they come in clusters? )

5.  How long do this persos’seizures last?

6. How long, and in what wayloes this person

usually recover?

7. Is there a “trigger”? (tiredness, stress, flashing
lights)

8. Isthere awarning? (loss of speech, colour drains,

shouting,the person “feels funny” etc)

9. s first aid usually required, if so what? (some
people need drugs to be administered, eg rectal
valium)

10. What drugs, in what quantities, and at what time
must they be taken?

You will normally be given the history of the member you are assigned to, bgtd€ah

& Kids. Then you will update this by talking to the individual if appropriate, or her/his
parents. Parents will also tell you about any special precautions there are about activities
like swimming, or if the student needs to wear a helmet.



Recognising seizues

There are many types of seizure, and each person manifests them in individual ways.
The cause in the brain may be the same, but the behaviour observedfendyetiifeen

and within individuals. Following are general quidelines on the most common forms of
seizure, and what you need to do about th¥ou may be surprised to learn that many
seizures are so subtle, that you may not notice them at all. It is still important to recognise
they occur though, if you are to understand the member you are with.

Generalisedlonic-Clonic (sometimes still known as Grand Mal, the stereotyped

convulsive fit)

Commonly the person will stén and fall; there may be some blueness around the mouth
and/or some blood flecked saliva or frothing; convulsive movements (jerking) may be
anything from rapid small shudders to quite violent jerking of all limbsere may be
incontinence on rare occasions.

Treatment

Try to protect the person from injury - move away any objects they might hit with their
limbs. NEVER restrict movement nor try to put anything between the teeth, you could
cause injury Cushion the headTime the seizure - this helps you focus on something
practical, and you may need to consider giving drugs to those who require them. | always
suggest “crooning” - that is, gently reassuring that things are fine, it will stop soon etc.
This serves two purposes: 1. It reminds you that calmness will help, and keeps you and
anyone else around calm. 2. If the person can hear as they begin coming out of the
seizure, they will hear a soothing rather than panic stricken vageoon as the jerking

has stopped, put the person on her/his side (in recovery position which you will be taught),
to aid breathing and prevent the tongue rolling baday ®ith the person, reassuring
them until s/he has recovered.

Complex Partial (décting a specific area of the brain, but not all of it)

These may start with an “aura” (for some this may be a particular smell or sound) or
warning. The person may appear confused or distracted, may be unable to Epeypk.

may repeat a series of movements, like plucking at the clothes or lip smacking, or ynusually
running away

Treatment

Do not try to restrict movementYou may need to prevent danger by blocking exits or
standing in front of the persorilalk quietly and reassure - sometimes thdeself can
hear during one of these seizures, even if theyt spe’ak or respond to what you are
saying, they may feel frightened if your tone is harBty. to time the seizure. t&; with

the person till s/he is fully recovered.

Generaliseddbsence (sometimes still known as petit mal).

Although the person does not fall, s/he is completely unconscious for the duration of this



type of seizure. S/he may simply stare - may look as if s/he is daydreaming, may blink or
have slight twitchesThese usually last for only a few seconds, and then normal activity
begins again.These may occur in clusters, which may leave the person confused.

Treatment

The person is often unaware that this type of seizure has occurred, but may feel confused
if they missed something happening (ie someone coming into the room), or missed some
information. Be sensitive - go over or explain anything that was missed. Note what
happened, and observe to be sure this was an isolated seizure. Be careful around roads if
this is a frequent type of seizure for this person. It is very easy to miss these, and because
they are unconscious they may be unaware of dangee body is still going, but
consciousness is switched.of

Other common types of seizure are very brief, and involve the person dropping to the
floor - muscle tone gone for that second, and then the seizure .isTogatment is only
required if injury has occurred. Myoclonic jerking - these may be isolated jerks of the
whole body or limbs, or periods of regular jerking movemeiitse treatment again is
reassurance, sensitivitsgnd timing prolonged periods of jerking.

N.B. Itis not usually necessary to call for an ambulance when managing epileptic seizures,
especially when you know that perseitiistory and pattern of recovenyt should be
considered straight away in the following circumstances:

1. This is the first seizure for this individual who has no previous history of seizures.

2. Injuries have occurred during the seizure, e.g. a cut that needs stitching.

3.  The convulsive part of the seizure shows no sign of stopping after 10 minutes,
or 2 minutes longer than is usual for that person.

4. If a second seizure occurs without the person regaining consciousness since
the previous one.

At Kith & Kids activities and projects there
will always be workers and others who are
familiar with all Kith & Kids members.
So you will never have to face situations
alone, or without prior knowledge of the
membetls seizure historylt is reassuring,
though sometimes surprising, that a person
can have what looks like a terrible seizure
during the morning, and be active and
happy in the afternoon. Most of the
members in Kith & Kids who have long
established epilepsy are used to their
seizures, and get on with their lives in
between happily With sensitivity from
those around them, their lives are greatly
enhanced.



AFFECTION, TOUCH AND SEXUALITY

On our projects and activities you will be meeting lots of new people. Some will be
volunteers, like yourselves, some will be young people with learning and/or physical
disabilities, some will be parents of these young people, how do you greet them for the
first time?Would you behave diérently towards any of the people in the groups mentioned
above?

How would you feel if a complete stranger threw their arms around you on your first
meeting?

We'd like you to think about these questions, because we want you to feel comfortable
with your actions on this project.

Some of our young people are extremely and openly physictdistiahate. Some find

any kind of physical contact €iiult to cope with. All of us (whether physically or
learning disabled or not) will fall somewhere along this continuum. How we feel about
expressing ourselves physically may also vary from one relationship to armwttien
different situations.

In the past we have found that some of our volunteers have wanted some guidance as to
what is, or is not, appropriate behaviour

****  The major point we'd like to convey here is that we want you to feel comfortable.
This may mean saying clearly: “I'd rather not hug you, but I'd like to shake
your hand”. Or it may mean keeping a slight physical distance if you feel you are
being drawn into an unwanted (at this time) embrace. Neither of these approaches
need to be rejecting, if put over clearly and sensitively

***% |f you EVER feel uncomfortable about something you have felt or done, or about
something someone else has done - there are always people around (Co-ordinator
Volunteer Co-ordinatpParents, Professionsals, otflelunteers) who want to listen
- who are ready to heawithout judging.



Touch is a positive element in all our lives, but we need to be very clear about the message
we give with our touching - whether this is just a pat on the back, a touch on the arm, a
hug, a kiss - whatevelf this is true for all of us, it is also true for people with learning/
physical disabilities. Our relationships change over time, and our physical expressions
in them change too. It may be morefidiilt for young people with disabilities to
understand this, if other people do not treat them equally in this most important area. By
asserting your rights and feelings, you are helping others to assert theirs.

Some young people with disabilities find it morefidiflt than others to express their
developing sexuality in “socially acceptable” waykhere may be times when you find
yourself with someone who is masturbating, or behaving in overtly sexual ways. If this
is a feature, at this time, with any of our young people who you are supporting, you will
be told, by the parents concerned, how they usually manage the situation. If you are not
sure, or find yourself feeling uncomfortable or embarrase&dK!! to one of us - we

have seen and heard it all before!

Young people with disabilities are nofdient to young people without, in developing
sexually Howevey they may have less inhibitions, and may need help in expressing
their sexual needs in ways in which will not lead them into danger (or exploitation or
prosecution), and which are socially appropriate.

Again, if you need more clarification on any of the above thoughts, please do come and
talk to co-ordinators, parents and/or workshoppers.

REMEMBER: BE COMFORABLE in your actions
ASSER YOURSELF
BE CLEAR about what you want
TALK, TALK, TALK, TALK ........



