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Foreword

In 1966 a book edited by Paul Hunt was published, entitled Stigma. The
Experience of Disability. It consists of twelve remarkable essays, written
by people with physical handicaps, in which the psychological,
philosophic and economic aspects of disability are discussed. Everyone
seriously interested in the problems of disabled people as people should
read this book.

The author of the first of these essays, Louis Battye, is a writer. Like
most other contributors, he is especially concerned with the relationship
of disabled people to society. He writes bluntly that he prefers (‘at the
risk of causing offence’) the word ‘cripple’ to disabled person and he
sums up thus:

The cripple is an object of Christian charity, a socio-medical problem,
a stumbling nuisance, and an embarrassment to the girl he falls in
love with. He is a vocation for saints, a livelihood for the
manufacturers of wheelchairs, a target for busy bodies, and a means
by which prosperous citizens assuage their consciences. He is at the
mercy of over-worked doctors and nurses and under-worked
bureaucrats and social investigators. He is pitied and ignored, helped
and patronized, understood and stared at. But he is hardly ever taken
seriously as a man.

As social investigators (though not under-worked) we are fully aware
that Louis Battye’s remarks are entirely true. We are also aware that
however hard we have tried to overcome this problem, it will appear that
we have, in our book, often treated those who took part in the study as
statistics: as numbers and percentages, as ‘above and below average’, as
‘the control group’ and ‘the handicapped group’. The purpose of this
foreword is simply to state that this is not how we have perceived the
young people and their parents. Altogether, we have met and talked to
over 150 teenagers, most of them disabled, but some able-bodied. Each
of them has been for us above all an individual boy or girl in their teens.
They happen to be encumbered with physical problems, sometimes mild,
sometimes very severe. In order to draw attention to their needs, and to
the failure of society to meet these, we have been obliged throughout
much of the book to focus on their emotional and physical problems and
to present these in terms of statistical material. But we remember them
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as young people. We took them seriously as people, we derived, in many
cases, great pleasure from talking to them and we are deeply grateful to
them for their honesty, their spontaneity, and the ways in which meeting
them and their parents has enriched our own lives.

ELIZABETH M.ANDERSON
July 1979



Introduction

There is a surprising failure to recognise the acute problems of isolation
from their peers that confront many of the more seriously handicapped
adolescents, who in fact share, often without the chance to satisfy
them, the normal urges of young people, such as companionship,
relations with the opposite sex, sport, enjoyment of leisure pursuits,
travel, spending money, achievement, and the prospects of their own
future home and family. We think it urgent that the needs of adolescents
who are handicapped should receive more systematic study and that
greater effort should be made to meet them.

(Younghusband et al. (1970) Living with Handicap)

The idea for the research study on which this book is based came directly
from the quotation above. Its impact lay in its complete accuracy: the
failure to recognize the needs of handicapped adolescents is surprising,
their problems are acute, and the need for research is urgent. It was for
these reasons that the present study was initiated early in 1976.

In 1978, while the study was under way, the Warnock Report, Special
Education Needs, was published. The scope of this report is wide and its
influence is likely to be far-reaching. It was encouraging, therefore, to
see that one of the three ‘areas of first priority’ singled out in the report
was ‘provision for young people over sixteen with special needs’. Our
own research, which broadly covers the fifteen to eighteen year old age
group and the periods just before and just after leaving school, suggests
that it is without doubt the over-sixteens, rather than those still at school,
for whom provision is poorest. It also shows, however, that many
adolescents have marked psychological and social problems before they
leave school, that these are often unrecognized and that, at least in the
case of physically handicapped young people, far too little is done both
while the young people are still at school and afterwards to ease the
transition from school to post-school life.

Reasons for focusing on adolescents with cerebral palsy and
spina bifida

The term ‘disabled adolescents’ or, in current terminology, adolescents
‘with special needs’ covers a very wide spectrum of young people in
terms of age, handicaps and needs, and our initial task was to decide
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which young people we should focus on. The decision to investigate the
problems of those who were physically rather than substantially
intellectually handicapped was easily made, since in the UK at least, the
bulk of recent research on the handicapped adolescent has been in the
field of mental rather than physical handicap. This includes the National
Children’s Bureau study of severely mentally handicapped school leavers
(Walker, 1977) and the work of Richardson and his colleagues in
Aberdeen (Richardson, 1977) while a study of a slightly younger age
group, mentally handicapped fourteen year olds, is being carried out at
the Hester Adrian Research Unit (Jeffree, 1977). In contrast, apart from
a study carried out by Dorner of adolescents with spina bifida (Dorner,
1975; 1976) no comparable work was being done in the field of physical
handicap.

Criteria for inclusion in the study

Young people classified in the UK as physically handicapped are a very
heterogeneous group. The majority are congenitally handicapped,
although there is a rather neglected minority (in research terms) with
disabilities acquired later in life. Earlier epidemiological research (e.g.
Rutter et al., 1970a) as well as smaller scale studies (e.g. Anderson, 1973;
Seidal et al., 1975) have provided consistent evidence that among children
with congenital disabilities it is those with a combination of a physical
disability and associated neurological abnormalities who are most likely
to have emotional, social and behavioural problems. In other words,
children with cerebral palsy or spina bifida accompanied by
hydrocephalus (the two most common conditions involving physical
disability and neurological involvement) have been generally found (with
many individual exceptions) to have more problems in their school work
and their peer relationships and a higher incidence of behavioural and
emotional problems than do, for example, children with physical disorders
which do not involve the brain. They also form the bulk (around two-
thirds) of the population in special schools for the physically handicapped.
For these reasons we decided to concentrate the study on these two groups.
Those with spina bifida and no hydrocephalus were excluded.

The opening quotation referred to the problems of ‘more seriously
handicapped’ adolescents. Research covering comparatively mildly
handicapped children, as well as the experience of staff at the Spastics
Society, indicates that it is not only severely handicapped young people
who lack self-confidence, suffer from social isolation and so on (Tew
and Laurence, 1975; Dorner, 1975, 1976). We therefore thought it
important to include in the study those with mild as well as moderate
and severe handicaps. However, since the young people were identified
mainly through the AHA Handicap Registers, there is likely to be a
sizeable group of young people with very mild cerebral palsy attending
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ordinary schools in the study area who are not known to the AHAs, and
who were therefore not identified in the study.

Many cerebral-palsied teenagers (probably at least half) have moderate
or severe intellectual handicaps (that is, have 1Qs of below about 70) and
this is also true for a substantial proportion (probably around 25-30 per
cent) of those with spina bifida and hydrocephalus. However, our aim
was to concentrate on those whose main problems were physical rather
than intellectual. Also, since the data were to be obtained from interviews
with the teenagers, to have included those with a considerable degree of
intellectual handicap would have meant asking questions different in
content and very differently worded. We therefore decided to include
only those in the ‘normal’ or ‘borderline normal’ range of intelligence,
that is, with IQs of around 70 upwards, although many of our findings
are applicable for the whole range of intellectual ability. Since many of
the mildly handicapped teenagers and even some of those with severe
physical handicaps had never had a psychological assessment or at least
not a recent one, it was difficult to make decisions about whether or not
to include certain ‘borderline’ cases, and the final sample probably
includes a few children whose measured 1Q would in fact fall within the
60-70 range.

Finally, the decision to restrict the study to those with cerebral palsy
and spina bifida accompanied by hydrocephalus was taken in the
knowledge that these conditions frequently give rise to impairment in
more than one area of functioning. The teenagers in our study had to
contend with a wide range of problems, many of which are very similar
to those of teenagers with other disabling conditions. The group included
young people with ‘invisible” handicaps such as incontinence or epilepsy;
those with obvious disabilities including impaired mobility, sometimes
very mild and more of a stigma than a physical disability, and sometimes
so severe that the teenager could not move unaided at all; hand control
problems of all degrees of severity, sometimes resulting in what appeared
to be simply ‘clumsiness’, sometimes affecting only one limb and
sometimes making both limbs virtually useless; progressive speech
defects, often very severe; physical unattractiveness, in some cases arising
from obesity, which was very hard to control, combined with short stature,
or from uncontrollable, writhing limbs, or from facial distortions produced
by an inability to control the muscles of the face when the young person
was trying to speak. Many of those with spina bifida also had frequent
bouts of ill-health or hospitalization. These cerebral-palsied and spina
bifida young people had, in other words, to cope with most of the
problems (apart from the knowledge that their condition was progressive)
faced by teenagers disabled in other ways. Thus, most of our findings
and recommendations are highly relevant to all teenagers with congenital
disabilities. In addition to their other problems, many of our group,
although not substantially mentally handicapped, had learning difficulties
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of varying degrees arising from perceptual, visuo-motor and other specific
problems, and were often well aware that they were ‘not very bright’
without knowing why.

Choice of age group to study

There is no general agreement among writers on adolescence about the
duration of the adolescent period. Some define it as the stage from about
eleven or twelve years (or biological sexual maturation) to completion
of secondary education, others take the pre-pubertal growth spurt as the
beginning of adolescence, and yet others full sexual maturity. However,
as Tanner (1962) points out, the criteria used to define puberty or sexual
maturity are inexact, and Weiner (1970) suggests that ‘the duration of
adolescence can be reasonably defined only in terms of a psychological
process. Within this frame of reference, adolescence begins with a
youngster’s initial psychological reactions to his pubescent physical
changes and extends to a reasonable resolution of his personal identity
...for the majority of young people...these events will occur largely
between the ages of eleven and twenty-one.’

The factors determining our choice of age group were as follows. We
wanted to look at the young people, at least initially, while they were still
at school. There were several reasons for this. Firstly, we hoped to make
some comparison with the large-scale Isle of Wight Study of non-
handicapped teenagers, in which the age-cohort consisted of fourteen year
olds. Secondly, after leaving school, young people’s placements are very
diverse, and we wanted to look at them while their experiences were still
comparatively homogeneous. Thirdly, we wanted to look at the services
which the schools were providing or could provide. Fourthly, we hoped,
at least in some cases, to look at how the young people coped with the
‘transition’ year, that is the year immediately after leaving school, and this
meant seeing them first whilst still at school. Finally, and not least important,
it would have been almost impossible to have traced something
approximating to a total population had we not taken those still at school.

We took fifteen years rather than fourteen years as the minimum age
for inclusion for two main reasons. One was that among handicapped
young people, especially those with brain dysfunction, chronological
age cannot always be equated with social or emotional age; in other
words, handicapped youngsters are more likely to be functioning in terms
of social and emotional maturity at a level two or three years behind that
of their peers, particularly those in special schools. Even those in ordinary
schools often appeared to us, and to their parents, to be ‘young for their
age’, and this was sometimes reflected in their choice of younger children
as friends. Another reason for not going below the age of fifteen was that
it was planned to follow up as many as possible of the original sample
one year after they had left school. Since the duration of the research
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study was only three years, and also since many handicapped young
people stay on beyond school-leaving age, we had to start with those
likely to leave school during the first or second year of the study, that is,
who were already near the school-leaving age. Details of the sample and
how it was drawn are given in Appendix A.

Aims and scope of the research study

It must be stated at the outset that it was not the purpose of this study to
investigate the validity of any general theory of adolescence as it applied
to disabled young people. Any attempt to review theories of
adolescence—one example being Coleman’s short review (1974, pp. 1-
23) of theories put forward by Freud, Piaget, Blos, Elkind, Erikson and
others—shows that these are, in Coleman’s words, ‘scattered and unco-
ordinated’, with ‘remarkable gaps between theory and experimental
evidence’, and ‘enormous variations in the quality and quantity of ideas’.

One issue which is, however, common to most of the theoretical
literature and which was of particular interest to us, was whether
adolescence is, in Weiner’s words (1970) ‘a period of basic psychological
stability, or an era of crisis, disruption and maladaption’. Recent work
carried out by Rutter and his colleagues (1976) with ordinary fourteen
year olds, and discussed in more detail in chapter 5, suggests that
adolescence is not, generally, nearly as stormy a period as popular
mythology suggests. However, the teenagers in this study did experience
a considerable degree of anxiety and unhappiness, as one would expect
in the case of young people who have the extra burden of coping, both
emotionally and physically, with all the social and practical consequences
of disability, at the same time as the ‘development tasks’ which face all
adolescents. Havighurst (1951) identified nine such tasks which he saw
as central to adolescent adjustment. These included accepting one’s
physique and sexual role; establishing new peer relationships; attaining
emotional independence of parents; achieving assurance of economic
independence; choosing and preparing for an occupation; developing
the intellectual skills and concepts necessary for civic competence;
acquiring responsible behaviour patterns; preparing for marriage and
family life; and building conscious values. It is not difficult to see how
the presence of a physical disability is likely to interfere with or slow
down the mastery of nearly all of these developmental tasks, and to give
rise to a much higher level of anxiety and stress than most non-
handicapped adolescents experience.

The main aims of the study in general can be summarized as follows:

1 To ascertain the nature and extent of psychological and social
problems in adolescents with congenital cerebral palsy or spina
bifida and hydrocephalus.
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2 To identify some of the factors associated with good or poor
‘adjustment’ (the term is discussed in chapter 5).

3 To assess the adequacy of the services available to the young
people, within and outside the schools prior to and during the
transition from school to life afterwards (including pastoral care,
social education, careers education, and vocational and placement
guidance).

Only so much can be achieved within a three-year research period, and
we planned to study the issues described above in the young people prior
to school leaving (that is, in Phase I). The fact that the study extended
over three years did, however, give us the opportunity to follow up nearly
half of the teenagers one year after they had left school (that is, Phase
II). The main aims of the follow up were:

1 To find out what sort of placements the young people had
obtained.

2 To investigate the extent to which the transition year had been
experienced by them as stressful, and to see what changes had
taken place in the psychological adjustment of the teenagers and
in their social lives and aspirations during the transition year.

3 To examine their own satisfaction and that of their parents with
the services provided to help them in making the transition to
adult life.

Measures and methods of data collection

In Phase I, data were obtained from a structured interview with the
teenager in school, usually of between hours but sometimes longer, an
interview of two or more hours in the home with the mother, in most
cases, but sometimes with both parents or a substitute for the mother
(e.g., father or guardian); and finally, a short interview with selected
members of the school staff, in particular those concerned with pastoral
care and counselling, with social education, and with careers education
and guidance. The interviews were supplemented by the Rutter Teacher
Scale, completed for each teenager by the teacher who knew him or her
best (usually the class teacher in special schools and the year or house
head in large comprehensives), and by a Health Questionnaire (Malaise
Inventory) which both the teenager and the mother completed. The
teenagers were interviewed before the parents. Although this meant that
we lacked prior information about areas of anxiety which might otherwise
have been probed in more detail, we felt it more important to meet each
teenager with unbiased ideas about him or her.

During the first phase of the study, a control group of non-handicapped
teenagers was included for those disabled teenagers attending ordinary
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schools. Both they and their parents were interviewed, but were only
asked some of the questions, questions relating directly to handicap being
omitted. The schools were asked to select as a control the boy or girl
nearest in age to the disabled teenager from the same class or set, provided
that he or she was broadly in the same ability band, and of the same
ethnic background.

‘We must stress that our control group was very small, since only thirty-
seven disabled teenagers were in ordinary schools, and in four cases we
did not obtain controls (two schools raised difficulties, and two teenagers
did not wish this). Also, in some instances, we had the strong impression
that the control was selected because he or she was friendly with the
disabled pupil. However, our controls appeared to be fairly representative
of the normal school population, and the main value in including them
was that they provided a good picture of the kind of social life and patterns
of peer relationships enjoyed by non-handicapped young people.

In Phase 11, the follow up, the data were again collected by somewhat
longer interviews with the young people, this time usually in their homes,
although occasionally elsewhere (e.g. a day centre), and with their mothers
or both parents, supplemented again by completion of the Health
Questionnaire by the teenagers and mother. Controls were not included
in this phase, as the numbers involved would have been too small to be
useful.






|

The last years at school






1
Teenagers’ disabilities

and their schooling

Section A

The purpose of the first two sections of this chapter is to give an account
of the physical and medical problems faced by the young people in our
study. Such an account could easily be no more than a depressing and
arid catalogue of impairments in which the personalities of the young
people and the diversity and extent of their disabilities were totally
obscured. For this reason, we begin with descriptions of three cerebral-
palsied and two spina bifida teenagers. They were chosen from the total
group of 119 to illustrate the range and severity of the disabilities
encountered, and the multiplicity of the physical and psychological
problems with which some of them had to cope. Following those
descriptions is a short account of the two conditions for those readers
who are unfamiliar with these handicaps. The intention in beginning this
chapter with descriptions rather than with figures (which follow in
profusion) is to remind ourselves as well as our readers that behind the
anonymous statistics are 119 highly individual young people.

Three young people with cerebral palsy

Anne. Anne, who is cerebral-palsied with right hemiplegia, was just fifteen
when interviewed and one of the youngest in the study. She attended a
mixed sex comprehensive school of over 1300 pupils. The head of her
ordinary junior school had suggested special schooling might be
necessary at the secondary stage but her physiotherapist and the hospital
staff insisted that an ordinary school would be more appropriate.

An attractive girl with a mild speech defect (something like a lisp)
Anne’s most obvious disability is her spastic right arm. It is very weak,
with a greatly restricted range of movement and control and she hardly
makes use of it, except as a support. A cosmetic operation had been
suggested, but she did not much like the idea of this. In contrast, following
an operation on her right leg, her gait appears almost normal. She
occasionally finds balance a problem, but she can run and walk long
distances and rides a bicycle.
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From the age of two to eight years she had physiotherapy twice a week at
a special clinic, and once a week from that age till she left primary school.
Her parents spoke highly of the practical advice in management they had
received there. She still attends the clinic three or four times a year, and at
home continues with the exercises she has been taught. She is extremely
independent physically, and can dress and undress, wash her own hair under
the shower, make herself a snack, make her own bed, helps regularly with
the washing up, and so on. Her parents have always been very supportive
and from an early age urged her to be physically independent. They described
her sister as ‘giving her no quarter’ in this respect.

Most cerebral-palsied pupils in ordinary schools take little part in
sports. Anne is unusual in that she is very interested in all physical
activities. She takes a keen part in athletics, can run faster than some of
her non-handicapped peers, is a good swimmer and has even had a go at
hurdling. She has recently completed a sixteen-mile sponsored walk.
Her main interest is in horse riding and although one arm is virtually
useless (the reins are looped over it) she has won rosettes at gymkhanas
in competition with the non-handicapped, and her family showed the
interviewer her various sports trophies with great pride.

Despite her remarkable tenacity in mastering new physical skills,
Anne’s parents feel they still have to work very hard to build up her self-
confidence. At the interview she was shy and giggly, especially about
the questions on sex education, and behaved more like a thirteen year
old than a fifteen year old. She professes not to be interested in boys,
which cuts her off from other fifteen year olds, and she prefers the
company of girls a year or two younger. In fact, she is quite self-conscious
about her disability but hides this most of the time. She has one close
friend, but is something of a loner and has had to cope with several
incidents of teasing at school, for example being called ‘spas’. She was
keen to leave school at sixteen and get a job, although she has no clear
idea of what this might be, but her parents insisted that she stay on for an
extra year after taking CSEs, in order to become more socially mature.

John. John was sixteen when interviewed and in his last term at a day
special school. He has the same diagnosis, right hemiplegia, as Anne,
although his gait looks much more awkward than Anne’s. He can run
and walk long distances without tiring, can use the underground, and
travels alone to school by bus. As in Anne’s case, his arm is more affected
than his leg. It is noticeably spastic, and although he can do more with it
than Anne can (for instance, turn on switches and taps, and hold a knife),
he tends to use it very little, and then mainly as a support. Unlike Anne’s
parents, his mother felt that the physiotherapy he had been given was of
poor quality. However, he is independent for all self-care activities and
for several years has set his own alarm, got his own breakfast, and left
for school often without seeing the family.
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He differs from Anne in having the additional problem of epilepsy.
When first interviewed he had petit mal fits at least weekly: 14 years
later, when interviewed again, he reported that the fits had increased to
once or twice a day, preceded by a ‘dimness’. When he was particularly
anxious or nervous he might have as many as five a day. He said that his
fits did not usually worry him and he was completely responsible for
taking the drugs and renewing the prescription. Less able intellectually
than Anne, he did not take any CSEs and left school at sixteen. He obtained
a place in a special residential college taking a general course, and had
been there a year at the second interview.

Although John’s overt physical disability was very similar to Anne’s,
he had many more problems to cope with. As well as the extra ‘invisible’
problems of epilepsy and some special learning difficulties, his parents,
particularly his father, have found it difficult to accept his handicap. His
mother who was open and honest felt ‘Very sorry for him’, but made
comments such as ‘It’s not very nice to see him’; ‘If we take him on
holiday he’s an embarrassment to us’; ‘He’d be better in surroundings
with people like him’. This attitude had communicated itself to John,
who, although physically independent, was leading a life unnecessarily
isolated from his non-handicapped peers.

Whereas Anne appeared as a very ordinary though rather giggly and
immature teenager, John gave a totally different impression at the first
interview, though not so much at the second. He looked pale and sad,
had an odd, stilted and old-fashioned turn of speech, was excessively
polite and clearly trying very hard to please the interviewer. He was
highly self-conscious about his disability and attempted to hide his spastic
arm during the first part of the interview, although eventually he relaxed
enough to show the interviewer what he could do with it. He did not
know the name of his condition (‘paralysed I think’) and when asked
about the cause he blamed himself saying that he had been ‘very lazy
about using my arm...when I was about five’. Further questioning showed
that he definitely believed he was spastic because ‘I didn’t use it [my
arm] enough’. He frequently referred to his efforts to ‘get a bit more
life’ into his arm.

In contrast to Anne, who would go out walking, cycling or riding in
her free time, John’s leisure time was mainly spent in his own room,
listening to the radio, making tapes, doing crosswords. He said that his
greatest worry was his appearance: he was aware of people in the street
staring and said that when he went out ‘I put my hand in my pocket so as
to pretend I’'m just limping’. At his special school he had many
behavioural problems especially in relationships. He was frequently
teased and retaliated with aggression. These problems eased during his
year at college which he enjoyed much more than school, although he
was still frequently picked on.
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Jackie. Jackie was fifteen when interviewed and attending a boarding school
for cerebral-palsied teenagers. She has the athetoid type of cerebral palsy.
She can walk unsupported on a level surface but has great difficulty in
keeping her balance, and in trying to do so makes gross involuntary
movements of her arms, so that her gait looks extremely odd. Even with
adult support she is very slow, and when she goes out with her family it is
usually in a wheelchair. Her hand control is very poor. She cannot manage
to write, but can type very laboriously. She can take a bath and use the
toilet alone, but needs help with dressing and washing her hair. Although
she can use a spoon it is only with great difficulty, so that she is a messy
eater; usually a member of her family feeds her. Jackie is thoughtful and
intelligent (she is taking some O levels and some CSEs) but, because of a
severe speech defect, even her family find it difficult at times to understand
her. In her efforts to control her speech, her face becomes very contorted.

Jackie was attractively dressed, her hair was done carefully, she had a
most delightful and humorous personality and she was very mature for
her age. When questioned, she could give a precise and accurate
description of her condition and of the benefits she would be entitled to
at sixteen.

Unlike many disabled teenagers, she talked freely and honestly about
what it felt like to be disabled; she said that she had been greatly helped
in this by group discussions with a counsellor who visited the school
who ‘talked to us about how to overcome feeling fed up and frustrated,
and trying to make the best of what we can do’. Through her brothers
and sisters (she is the oldest in a close family of eight) she had met non-
handicapped teenagers in the holidays and because she is so outgoing
and pleasant had made several friends. ‘At first,” she commented with
absolute frankness, ‘they weren’t too keen on me, but they got used to
me.” This was important to her because although ‘I like mixing with my
friends here [i.e., at the special school where she is popular and respected],
I’ve got a thing about mixing with normal people; I like the things they
talk about—the boys they fancy...and the clothes they’re going to
buy...and their teachers.’

She gave the interviewer many insights into what it felt like to be
disabled. For instance, in spite of all her efforts to try to feed herself
there were certain foods which ‘I just can’t control...then I get irritated
with myself...I get in a temper and bang the spoon down’. Because of
her mobility problem she can’t go out alone ‘to meet normal children’.
At school ‘when we go out shopping we go out with house-parents...we
don’t feel like normal children’. At home, when her brothers’ friends
visit, they chat with her but she is aware that ‘they’re nervous at first’
and described an incident when she had overheard one say ‘I thought
she was mental’. Like most disabled teenagers she worried about whether
she would ever find a boyfriend. She often longs ‘to be normal’ and
wonders why it was her lot to be born disabled; she also worries about
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whether she is ‘a burden to my parents’. When she gets depressed, Jackie
usually ‘keeps quiet till it goes away’, or gets her younger sister to take
her out to meet friends, or talks to her mother ‘about everything’.
Jackie is, in many ways, a very disadvantaged girl. She is severely
multiply-handicapped, with great difficulties in walking unaided,
balancing, using her hands and making herself understood. Her
involuntary movements mean that she is stared at whenever she meets
strangers. As the only black teenager in her school she also had to cope
initially with some racial prejudice. Her home is crowded, her parents
are not well-off, and the neighbourhood in which she lives offers little in
the way of leisure-time facilities. Despite all this she is, at fifteen, a mature,
poised and charming girl, able to keep on top of her frustrations although
realistic about her problems. She is respected and liked by her peers, and
completely integrated into her very warm and accepting family.

Cerebral palsy: a brief account

The three cerebral-palsied young people described above were chosen
not only to give a glimpse of the range of problems covered by this
umbrella term, but also to show how those with many similarities in
their physical disabilities can, because of differences in physical care in
the early years and in their own and their parents’ attitudes, actually
function very differently.

The term ‘cerebral palsy’ refers to a group of conditions characterized
by disorders in the control of voluntary movement, originating within
the brain itself. The disorder may be so mild that, for example, the person
affected has only a barely discernible lack of control over one limb, or
so severe that the individual is almost completely helpless. The condition
is not hereditary and arises either in utero or in the early weeks of life as
a result of damage to the brain, which can be produced in a variety of
ways including pre- or perinatal factors such as interuterine infection,
disturbances in nutrition and oxygen as well as many postnatal causes,
such as jaundice, meningitis or trauma. (Gordon, 1976). The incidence
has been estimated at around two per 1000 live births, although there is
some evidence that it is now dropping. Like most other handicapping
conditions, cerebral palsy is found more frequently in boys than in girls.

The range of disorders included in the term ‘cerebral palsy’ can usually
be classified into one of three main types: the spastic, the athetoid and
the ataxic forms. By far the most common is spasticity. Although this
term is frequently used to refer to any individual with cerebral palsy
(hence the name Spastics Society) strictly speaking it refers only to those
whose muscles become abnormally stiff and resistant when an attempt
is made to move them, resulting in partial or complete paralysis. The
individual with spasticity is commonly categorized according to the
number of limbs affected.
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In monoplegia one limb—usually a leg—is affected; in hemiplegia
two limbs on the same side of the body are affected, the arm usually
being more paralysed than the leg; the term diplegia (sometimes also
known as Little’s disease) indicates paralysis of the upper and lower
limbs on both sides, and usually the legs are more severely affected than
the arms; paraplegia means that both legs are affected, but not the arms;
and in triplegia three limbs, usually both legs and one arm; the two terms
quadriplegia and tetraplegia are often used interchangeably to mean that
all four limbs are affected.

In the athetoid type of cerebral palsy the lower parts of the brain are
damaged resulting in abnormal posture or involuntary movements, which
may be present continuously or occur only when voluntary movement is
attempted. Consequently, it is very difficult for the individual to gain
control of movement in the parts of the body affected. Athetosis usually
affects a number of different parts of the body, the arms, legs, facial
muscles, lips, tongue and throat may all be involved. If the facial muscles
are affected then the individual may find it difficult to control the
expression on his face or to keep his mouth closed (dribbling being the
result) or, most serious of all, to speak unintelligibly.

Ataxia, which is much less common than either spasticity or athetosis,
is the third main type. Here, damage to the part of the brain concerned
with the control of movement (the cerebellum) is involved, the result being
that co-ordination of movement and the ability to balance are affected.

Some cerebral-palsied individuals suffer from a mixture of these
conditions. For example, those with spastic hemiplegia may have
associated athetoid movements, while ataxic symptoms are also quite
common in the spastic forms of cerebral palsy. Almost any combination
of separate disabilities can be found. In cerebral palsy the process which
caused damage to the motor areas of the brain (resulting in disorders of
movement) may have affected other parts of the brain as well.

Many cerebral-palsied children (at least half) are also mentally
handicapped as a result of generalized brain damage, and even if someone
is functioning within the normal range of intelligence or near to it, as
were all those in our group, they may well have specific problems in
perception or in visuo-motor ability (Wedell, 1960, 1961, 1973;
Abercrombie, 1964; Tyson, 1964). These defects often affect school work,
particularly maths, even in a teenager who appears to be of average ability
and with little physical handicap. School work in general will also be
affected among those with difficulties in speaking or in writing (because
of poor hand control). Since it would have been impossible without
systematic testing to assess the presence or severity of problems with
school work these are not discussed further in this book, but it should be
remembered, when we refer to the anxieties of the teenagers about their
school work, that many of them undoubtedly had real problems with
academic attainments.
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Damage to other parts of the brain may cause additional problems for
some individuals, the most common ones being epilepsy and defects of
hearing or vision, squinting being especially frequent.

Two teenagers with spina bifida and hydrocephalus

Michelle. Michelle, one of the youngest spina bifida teenagers in the
study, was just fifteen when interviewed. A very short girl with a marked
bilateral squint, she was extremely talkative with an endearing manner,
and made many spontaneous comments throughout the interview. Her
physical problems were typical of those with a severe degree of spina
bifida. At present she can walk only a few steps with calipers and spends
most of the time in her wheelchair. Her mother said that she had been
putting on weight for the past three or four years, and although the family
keep a careful eye on her diet she looked as if she would soon have a
marked obesity problem. This will almost inevitably result in her
becoming totally wheelchair-bound in the near future. Her manual
dexterity was poor, her mother describing her as ‘fumbly’.

Like most of the spina bifida teenagers in the study, Michelle was
doubly incontinent. The family had established a satisfactory bowel
routine, apart from occasional accidents related to her diet. Michelle had
had a urinary diversion at the age of five. She empties her urinary bag
but has not yet learned to change it; she said that she wanted to get used
to doing this on her own and would sometimes start shouting at her mother
when she tried to help her; her mother’s version was that Michelle got
into such a state about trying that her hands shook. She thought that
Michelle became highly embarrassed when her bag leaked. She could
usually ‘get through a month’ without this happening but started getting
worried if she was outside home ‘for hours on end’.

During the year prior to the interview, Michelle had been largely free
from health problems. She had had one small pressure sore behind her
knee, and one urinary infection for which she was put on a ten-day course
of antibiotics. The special school doctor checks her urine at six-weekly
intervals since Michelle had had a near-fatal kidney infection a couple
of years previously. She also makes twice-yearly visits to hospital for a
general check-up.

Michelle is so severely handicapped that she is heavily dependent on
her parents for physical care. She says she finds her impaired mobility
by far the greatest problem. She is ‘really frustrated’ that she can’t move
on her own and feels badly that her parents and sibs have to do so much
for her. She can get into but not out of bed on her own, and needs more
help in dressing and undressing than when she was younger. She still
needs help in coping with her periods. She can’t even make a hot drink
for herself, as the only electric sockets are at floor-level so she can’t
reach them. There is one step outside the house so she can wheel herself



10 DISABILITY IN ADOLESCENCE

out of the house but not back in, and Michelle is therefore totally
dependent on the help of an adult or able-bodied peer if she wishes to
enter her home. Consequently her mother feels uneasy about leaving her
alone at home even for an hour. The local authority has helped this family
by re-housing, installing a lift, and putting a hoist in the bathroom,
although Michelle said they did not make a great deal of use of the hoist
because ‘Mum’s not very sure of it’.

Although articulate, Michelle has many marked learning probems and
intellectually was one of the least able in the study. Emotionally and
socially she was only just entering the adolescent stage: her mother said
that ‘the way she sees the world is about as a twelve year old’. She was
just beginning to realize the implications of the severity of her handicap.
She said that from time to time, she would become depressed or very
irritable usually about ‘my handicap and the things I can’t do’. The only
way in which she could express her feelings physically was, in her words,
to ‘moan and scream and shout at people’, or ‘to take the lid off my
brother’s record player and slam it down’, or ‘to turn up a record to the
highest possible volume’. Major outbursts of this kind usually occurred
she said, every two or three months. She was just beginning to worry
about boyfriends and about what she would do when she left school, but
planned to stay at her special school for an extra year rather than leave at
sixteen.

Patrick. Patrick was also just fifteen when first interviewed. Unlike
Michelle, Patrick was considered by his special school to be ‘slightly
above average’ in ability. He sat, and passed, five CSEs at school and
was accepted at a special college of further education one year earlier
than usual on account of his potential. He took f