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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 IQs 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 IQ 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



INTRODUCTION xix

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 II, 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.





I
 

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.



TEENAGERS’ DISABILITIES AND THEIR SCHOOLING 5

He differs from Anne in having the additional problem of epilepsy.
When first interviewed he had petit mal fits at least weekly: 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
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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 five O levels in his first
year at college and hoped to go on to take A levels.

Patrick is a tall boy who wears calipers on both legs and uses crutches
to swing himself along. Even though he has no feeling from the knee
down, he can move around fairly quickly and has no mobility problems
indoors. However, he cannot manage to balance on his sticks when there
are strong winds or if it is wet and slippery, so tends to use them only in the
immediate vicinity of his home and uses his wheelchair if he is going
further afield with his brother, who is two years younger. Patrick has normal
bowel control, but his bladder incontinence is managed by the use of a
penile bag which is typical of most incontinent spina bifida boys. Patrick
told us that although he would have preferred an ordinary school for
academic reasons, overall he was glad to have gone to a special school
because of worries about his penile bag leaking and the other boys finding
out about his incontinence. Certainly Patrick’s father saw this incontinence
as their ‘biggest bugbear’. He complained about the bag tearing or falling
off, resulting in leaks most days, although he thought this was preferable
to wearing nappies (which he had done until he was thirteen). When Patrick
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is at home he has to share a bedroom with his brother, which his father
said is unsatisfactory because of Patrick’s incontinence. Patrick has no
privacy himself and his brother is subjected to unpleasant smells. Patrick
also saw incontinence as his greatest problem because of the leaks which
he found ‘embarrassing’, especially ‘when I am at home’.

Patrick attended a residential special school for most of his school
years. He actually entered the school at 2 years 10 months when his
mother died of asthma which developed, according to his father, ‘as a
shock reaction to the doctor’s bluntness in telling her that Patrick was
handicapped. They said he would never sit up and would be mentally
handicapped’. Patrick’s brother was only ten months old when his mother
died and his father could not cope alone with the baby and a handicapped
son. Patrick returned to live at home when he was eight years old after
his father had remarried. He attended a day special school until he was
eleven when his father and stepmother separated, at which point he
returned to his previous boarding school. His father married again when
he was thirteen, but Patrick remained at boarding school throughout the
secondary stage.

Although Patrick’s family life has been rather unsettled, he has not
been too disturbed by this and is a cheerful, independent and mature boy
and a keen student. His stepmother described him as having an ‘amazing
character’ because of his determination, willpower and resilience. Patrick
is very close to his brother and they spend a great deal of time together
when he is at home. Although Patrick does not have any friends of his
own at home, he goes out with his brother and his friends.

Since leaving school Patrick has suffered a setback in health due to a
bad pressure sore on his buttock. This developed during the summer
when he was at home, before going to college. As a result he was unable
to join in the normal curriculum and social life at college after the first
two weeks, when he was confined to bed for the rest of the year. He
followed most of the O level syllabus, but because he had to work on his
own he felt his work had suffered greatly, and of course has not been
able to make any new friends at college or to follow any other interests.
Patrick said that he got very depressed and fed up at times because of
this isolation. He was in hospital for a skin graft when interviewed for
the second time and expected to be there for the entire summer. He said
he only hoped that the graft would work and that he would be able to
return to college in the following year.

Spina bifida: a brief account

Spina bifida is a condition which results from arrested foetal development,
which occurs some time in early pregnancy at a stage when the nerve
cord is being formed. The causes are not known but ‘genetic
predisposition plays some part in aetiology as do intrauterine
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environmental factors’ (Carter, 1969). In England it is found in about
two per 1000 births and it occurs more frequently in girls than in boys.

Children suffering from this defect are born with a spine which is
‘bifid’ (i.e., split in two) and the tissues surrounding the nerve cord or
even the cord itself are exposed on the surface of the body. Where the
underlying tissues protude, a cyst or fluid-filled sac forms on the back.
If this sac contains only the tissues which surround the nerve cord (the
meninges) and not the nerve cord itself, then the defect does not usually
cause any handicap. This less serious type of spina bifida, called
meningocele, is not so common, causing handicap in less than 20 per
cent of children with this condition. In myelomeningocele the spinal
cord itself is abnormal and the nerves are exposed or lie close to the
surface of the skin. These children have paralysis of some or all of the
muscles which are controlled by the damaged portion of the spinal cord,
and the muscles of the hips, legs and feet as well as those controlling
bladder and bowel functions may be affected. Between a third and a half
of the children with myelomeningocele are paraplegic, while most of
the others have significant locomotor problems. Depending on the type
of defect, the position of the defect on the spine, and the extent of the
damage to the nerve cord, a child may be totally paralysed from the
waist down or virtually normal in function.

In addition, the child may have associated abnormalities either present
at birth or arising later as a consequence of the damage present at birth,
including abnormalities of the rib cage, scoliosis (when the spine is
twisted sideways), kyphosis (curvature of the spine), dislocated hips, or
other ‘fixed limb’ deformities of the ankles and knees. These ‘fixed limb’
defects occur because only the muscles on one side of the limb are
paralysed (an imbalance of muscle power) resulting in the limb being
pulled out of shape. Orthopaedic surgery may be necessary to help correct
these deformities, the aim being to improve the balance of muscles pulling
on a limb. Most surgery is carried out in the early years, but in the teens
some final corrective surgery may be required.

Unlike children with cerebral palsy, however, the damage is not
confined to the motor nerves only, and there is usually a loss of sensation
in the lower part of the body as well, which leads to additional problems
of control and the constant danger of skin damage. If pressure is applied
to any part of the body for a long period this will cut off the supply of
oxygen to the skin, which will then become damaged producing a
discharging ulcer or ‘pressure sore’. People with normal sensation
experience discomfort and change their position as soon as pressure builds
up. Those without sensation have to take precautions throughout their
lives to prevent pressure sores from arising, but accidents can easily
happen, so this is a constantly recurring health problem. Similarly, it is
very easy for burns to occur if an individual can’t feel and therefore fails
to notice the presence of even quite mild heat, such as a cool radiator.
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Because of poor circulation, pressure sores or burns are slow to heal in
spina bifida; hence damage caused by half an hour’s carelessness may
take weeks to heal.

Most of those with myelomeningocele have problems with
incontinence of urine and faeces, due to paralysis and loss of sensation
in the bowel and bladder. The bladder may be flaccid with little capacity
for retention and so constantly dribbles urine, or it may be retentive but
with little or no bladder sensation, holding urine until it is full, when it
begins to overflow. The retentive type of bladder cannot empty itself
fully without ‘expression’, that is, the application of pressure to the
stomach, and even with a flaccid bladder expression may be needed to
ensure that the bladder is completely emptied. For both these groups, the
problem is not simply a social one. Urine that lies static in the bladder
for even a short period easily becomes infected, and if the infection travels
back up to the kidneys then there are very serious dangers to the child’s
health and life. Regular monitoring is required of the urine and the urinary
system to detect infection or damage to the kidneys.

Although in a few children incontinence can be controlled through
manual expression coupled with social training, most of those with
myelomeningocele will have to use some sort of artificial urine-collecting
device. Incontinence in boys can usually be managed by the use of a
suitably designed flexible sheath (urinal) fitted over the penis and draining
into a plastic bag which is strapped to the thigh (known as a ‘penile
bag’). For girls the problem is more difficult, the most common
alternatives being either incontinence pads and protective rubber pants
or a urinary diversion—an operation to by-pass the bladder. The most
common form of by-pass operation is the ileostomy where the ureters
are separated from the bladder and implanted into a spout made from a
piece of ileum (the small intestine). The spout or ‘stoma’ is brought onto
the surface of the abdomen, slightly above and to one side of the naval,
so that a collecting device—usually a plastic bag—can be fitted over it.
This operation will also be carried out for boys if there is a serious risk
of kidney damage. Both types of bag are fitted with a tap so that they can
be emptied without having to remove the whole system.

In recent years, some surgeons have advocated management of
incontinence in girls by means of a catheter inserted into the urethra,
whenever this is possible, as an alternative to the by-pass operation. The
catheter may be inserted intermittently into a retentive bladder whenever
it needs emptying, or it may be indwelling permanently (i.e. changed
every few weeks) and attached to a bag in which to collect the urine.

Malfunction in the urinary system is frequently associated with
problems in sexual functioning. In myelomeningocele loss of sensation
in the genital area is common both in boys and girls. This usually will
not prevent conception; however, erections may be difficult to initiate or
maintain, and control of emissions may also be faulty. However, sexual
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functioning in males is innervated in such a complicated way that it is
difficult to generalize and whether a male with spina bifida can have
genital intercourse or father a child depends very much on the level and
severity of the spinal lesion.

About 90 per cent of children born with myelomeningocele are also
likely to have hydrocephalus, or ‘water on the brain’. This means that
the cerebro-spinal fluid (CSF) which normally circulates around the brain
begins to accumulate. In a young baby, the bones of whose skull are still
not set, the accumulating fluid will cause the head to grow rapidly; once
the bones of the skull are set, however, any further build-up of fluid will
cause damage to the brain from pressure or stretching of the tissues.

In some cases the hydrocephalus is not progressive, that is, the fluid
does not continue to build up. These children with ‘naturally arrested
hydrocephalus’ usually have heads of normal size once their body growth
is complete, and their intelligence is relatively unimpaired. However, if
the hydrocephalus does progress early surgery is required, and a ‘shunt’
or valve is inserted in the head, designed to drain off the excess CSF and
reduce the pressure to a normal level. The shunt system consists of a
catheter and valve leading from the central cavity (ventricle) of the brain,
so that the fluid is drained into the blood stream where it can be
reabsorbed.

This procedure will prevent severe brain damage and, if completely
successful, the child will be of normal or near normal intelligence.
However, the treatment can lead to complications, any of which may
cause further damage to brain cells. The catheter may become
disconnected from the valve, they may need lengthening as the child
grows, and the shunt system may become blocked or infected. Symptoms
of a malfunction are severe headaches, vomiting and drowsiness, or the
sudden appearance of a squint; urgent treatment is then required.

Because of the risk of brain damage, some degree of impairment in
intellectual functioning is common in spina bifida children with shunt-
treated hydrocephalus. Many have deficits in visual perception and in
visuo-motor or spatial skills that are very similar, though less marked, to
those found in cerebral-palsied children, and many spina bifida children
have difficulties with number concepts. Other problems associated with
the presence of hydrocephalus are permanent squints and difficulties in
hand control. Although this is never as grossly impaired as it can be in
cerebral palsy, careful testing commonly reveals a degree of clumsiness
and a lack of speed in manual tasks among spina bifida children that has
a detrimental effect on school work.

Readers who would like more detailed information about the medical
problems of cerebral palsy should consult Bleck and Nagle, The
Handicapped Child. A Medical Atlas for Teachers (1975); and for spina
bifida they should look at the various booklets published by the
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Association for Spina Bifida and Hydrocephalus, or Anderson and Spain,
The Child with Spina Bifida (1977), chapter 1.

Section B: The sample and their disabilities

Overview of the sample

The sample consisted of 119 young people, nearly three-quarters
(eighty-nine) with cerebral palsy and one-quarter (thirty) with spina
bifida. All but one of the spina bifida children also had hydrocephalus.
As expected, there were more boys than girls in the cerebral-palsied
group, fifty boys (56 per cent) compared to thirty-nine girls, while the
reverse was true for the spina bifida group—nineteen girls (63 per cent)
and eleven boys. When first interviewed the handicapped teenagers
were between fifteen and nineteen years old. Although most of the
non-handicapped controls were in the younger age range, the average
age in both groups was about fifteen and a half. (Further details of the
sample are given in Appendix A.)

Severity of handicap

One of the key factors we wished to look at was the effect of the severity
of handicap on psychological functioning and social life, and this had
therefore to be assessed as objectively as possible. The assessment had
to be such that a non-medical person could rate the teenager from
questions put to the mother, and from records where available, about the
ways in which the disability affected day-to-day functioning; it had to
provide an objective method of distinguishing between those who were
mildly, moderately and severely handicapped; and it also had to allow
for the possibility of comparing degrees of impairment between different
functional handicaps (for example, to show whether hand control was
more impaired than mobility).

The system chosen was a modified form of the Pultibec system
proposed by Linden (1963). This classification is based on an assessment
of a range of functions including hand control, locomotor difficulties,
toileting, intelligence, behaviour disorders, eyesight, and speech and
hearing impairments. It has been used successfully in earlier studies
(Anderson, 1973, where it is discussed more fully; and Cope and
Anderson, 1977). Details of the scoring system are given in The Disabled
Schoolchild, Appendix B (Anderson, 1973).

The overall severity of handicap in the two diagnostic groups is shown
in Table 1.1. Clearly, more spina bifida teenagers were severely
handicapped—about 70 per cent, compared with only about one-third
of those with cerebral palsy, because a much higher proportion of the
spina bifida group were incontinent and heavily reliant on wheelchairs.
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Within  each diagnostic category the ratings on severity of handicap were
roughly the same for both boys and girls.

Table 1.1 does not show the multiplicity of handicaps from which
many young people often suffered, and in Table 1.2 we have therefore
shown, irrespective of severity, the total number of problems of the young
people within each diagnostic group. Twelve different problems were
included: impaired mobility, impaired hand function, abnormal bladder
function, abnormal bowel function, speech defect, visual defect, hearing
defect, presence of a valve, obesity, marked facial or bodily abnormality,
epilepsy, and IQ below 85. Most of these problems are discussed
individually and in much more detail later in this chapter, but the purpose
of this table is simply to bring home to the reader the large number of
handicaps suffered by these teenagers.

Only about 10 per cent of the teenagers had simply one problem to
contend with. Within the cerebral-palsied group over one-third had two
or three problems and one-half four or more problems, while in the spina
bifida group an even higher proportion, nearly three-quarters, had four
or more problems.

The rest of this section gives brief details of the handicaps present in
the teenagers. It is inevitably a rather barren account and perhaps the
reader would prefer to skim through this section, rather than try to read
it closely at this stage, and then refer to it again from time to time, as the
different handicaps are mentioned later in the text.

Table 1.1 The sample—type and severity of handicap

Table 1.2 Multiplicity of handicaps in the different groups
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(i) Mobility

Mobility problems are shown in Table 1.3. Teenagers rated as having
minor problems could run and walk but with less than usual dexterity
and speed: those with moderate problems could manage only short to
moderate distances with or without aids, and included those who tended
to fall rather easily. Those rated as having severe problems had no useful
walking, all this group depending heavily on wheelchairs. Comparing
the two diagnostic groups, a much larger proportion of the spina bifida
young people had moderate or severe mobility problems, nearly two-
thirds of them being mainly dependent on wheelchairs, compared with
less than 20 per cent of the cerebral-palsied group.

(ii) Hand control

Over 60 per cent of the cerebral-palsied group had a moderate or severe
degree of dysfunction in one or both upper limbs (see Table 1.4). A
moderate dysfunction meant definite difficulty in using the limb, but

Table 1.3 Mobility

Table 1.4 Upper limb dysfunction in the cerebral-palsied group



18 DISABILITY IN ADOLESCENCE

nonetheless a useful degree of control, whereas severe dysfunction meant
little or no effective use because of spasticity or uncontrollable involuntary
movements. Only three of the spina bifida teenagers (10 per cent) had
obvious hand function problems, and only one had difficulty in using
both hands. However, other research suggests that about four in five
children with spina bifida and hydrocephalus have problems of hand
control which is revealed only by special testing, and consequently most
of the spina bifida teenagers probably had some difficulties in this respect
(Anderson 1975; Anderson and Plewis 1977).

(iii) Incontinence

(a) Bowel incontinence. Twenty of the thirty spina bifida young people
(67 per cent) were reported by parents as having abnormalities of bowel
functioning, as was one boy diagnosed as having cerebral palsy and spina
bifida. When mothers were asked whether they had by now worked out
a good routine for coping with this, only about one-third (seven) reported
that a really infallible routine had been established. In one case accidents
were very common (nearly every week) while in the remainder accidents
occurred about once per term. The routines involved varied, some relying
on suppositories, others on manual evacuation or on ‘keeping her slightly
constipated’, while others had evolved some other sort of routine which,
coupled with attention to diet, seemed to be satisfactory. Accidents tended
to occur if the routine was broken or if there was a change of diet, or
occasionally if the teenager had a sudden shock.

(b) Bladder incontinence. Only three of the cerebral-palsied group had
abnormalities of bladder functioning, one being a boy diagnosed as having
both spina bifida and cerebral palsy. One coped with nappies, and two
with frequent visits to the toilet. In contrast, over 80 per cent of the spina
bifida group had bladder incontinence. One who had a problem over
retention of urine managed to cope in the normal way, but the rest required
urinary appliances. Sixteen (64 per cent) had urinary diversions (only
two of these were boys), seven (28 per cent) had penile bags, while one
girl had an indwelling catheter.

In cases of urinary diversion the mothers were asked if it had been a
success. Only seven (44 per cent) thought that it had been, while four
(25 per cent) thought that it was definitely not successful, and five (31
per cent) had mixed feelings. When the teenagers themselves were asked
if they were glad ‘on the whole’ that they had had the operation, only
two had strong negative feelings, but many of the others expressed some
reservations and described the trouble they experienced. Most accepted
it because they saw it as the only alternative to nappies. The problems
most commonly complained of were either difficulties in getting the bag
to stay firmly in place, or with the bag perforating or tearing, the former
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being the most serious. A number of complicated routines have to be
followed to fit the bag over the stoma—the skin must be cleansed
thoroughly and kept dry while adhesive is spread on to the skin and
covered with a circular patch to which the bag can then be adhered, and
finally the whole affair is held in place with a metal plate and a belt. If
the skin is not thoroughly cleansed, or if the stoma leaks urine onto the
skin during the process, then the bag will not adhere well and will
gradually loosen so that leakage occurs. Finding the right type of adhesive,
cleanser, patch, bag or belt to suit any particular child can take years of
trial and error, as will the evolution of a routine which is quick but
sufficiently thorough to avoid the problems of leakage. In some children,
progressive deformities of the spine and the rib cage result in a stoma,
well sited initially, being poorly placed to fit the bag securely; this is a
most difficult problem to overcome.

In contrast, five of the seven mothers whose sons had penile bags felt
that this was satisfactory, although two mentioned many problems in the
past in finding bags which fitted well. Four of these mothers thought that
their sons also found it satisfactory (e.g., ‘I don’t think it bothers him,
he’s had it since he was four years old’), while one didn’t know because
her son wouldn’t discuss this at all.

Of the five spina bifida teenagers with normal bladder/bowels, four
were completely dependent for toileting, and the fifth independent with
adaptions. In the case of the eighty-three cerebral-palsied teenagers who
were normally continent, however, seventy-two were completely
independent, and a further two independent with appropriate adaptations;
only nine (10 per cent) required toileting assistance. Six of the nine were
athetoids who could not cope alone because of a combination of poor
hand function and poor balance; the other three were confined to
wheelchairs.

(iv) Speech defects

Speech defects were reported in nearly 60 per cent of the cerebral-palsied
group but in only two of the spina bifida children, both with very mild
defects. Fifteen of the cerebral-palsied children had moderate and eleven
had severe defects—nearly one-third of the total cerebral-palsied group
altogether—while twenty-three had mild defects. A moderate defect
meant that one would have considerable difficulty in understanding the
teenagers, while in severe cases he or she was either intelligible only to
family and close friends, or had no useful speech (four cases).

(v) Hydrocephalus

Twenty-two teenagers in the spina bifida group (73 per cent) had shunts,
while eight had hydrocephalus which arrested spontaneously. In the
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cerebral-palsied group there were two teenagers with hydrocephalus and
valves, and one-third in whom hydrocephalus was suspected. Some
teenagers had continuing difficulties with their shunts (see Section ix).

(vi) Epilepsy

Mothers were asked whether their children had ever had a fit or convulsion
or any blank spells, or if they were on anticonvulsant medication. Twenty-
three teenagers (four with spina bifida, nineteen with cerebral palsy) had
some definite form of epilepsy. Eighteen were on some form of
medication, but fitting was still common in eleven cases and in some
cases had become worse at puberty. All the teenagers who fitted monthly
or more were cerebral-palsied.

(vii) Sensory disabilities

Hearing. None of the spina bifida children had any significant hearing
loss, but in the cerebral-palsied group hearing loss was reported in nine
cases (10 per cent). Five of these had loss sufficient to require hearing
aids while the other four had only minor hearing losses.

Eyesight. Nearly 40 per cent of both groups wore glasses, generally
because of short-sight. Squinting was a common problem in both groups,
affecting half the spina bifida group and over one-quarter of the cerebral-
palsied group. In addition, one cerebral-palsied teenager was blind in
one eye, and another was partially sighted.

(viii) Obesity

The problem of obesity is frequent in teenagers who have severe mobility
problems and are therefore unable to take enough exercise. In spina bifida
this problem is further complicated by the fact that individuals with
hydrocephalus are particularly prone to put on weight and that short
stature is also common. The problem is not just a cosmetic one, important
though that is especially for young people with a physical deformity.
Excess weight makes it harder to walk with calipers and puts pressure
on unstable joints, especially the hips, as well as making it harder for
others to lift or move the handicapped person.

Mothers were asked whether anyone (e.g., a consultant, GP, member
of school staff) had ever suggested that their child was overweight, and
if so whether or not the teenager was on a special diet. Only nine cerebral-
palsied teenagers (11 per cent) were thought to be overweight, six being
on a special diet, compared to 43 per cent of the spina bifida group,
nearly one-third of whom was on a diet. Many of those who had an
overweight problem but were not currently on diets, had been prescribed
one previously but were now simply ‘eating sensibly’.
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Two extreme examples show the problems overweight can cause. One
spina bifida boy had, two years previously, become so grossly obese that
he had one day collapsed, since when he has been on a very strict diet. A
more typical problem was a wheelchair-bound cerebral-palsied teenager
who also had a dislocated right hip. As she got heavier, the pain in her
hip increased. Strict dieting had relieved this considerably and had also
led to a great improvement in her appearance.

(ix) General health problems during the twelve months prior to
the interview

The mothers were asked to detail any health problem their children had
had over the last twelve months. We did not include as a ‘health problem’
chronic conditions which are an integral part of the handicap (e.g. epilepsy
or soiling) but urinary infections, which are extremely frequent in spina
bifida children, were included. In general, ill health was much more
common in the spina bifida group. Only 6 per cent of the cerebral-palsied
group had needed to go into hospital in the previous year (a similar
proportion to the control group) compared with nearly a quarter of the
spina bifida group.

Eight teenagers—all but two with spina bifida—were classified as
having severe problems currently, either because these were acute or
potentially life-threatening, because they had necessitated long periods
of hospitalization or because they were long-term problems. For example,
there were two cases of shunt failure which necessitated a three-week
stay in hospital to have a catheter change. Another girl burnt her foot on
a radiator and because of gangrene two toes had to be amputated. While
in hospital she broke her leg and the prolonged stay in bed resulted in
sores which required a skin graft, and she missed about nine months’
schooling in consequence. A boy who was admitted to hospital for a leg-
straightening operation fell and broke a leg while at home for Christmas.
The fracture was not discovered immediately and in consequence he
was in traction for several months, the whole period of hospitalization
extending over seven months in all.

Among the less serious health problems reported were severe
headaches (which in a child with hydrocephalus is very worrying),
asthma, a two-week period in hospital for an orthopaedic operation on
the ankle, pressure sores, kidney problems and protracted fits requiring
hospitalization. Over half of the spina bifida group had suffered from
one or more urinary infections in the past year.

Section C

School placement

This section describes the type of school (i.e. ordinary, day special, or
residential special) attended by the pupils in the study and briefly.
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indicates the characteristics of these schools. The pupils’ experiences
and feelings about them are discussed, as well as their current preference
for ordinary or special education. The parents’ overall satisfaction with
the type of placement and with the individual schools attended by their
children is also considered.

Past and present placement

Table 1.5 shows the school placement of the young people at the time of
the interview and also indicates the type of school they had attended
before their current secondary placement, if this had been different.  

Of the total sample, thirty-seven (just under one-third) were attending
ordinary schools and eighty-two (69 per cent) were attending special
schools. A higher proportion of the cerebral-palsied than of the spina
bifida children were attending ordinary schools (35 per cent compared
with 20 per cent). Transfers between the two types of school were
relatively uncommon, particularly from special primary to ordinary
secondary (only four in all) and only ten children (9 per cent of the total
sample) had transferred from ordinary to special schools at 11+. One of
these was untypical in having come from the Caribbean to join her family,
and no less than six of the rest came from the same LEA, an authority
which had recently opened its own special school. There was no evidence
from this study, therefore, to support the commonly held view that it is
often necessary for handicapped children attending ordinary schools at
the primary stage to have to move to special schools at secondary level,
because of the difficulties in layout and accessibility in large modern
comprehensives. Problems of this kind occurred in one or two cases but
they were in fact surprisingly rare.

Table 1.5 School placement by diagnostic groupings

1 Four had transferred from special schools at 11+
2 Four had transferred from ordinary schools at 11+
3 Five had transferred from ordinary schools at 11+
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Only eight of the children in special education attended schools which
catered solely for the secondary age groups (six being from the same
school). All the rest were in all-age schools, usually very small, the
majority with less than 100 pupils in total (see Table 1.8). In fact nearly
half of the sample attending special schools had spent all or most of their
whole school career in the same small establishment.

School placement was, of course, closely related to severity of
handicap, as is shown in Table 1.6. Nearly three-quarters of the mildly
handicapped teenagers were in ordinary schools, while over 90 per cent
of those with severe handicaps were in special schools. Nevertheless, 20
per cent of the children with moderate or severe handicaps were coping
within the ordinary school system (all but four of whom were cerebral-
palsied).

To some extent placement was also closely related to intellectual level,
although it is difficult to be precise about this, since IQ data were available
for very few children in ordinary schools, and even in special schools
many had never been formally assessed. Where IQs were not available,
teachers were asked to classify the child as ‘above average’, ‘average’,
‘somewhat below average’ or ‘very poor’, and these data are shown in
relation to type of school in Table 1.7. The table reveals very marked

Table 1.6 School placement related to seventy of handicap

Table 1.7 Teachers’ opinion of how teenagers’ attainments compare to other
children of a similar age
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differences in placement according to ability, there being many more
children of below average ability in the special schools as might be
expected. However, the PH children in ordinary schools also showed a
wider spread of ability than did the controls. It is interesting to note also
that, in terms of numbers, there were almost as many handicapped
children of average and above average ability in the special schools as in
the ordinary schools.

Characteristics of schools

The schools attended by the children varied in size, location and
organization; their main characteristics are summarized in Table 1.8. One
of the most striking things about this table is the great contrast between
the average size of the ordinary LEA schools and of the special schools,
the largest of which had fewer pupils on roll than the smallest of the
ordinary schools. Even the non-LEA ordinary schools were considerably
larger on the whole than the special schools.  

The day special schools were all run by LEAs, as were two of the
residential schools, the others were run by a variety of voluntary
organizations. Nine of the residential schools were for the physically
handicapped and the others included one for the maladjusted, a Rudolf
Steiner school for pupils of mixed handicaps, a school for epileptic pupils,
one for deaf pupils and one for deaf pupils with additional handicaps.

The teenagers’ views about type of school placement

All the young people interviewed were asked questions at several points
in the interview to elicit their opinions about and their satisfaction with

Table 1.8 Characteristics of the schools

* Overall average
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current school placement, and about what alternatives if any they would
prefer. First, they were asked directly whether they were happy at school.
The majority of both handicapped and control pupils (over three-quarters)
said they were happy ‘most of the time’, and there were no differences
relating to sex and type of handicap. Comparing the physically
handicapped children in ordinary schools with the control children it
was interesting to find that the percentage expressing unhappiness (20–
25 per cent) was very similar, and there was no evidence therefore that
the disabled children in ordinary schools were having more difficulties
in coping with school life than their non-handicapped peers. Happiness
at school was also looked at in relation to type of school attended, and
this showed that the proportion who were not happy in school was higher
for those in residential placement (about 30 per cent compared with 17
per cent in day special schools) usually because they would have preferred
to live at home. Only about one-quarter of the boarders went home each
weekend, about one-half made home visits once or twice a term, while
the remainder went home only in the summer holidays.

The teenagers were then asked which type of placement—special or
ordinary—they would prefer to be in, and the results were quite conclusive
and consistent. Apart from one who was undecided, every pupil currently
placed in an ordinary school preferred ordinary school placement, while
nearly one-quarter of those in special schools said they would have
preferred ordinary school placement, and 20 per cent were undecided.
The four children who had transferred at eleven years from special to
ordinary schools all preferred their current placement, while of the ten
transferring from ordinary to special schools, six were content, three
were undecided, and one would have preferred to have stayed in an
ordinary school.

Later in the interview, the teenagers were asked: ‘As far as friends are
concerned, which of these kinds of schools would you prefer to be in: a
special school for handicapped children only; an ordinary school in which
you knew there would definitely be several other physically handicapped
pupils; or an ordinary school where you might be the only handicapped
pupil?’ Again, all of those pupils who were already in ordinary schools
(usually the only handicapped pupils there) opted to remain as they were.
It is interesting to note that the most popular choice in each of the
diagnostic groups (40 per cent) was for an ordinary school where there
would be some other handicapped pupils. Given this option, which is
now becoming more of a reality with the increasing trend towards special
units attached to selected ordinary schools, only one-quarter of CP
children and just over a third of the spina bifida group opted for special
school placement. Thus from the point of view of friends, the majority
of children in both groups would have liked ordinary school placement.

The other point to note here is the difference between the cerebral-
palsied and the spina bifida group; more of the latter preferred special
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schools, and this is probably related primarily to the anxiety they feel
(see chapter 6) about their incontinence and its management, and also to
the fact that a greater proportion were severely handicapped.

Teenagers’ perception of the advantages and disadvantages of
special and ordinary schools

The teenagers were asked what they saw as the advantages and
disadvantages of special and ordinary schools. A minority had
experienced both: the others spoke about what they liked and disliked
about the kind of school they were actually in and what they thought
they would like or dislike about the alternative. Because it is unusual to
hear how handicapped pupils themselves feel about school placement
we are reporting their comments here in some detail.

As already noted, those in ordinary schools generally preferred their
current situation and most were straightforwardly in favour of ordinary
schools. One boy, a hemiplegic, previously in a special school and now
in an Inner London mixed comprehensive said that he was very happy
there: ‘It’s a better atmosphere. It was a strain at first…I got used to it
over a few years. It was less sheltered.’ He added: ‘You get used to normal
life better…it makes you better able to cope.’ Another boy with a similar
early experience said: ‘Special school was too small. There was no chance
really to do anything and no competition for your work.’ Many of those
in ordinary schools had not had an easy time, particularly in the first two
or three years there, but they still preferred, overall, ordinary school
placement. One boy said: ‘I wasn’t happy at first…I was the oddball…the
target for aggression…to some extent I was bullied.’ He had refused to
go to school after continuous teasing during his first ten weeks in a
comprehensive, but after his parents complained to the Head, most of
the teasing stopped. Others mentioned difficulties in keeping up with the
work, but they preferred the challenge nonetheless. One heavily
handicapped spina bifida girl said, ‘I have my bouts of not being able to
keep up, especially if I’ve been away in hospital or ill for a few days’,
but it ‘helps you to cope with the outside world. Not everything will be
[specially] equipped when you leave’. Most of those in ordinary schools
were content with being the only handicapped pupil. However, those
who had been teased, two boys in particular, were strongly in favour of
an ordinary school where there would be some other PH pupils: in one
boy’s words ‘the [PH] kids wouldn’t take the mickey out of me’.

Of those who preferred special schools, most gave as their reason
anxiety about the reactions of the non-handicapped children. These are
some typical comments: ‘Here they are all handicapped so they
understand me…I think they’d take the mickey at ordinary school.’ ‘I
wouldn’t make friends easily from a wheelchair.’ ‘I wouldn’t like to go
to an ordinary school. I’ve been to my sister’s school and they look
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rough—they might not be, but they looked it.’ A cerebral-palsied girl
who had been in an ordinary school said: ‘There are too many bullies…
they make fun of my walking…one girl pushed me over because I was
staring at her.’ In contrast, one spina bifida girl who had transferred at
the secondary stage to a special school said she would have preferred to
stay in an ordinary school. She liked the opportunities in her new school
for riding and drama and the other ‘facilities’ it offered, but disliked
being ‘grouped together with handicapped people different from everyone
else’. In an ordinary school she felt she had been ‘considered as an
ordinary person…the teachers don’t treat you differently’.

A few other factors were mentioned, apart from these social ones, why
special schools were preferred. One severely handicapped cerebral-palsied
boy had been to look at an ordinary school but ‘there were too many stairs
and you had to change rooms every lesson. Special schools have no stairs,
and handrails on slopes…you get extra help in school work when you
can’t do things, and the classes are smaller’. One girl said that at fourteen
she had wanted to go to an ordinary school to make non-handicapped
friends but ‘Mum and Dad wouldn’t let me go…. Now I would turn it
down because I couldn’t keep up with the work and the number of children.’

Parents’ preferences about type of schooling and satisfaction with
their child’s particular school

Parents as well as teenagers were asked whether they thought the school
their child was currently attending was the right kind for him or her to be
in. The great majority felt their child was in the right kind of school. The
exceptions were seven parents of children in special schools (five with
spina bifida, two with cerebral-palsied children) who felt that they would
have been better off in ordinary schools, either from the social or the
educational point of view, and three parents of deaf CP children who
had had particular problems. This seems to be in line with findings from
other studies which suggest that parents are generally satisfied with the
kind of placement actually available.

All the parents whose children were in ordinary schools thought that
this was, overall, the right placement. ‘We’re very fortunate…they’ve a
good pastoral care system…he likes it as it’s near home and his brother
is there.’ Another mother: ‘I’ve given a lot of thought to this …I think
it’s better to put her in this wicked world now.’ Another mother said
much the same: ‘We’d never consider a special school; she’s got to have
a challenge.’ (They made certain, however, by discussion with the school,
that the challenge was not too much for her.)

Parents sometimes mentioned aspects of special schools that they
would have liked, although they preferred ordinary school placement:
‘We like to think he’s with ordinary kids…’, although, in the local special
school, ‘he’d be better off in terms of the time spent [by teachers] with
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individuals’. Another parent said: ‘She’s better off with ordinary
children…but I’ve had my doubts…it’s getting harder and harder…she’s
doing all right, but finds it hard to keep up, and worries quite a bit.’ She
had also discovered that in the local special school ‘they take them away
for the holidays which would give the mothers a rest’. In fact, all the
things mentioned by the parents and the teenagers as being the advantages
of special schools were facilities which need not have been denied to the
child because the parents had opted for an ordinary school, if the gap
between special school and ordinary school provision was not so discrete
and distinct as is currently the case. Where the special school was
preferred, the reasons also included the special facilities there: ‘The staff
are good…they have everything there, physio’ and speech therapy’, but
more often the feeling expressed was that the child just couldn’t have
coped in an ordinary school: ‘She wouldn’t be able to stand it…it would
be too rough. And she needs extra education.’ ‘There wasn’t a secondary
school in the area that would take him because of the steps.’

However, even parents who thought special school placement on the
whole preferable often referred to aspects of special provision they were
unhappy about. ‘They don’t make enough effort to spend time on his
academic difficulties.’ ‘She lacks the rubbing-off effects from other [i.e.,
ordinary] children.’ ‘He might have coped more with life if he’d gone to
an ordinary school from the beginning. He did go for one day a week [at
secondary level] but couldn’t cope with the standard of work. He seemed
to be happy with the children, but the work bothered him.’

As well as being asked about their placement preference in general,
the parents were also asked whether there was anything they felt
dissatisfied with about the particular school their child attended. The
results suggest only slight differences between the feelings of the control
group parents and the parents with children in ordinary schools, over
three-quarters of whom were content, while parents of children in special
schools tended to be rather more dissatisfied (over 40 per cent). Any
dissatisfaction expressed by parents of children in ordinary schools was
usually mild, for example: ‘I don’t think he’s had as much direction in
remedial work as he might have benefited from…but on the whole the
school has been very helpful indeed. He’s had the same class teacher for
three years, an excellent person and the Year Head is very sympathetic
and has helped him a lot.’ Only two parents were very dissatisfied. In
one case the father complained about his daughter’s bad behaviour, and
attributed this to the school; he also complained that she was always
getting into trouble and being bullied. In the other case the mother felt
the staff were always ‘picking on her son’ and making him ‘a social
outcast’. The boy was only mildly handicapped and the staff did not
seem to have made much effort to help him.

In contrast, many more parents of children in special schools were
critical, and this was often strongly voiced. One mother, herself a
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headmistress said, ‘[the school] is a silly, stupid place, inadequate and
not educationally based’. Others made similar comments: They should
push them more: they don’t learn enough’; ‘Sometimes I feel they should
push them a bit more academically.’

The consistency of the complaints about the lack of drive on the
education front within the special schools suggests that many of these
schools do need to consider how to provide more stimulation for their
pupils than they do at present, especially in view of the findings from the
GLC survey of spina bifida children, which suggests that in a sample
matched for IQ the attainments of the more able children in special schools
were considerably lower than for those in ordinary schools. (Janet Carr,
personal communication, 1980.)

Children who are both cerebral-palsied and have serious hearing losses
are relatively rare, but great problems are posed in finding a school which
can cater for all aspects of this handicap. There were five such teenagers
in the study (6 per cent of the CP group); three parents reported major
problems over finding a suitable school, and even in the other two cases
the situation was not entirely satisfactory.

Summary

These findings show that a very high proportion of the handicapped young
people studied were moderately or severely handicapped (as assessed
on the Pultibec scale)—over 70 per cent of the cerebral-palsied group
being assessed as such, compared with 90 per cent of the spina bifida
group. They also reveal that a high proportion were multiply handicapped;
only about 10 per cent had a single problem, while one-half of the
cerebral-palsied group and nearly three-quarters of the spina bifida group
had four or more problems.

Looking at the proportion with particular kinds of handicap, the pattern
differed quite markedly between the two groups. Among the spina bifida
group over 80 per cent had moderate or severe locomotor difficulties,
usually accompanied by bladder incontinence, and over two-thirds had
bowel incontinence also. Of those who were not incontinent, all but one
needed help with toileting because of severe locomotor difficulties. Those
with bladder incontinence had usually been fitted with an appliance of
some kind but this was not always successful, especially where a urinary
diversion had been carried out. Less than half of the mothers of teenagers
with urinary diversions were fully satisfied with this as a method of social
control. Obesity was another common problem among the spina bifida
group, over 40 per cent of mothers reporting this.

Among the cerebral-palsied group, about half also had moderate or
severe locomotor problems while over 60 per cent had moderate or severe
problems with one or both upper limbs. (None of those with spina bifida
had upper limb problems of this degree.) Speech defects, virtually absent
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among the spina bifida group, affected 60 per cent of those with cerebral
palsy, and about one-third had moderate or severe difficulties. Very few
cerebral-palsied young people suffered from incontinence, although about
10 per cent needed help with toileting because of locomotor difficulties
or poor hand control. Epilepsy, while affecting a few spina bifida
teenagers, was more common among the cerebral-palsied, about 20 per
cent of whom suffered from this. Deafness was a problem for about 10
per cent of the cerebral-palsied, but wasn’t found at all among the spina
bifida teenagers.

Visual defects of a less severe kind were common in both groups,
about 40 per cent wore glasses, and squinting was found in one-quarter
of the cerebral-palsied group and half of the spina bifida teenagers. Two
of the cerebral-palsied teenagers had more severe visual defects.

In terms of general health the spina bifida teenagers were more likely
to have moderate or severe problems than the cerebral-palsied teenagers
(17 per cent compared with 3 per cent), the difference mainly being due
to the fact that the spina bifida teenagers were liable to renal or shunt
complications, and that more needed orthopaedic surgery. Hospitalization
was also more common among the spina bifida group, nearly one-quarter
of whom had been admitted to hospital in the previous year, compared
with only 6 per cent of the cerebral-palsied teenagers.

In spite of the high percentage of teenagers with severe difficulties,
about one-third of the sample were attending ordinary schools. Although
the proportion with mild handicaps was higher in ordinary than in special
schools, over half of those in ordinary school were assessed as having
moderate or severe difficulties. Because of the differences in severity of
handicap, a higher proportion of cerebral-palsied teenagers were attending
ordinary schools compared with those with spina bifida.

School placement was also related to intellectual ability. Only about
12 per cent of those in special schools were judged to be of average or
above average ability compared with nearly 40 per cent of those in
ordinary schools, while 30 per cent were judged to be of very poor ability
compared with only 8 per cent of those in ordinary schools.

Most of the children in special schools were in all-age schools and
those tended to be very small, between 90–100 pupils on average,
compared with an average of nearly 900 in the LEA and nearly 300 in
the non-LEA day schools. About half of those in special schools had
spent all or nearly all of their entire school careers in the same small
establishment. The majority of pupils said they were happy at school
regardless of placement and there was little difference in this between
the control and PH children, though those in residential PH schools were
more likely to express unhappiness (30 per cent compared with 17 per
cent of those in day PH schools).

None of the PH children in ordinary schools would definitely have
preferred to be in a special school, but one-quarter of those in special
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schools said they’d have preferred an ordinary school, while 20 per cent
were undecided. The proportion of those in a special school who would
have preferred an ordinary placement was even higher when asked to
consider placement ‘as far as friends are concerned’, and many liked the
idea of an ordinary school where there were some other handicapped
pupils.

The teenagers gave very interesting and sensible replies when asked
why they preferred the different kinds of placement. Those preferring
ordinary school mainly saw the advantage of this in terms of it being
more ‘normal’, although some openly admitted having problems with
their peers initially, and difficulty in keeping up with homework. They
also saw special schools as too small and lacking in competition. Those
who preferred special schools usually expressed anxiety about ordinary
school because of the reaction they feared they’d get from the able-bodied.
They saw the special school as offering them more help from teachers
and peers and also having the advantage of being fully accessible.

Parents mainly expressed satisfaction with whatever type of placement
the child was in. Those with children in special schools commonly
mentioned the advantage of accessibility and the special facilities there,
such as physiotherapy. However, there was a high level of discontent
with the academic standards within special schools and a feeling that the
children were not adequately stimulated there.
 



2

The attainment of independence

and responsibility

 
Most writers on adolescence see the central developmental task at this
stage in life as being the gradual attainment of personal independence.
Erikson (1968), whose work has been particularly influential, describes
this as ‘identity formation’, and views the adolescent as engaged in a
gradual emotional separation and detachment from his parents. He
believes (although there is little systematic evidence for this) that the
young person may, because of his uncertainty about his new role,
experience an ‘identity crisis’ which can lead to apparently maladaptive
behaviour patterns. Blos (1962; 1967) whose viewpoint is somewhat
similar, sees adolescence as a process of ‘individuation’, in which the
young person takes increasing responsibility for what he does, rather
than placing this on the shoulders of others, in particular on the family.
The role of the parents in this context has been discussed by Framrose
(1977) who considers that their ‘capacity for readjustment and change
…has an important influence on adolescent development’.

A number of writers view adolescence in terms of ‘role theory’. Elder
(1968) for example argues that for at least two-thirds of one’s life one is
building up a repertoire of roles. The adolescent years are critical in this
respect, since role transitions are precipitated by the individual’s growing
independence from authority figures, by involvement with his peer group,
and because of new sensitivities to the evaluation of others, as well as
the acquisition of new roles. Sometimes the role itself does not change
but the expectations of others do, for example, parents of a handicapped
teenager may expect more of him as he grows older in regard to physical
independence. The acquisition of new roles is often a painful and difficult
process, and the question of self-image is likely to arise, that is what
kind of person the youngster sees himself as now, or as becoming.

Many clinicians and researchers have implied or stated explicitly that
success in carrying out these developmental tasks and the acquisition of
new roles results in parent-teenager conflict or even alienation. Little
evidence is produced to support this conclusion, and the most recent
studies suggest that such conflict is not widespread (Rutter et al., 1976).
Others who have found relatively little conflict include in England
Coleman (1974) and in the USA Donvan and her colleagues (e.g. Donvan
and Adelson, 1966). Donvan found that where conflict did occur it reached
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a peak at 15–17 years and was more common among boys. This study
was, of course, for non-handicapped adolescents. Handicapped young
people are generally less mature and one might expect the peak of conflict
to come, in most cases, from one to three years later. Coleman (1974)
found that relationships between parents and adolescents were generally
good, but that where conflict did occur it revolved around different issues
in boys and in girls. For boys, independence of action and freedom of
movement are the most common sources of conflict, whereas girls do
not appear to see this as an issue but are ‘much more concerned with
inner autonomy…they want to be themselves… they feel threatened by
the influence and forcefulness of their parents’.

These issues apply equally to able-bodied and disabled adolescents.
In the case of the latter, however, the question is greatly complicated by
the physical dependence of the young people on their parents. In this
chapter, therefore, we have focused on three main areas out of the very
large number which would have been valuable to explore. The first of
these was the development of physical independence, a matter of great
importance to disabled young people, while the second was that of the
taking on of responsibilities and the exercise of choice. Lastly we looked
briefly at vocational aspirations.

The development of physical independence

Three aspects were investigated. First, we looked at what the teenagers
actually were able to do in terms of daily living activities in the home, as
well as their mobility outside the home. Next we explored their attitudes,
as perceived by their parents, towards physical independence, and the
parents’ attitudes both as they described themselves and as they were
perceived by the young people. We also looked at arguments arising
when teenagers felt they were given too much help. Thirdly, the teenagers
were questioned about what they knew both about the disability itself
and about the benefits and allowances to which they were, or might be,
entitled. Such knowledge is important in giving an individual a greater
feeling of ‘control’ over his disability and is also of help to him in the
management of interactions with others, especially social and peer
interactions.

(i) Self-help skills in the home

The parents and teenagers were asked detailed questions about the
independence of the young people in a range of daily living activities in
the home, such as dressing, washing, making a snack and being left alone
in the house. Toileting and incontinence were considered separately.

The cerebral-palsied group were generally better at activities which
required good standing skills while the spina bifida group were better if
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good hand function was needed. For example, one-third of the cerebral-
palsied teenagers needed help with dressing and undressing, compared
with less than 20 per cent of those with spina bifida. In washing, taking
a shower and hair washing a higher proportion of the cerebral-palsied
group coped alone, although this difference was reduced if the spina
bifida young people had a basin which was accessible, or a bathroom
with the necessary adaptations. In contrast nearly one-quarter of those
with spina bifida but only 9 per cent of those with cerebral palsy needed
help in getting in and out of bed. The majority in both groups (90 per
cent of those with spina bifida and 73 per cent of those with cerebral
palsy) never made a meal at home; however, two-thirds of those with
cerebral palsy could make a snack (although a much lower proportion
had actually done so in the last week) while this was true for only 5 per
cent of those with spina bifida. For both groups about 60 per cent of
mothers felt that they could leave the teenager alone in the home for at
least four hours in the daytime, but over 40 per cent of parents with
cerebral-palsied and nearly 60 per cent of those with spina bifida children
said that they never left them in the evenings.

When self-help skills were considered in relation to severity of
handicap there was little difference between the mildly and the
moderately handicapped group except in activities involving hand
function, such as dressing, hair washing, and making a meal. However,
even on simple activities such as washing, there were very marked
differences in self-help skills between those with moderate and those
with severe handicaps.

The findings indicate that a very substantial proportion of the young
people still relied heavily on their parents for help with many activities
of daily living. In the cerebral-palsied group poor hand control was the
main factor responsible, while among those with spina bifida locomotor
handicap was the main problem. But in both groups, especially in those
with spina bifida, a much larger number of young people could, we
considered, have been more independent if they had been living in homes
which had been adapted for the disabled (in particular kitchens, but also
bathrooms), and if more had been done by parents and by their schools
or other bodies to foster independence in the home. The Association of
Spina Bifida and Hydrocephalus has now recognized this need, and runs
an increasing number of Independence Training Weeks for young people.
These can only touch the tip of the iceberg, however, and a major problem
has been the lack of follow up in the home. Some, though not all, special
schools (see chapter 10) have tried hard to foster independence, but many
still do very little, and even those which do make great efforts in this
direction often fail to liaise with parents so that the teenager does not put
into practice at home what he or she has learned at school. Much more
needs to be done to discover the extent to which the very severely disabled
could achieve greater independence.
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(ii) Management of incontinence

Mothers with incontinent children were asked whether their children
could empty or change their bags unassisted. All were able to empty
their bags competently, but only seven of the sixteen teenagers with
urinary diversions and four of the seven boys with penile bags were
completely independent in coping with their appliances. Some of the
others thought that their children were being taught to change their
appliances at school, but as one said: ‘I’d rather do it myself since then I
know she’s clean.’ Another said: ‘It’s quicker if I do it.’

We asked how co-operative the teenagers were about emptying their
appliances regularly. A third of those with diversions and three of the
seven with penile bags were very responsible about this, but the rest
were said to be ‘lazy’ and needed frequent reminders, especially if it
interrupted something interesting. As one mother pointed out, this sort
of laziness was probably the same kind one would meet in non-
handicapped teenagers over other aspects of personal hygiene or tidiness.
In a few cases, all from families under stress of some kind, quite severe
problems were reported, with the teenager being exceptionally awkward
or difficult about incontinence management. One mother said it was a
‘battle’ every time to get her daughter to empty her bag or look after the
appliance properly. For example, if it leaked she’d ‘patch it up with a
piece of plaster rather than starting again’. Another said that her daughter
would never empty the bag till it was overfull, and refused to wash when
necessary.

For those who are incontinent, the care of their appliance is probably
the most crucial area of all for independence. While anyone can help a
handicapped youngster to wash or dress, only those with knowledge of
and practice in appliance fitting can undertake the task of changing the
bag. Outside the family it is, of course, very rare for anyone to have this
knowledge except for a few professionals. Unless independence is
achieved, therefore, the teenager and his parents (often the mother alone)
are tied together in a very restricting way. They will not easily be able to
spend a night or even a whole day apart, especially in those cases where
the appliance is unreliable and readily becomes detached. It is most
disturbing, therefore, to find such a high proportion of teenagers over
fifteen years still unable to care for themselves in this respect.

(iii) Mobility outside the home

A high proportion of teenagers in both groups (83 per cent with spina
bifida and 49 per cent with cerebral palsy) had moderate or severe mobility
problems and a series of questions were asked about the young people’s
means of transport. Asked about their usual means of transport just over
one-third (36 per cent) of cerebral-palsied teenagers said that they used
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public transport most commonly for getting about, compared with only
7 per cent of those with spina bifida. About half the teenagers in both
groups relied mainly on their parents’ cars, and in the spina bifida group
as many as 14 per cent had to rely on taxis because their parents had no
cars. Heavy reliance on parents or taxis for transport will of course reduce
the young person’s opportunity to be independent.

As well as being asked about their usual means of transport, the
teenagers were also asked specifically whether they ever used public
transport, and if so whether they had done so over the past two weeks.
Only 13 per cent of the cerebral-palsied group never used any form of
public transport, compared with 40 per cent of those with spina bifida,
again reflecting the much greater incidence of severe locomotor problems
in the latter group. Those who had used public transport were asked
whether they did so alone or, if not, who usually accompanied them, and
the findings are summarized in Table 2.1. About one-third in each group
never used public transport unless accompanied by an adult. In the
cerebral-palsied group, however, nearly half had used public transport
alone at least five times in their life, compared with less than 20 per cent
of the spina bifida group.  

Teenagers aged sixteen or over were asked if they could drive or were
learning. Two cerebral-palsied teenagers, both attending ordinary schools,
had their own cars, one of whom was quite severely handicapped by
athetosis. Three teenagers, two with cerebral palsy and one with spina
bifida (two mildly and one moderately handicapped), were learning to
drive, and a fourth was about to start lessons. The others were asked
whether they had discussed definite plans for learning to drive with their
parents. The difference between the groups was very marked. A much
larger proportion of spina bifida young people said that they were

Table 2.1 Use of public transport by disabled teenagers

* Many of these used public transport very rarely indeed.
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planning to learn than of those with cerebral palsy (37 per cent compared
with 17 per cent). Also, about twice as many of the spina bifida group
had at least raised the question of learning. This reflects the differences
in types of handicap among the cerebral-palsied, including poor hand
function, epilepsy, and visuo-perceptual problems. This also explains
why an almost identical proportion of mildly, moderately and severely
handicapped youngsters (between 45–50 per cent) had not discussed the
question, since the mildly and moderately handicapped groups were made
up mainly of those with cerebral palsy.  

The parents were asked whether they thought their teenager would be
able to drive and the results are shown in Table 2.2. A slightly smaller
proportion of parents than of teenagers said they had discussed definite
plans with their children, and many parents of cerebral-palsied teenagers
thought that their children were over-optimstic about this possibility,
although they had not yet discussed the question. Also striking was the
substantial number of parents who simply didn’t know whether their
child might be able to drive, or whose estimate was based solely on
guesswork. No professional had ever raised or discussed the question
with them and most did not know where to obtain advice. Advice given
to parents and/or teenagers by special schools seemed minimal, and
parents who had heard about schemes for teaching disabled people to
drive had often done so accidentally—for example, through chatting to
neighbours or relatives. In general, discussion about use of public
transport or sources of voluntary transport did not seem to be part of the
school curriculum.

Attitudes to physical independence

(i) Mothers’ perception of the teenagers’ attitude. Although the attainment
of physical independence is partly limited by the nature and severity of the
disability, a great deal depends on the attitudes of the teenagers, their parents,
and other members of society. The parents of all but some very severely or

Table 2.2 Whether parent thinks teenager will be able to drive
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very mildly handicapped teenagers were asked whether their child was
the sort of person who wanted to do as much as possible for himself.

Overall, nearly two-thirds of the teenagers were perceived by their
parents as wishing to be as independent as possible, and less than one-
quarter as liking more help then they actually needed. There was no
difference between the cerebral-palsied and the spina bifida groups in
this respect. In terms of severity of handicap almost identical proportions
of mildly, moderately and severely handicapped young people were
judged as wishing to be as independent as possible.

The mothers of teenagers described as preferring to be as independent
as possible were usually in no doubt about this: ‘She doesn’t really want
people to help…she’ll say “I can do it”.’ ‘She’ll go off if it’s something
new and try it till she’s mastered it.’ ‘He’ll try anything…for instance a
bike…skateboard.’

The minority who thought the teenager preferred more help than was
needed frequently used the word ‘lazy’ to describe their children. ‘She’s
a bit lazy…prefers to be helped…and lacks confidence’ (of a mildly
handicapped cerebral-palsied girl). ‘He’s rather lazy…he’s definitely not
keen to be independent…relies on me. He does a lot more at school’ (of
a severely handicapped cerebral-palsied boy). ‘He’s quite happy to be
helped…I may have done too much for him, but there’s a lot he can’t do’
(of a mildly handicapped cerebral-palsied boy). ‘She’s lazy in my
presence…but if I’m not there she’ll do everything’ (of a moderately
handicapped spina bifida girl).

(ii) Mothers’ perception of their own and their husbands’ attitudes to
independence. The term ‘over-protection’ has often, we believe, been
applied unfairly to parents of handicapped children. The concept is one
which has been discussed in detail by Oliver (1976). He argues that
attachment and dependency have not been satisfactorily measured even
in families without handicapped children, and that it is far more difficult
in the case of handicap to judge what aspects of maternal behaviour are
unnecessary. In our own study it was not possible to make any systematic
measures of maternal over-protection, although in a very few cases where
the teenager was mildly handicapped it did seem self-evident. Instead
we relied on asking the mothers whether they themselves considered
they gave too much help.

Overall half the mothers said that they usually encouraged
independence and one-quarter agreed that they tended to give the teenager
more help than he or she actually needed. A small number said that they
were inconsistent, and 15 per cent that they were satisfied with the
independence already achieved.

It was the mothers of the more handicapped children who were most
self-critical. The proportion of mothers who thought they gave more
help than was needed was 18 per cent for the mildly handicapped group,
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21 per cent for those who were moderately handicapped, and 32 per cent
for those with severely handicapped teenagers. The mothers who felt
sure that they encouraged the teenager to be as independent as possible
often mentioned that this had been their policy since the child was very
young. ‘We both try hard to make her independent…we’ve encouraged
her ever since she was a baby’ (mother of severely handicapped athetoid
girl). ‘I’ve always made her do things herself…she’s never had any
choice’ (mother of wheelchair-bound spina bifida girl). A few mothers
said that their attitudes had changed: ‘I did give him [too much] help for
many years but then he went away to boarding school …he could do
more afterwards and it showed me what he could do’ (mother of severely
handicapped cerebral-palsied boy).

Most mothers who described themselves as giving too much help were
aware that it was the wrong thing to do, but frequently mentioned the
time factor: ‘I do give more help than she needs…I do it for quickness.’
‘It’s a question of time in the morning.’ ‘I help too much because it’s
quicker, especially if I’m in a hurry.’ (These were all mothers of severely
handicapped teenagers.) Two mentioned that they helped for the sake of
peace: ‘I’ve given up now’ [i.e., encouraging independence], ‘I feel I
can’t stand any more scenes with her…I’ve tried everything …so has
my husband…I think it’s her way of getting back at us… other people
can get her to do more than we can.’

Some mentioned that they knew they helped too much without giving
reasons: ‘I spoil her…I do everything for her…I’m very dependent on
her and she on me…I did everything for her before she went away [to
boarding school]…even fed her’ (mother of severely handicapped spina
bifida girl). ‘I’m aware of giving him more help than he needs.’ ‘I think
I do too much for her and spoil her.’ A few mothers mentioned their
child’s opposition to over-protection: ‘I think I tend to give him too much
help to get things done quickly but he’s very determined.’ ‘When she’s
home she says “Leave me alone”…she says she has to do it at [boarding]
school…she gets cross.’

The mothers (or the fathers themselves if present) were also asked
whether they thought their husbands encouraged the teenagers to be
independent. Two trends were noted. First, the fathers were more inclined
to encourage their sons than their daughters to be independent, and
secondly, where the child attended ordinary school, the fathers were much
more likely to encourage independence than if he or she attended a special
school. (This difference was not found among mothers so it was not
related to degree of handicap alone.) This suggests either that the child’s
placement influences the way he is perceived by his father, or perhaps
that the father’s attitude is very influential overall in determining
placement. In several instances mothers who described themselves as
too protective recognized that their husband’s approach was more helpful.
‘He encourages her more than me.’ ‘He often doesn’t give him any help
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at all…quite the opposite of me.’ In other cases fathers were seen as too
soft, especially, although not always, for the girls. ‘He’s inclined to shelter
her too much and to spoil her a bit.’ He’s softer with N than I am…for
instance he says “you know she can’t do that” if I’m trying to get her to
do something.’

The mother was also asked whether the question of the teenager’s
independence caused much friction between her and her husband; 6 per
cent reported marked friction and 19 per cent some friction. There was
rather more friction over boys than girls and all the cases of marked
friction involved boys. Friction arose more frequently in the case of
moderately than of severely handicapped teenagers, probably because it
is often less clear in the former case what the teenager can reasonably be
expected to do. Friction was generally because the father considered the
mother over-protective rather than vice versa. One mother said ‘We argue
about A most weekends…my husband thinks he should be able to dress
himself, do his teeth and so on’. Another said ‘We sometimes argue…he
says I do too much’. (In fact during part of the interview this mildly
handicapped teenager was present, and when she was addressed the father
had several times to ask the mother to let his daughter ‘speak for herself’.)
A minority of others felt they were unjustly taken to task by their
husbands. ‘I know what B can do. J [her husband] doesn’t…he criticizes
me, and says “let her try”.’

(iii) Teenagers’ perceptions of their parents’ attitude to independence.
The teenagers were asked: ‘Do you ever feel your parents want to do
things for you when you can manage yourself?’ About two-thirds felt
this was not the case, while 20 per cent thought that their parents
sometimes gave too much help, and only 14 per cent that they definitely
gave too much help. No differences in the proportions were found between
cerebral-palsied and spina bifida teenagers, but more than twice as many
girls as boys thought they were definitely helped too much (19 per cent
compared with 9 per cent). Where severity of handicap was concerned
there was no difference between those who were mildly and moderately
handicapped but a much higher proportion (over half) of those with severe
handicaps thought that their parents did more for them than was necessary.
This suggests that the aspirations of girls and of the severely handicapped
for independence is often not appreciated by parents. Those who felt
their parents did too much for them said that there were frequent
arguments about this.

The young people were asked for specific examples of occasions when
their parents did more for them than was necessary and their comments
are quite revealing. ‘Mum tries to treat me like a baby…she’ll hold my
coat up when I put it on…I’ll say “I don’t want you to do that, I can
manage”.’ ‘[She helps too much] for instance when I’m dressing…or if
I’m slow…we have arguments because I’m a bit slow…I get annoyed.’
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‘…for example helping me in and out of cars…it gets on my
nerves…Mum means well…but she panics if we come home late.’

Girls were more likely than boys to feel irritated or to argue with their
parents when they thought they were being given too much help. Here
are a few examples: ‘Sometimes [they help too much] with the bag. I
really want to get used to doing it on my own. I start shouting at them.’
‘Yes… they run my bath…they’re nervous about letting me make a cup
of tea in case I burn myself.’ ‘The main thing is washing my
clothes…Mum wants it done and finished with…as I’m very slow, she
won’t let me do it.’ ‘I have arguments with Mum all the time…she even
holds my hand when I’m walking. I feel frustrated…I tell her I can do it
on my own. The last argument was when I was getting off a chair and
she put her hand out to help me…and she tries to help me out of the
bath’ (severely handicapped athetoid girl who attends a boarding school
where there is considerable emphasis on independence training).

The majority who were allowed to do things for themselves appreciated
this and made comments such as ‘They let me get on with it’; ‘They
know what I can do and let me’; ‘I’ve been encouraged not to ask unless
I really need help.’

(iv) Teenagers’ perceptions of other adults and peers as giving too much
help. The teenagers were also asked whether they thought there were
any adults at their schools who tried to give them more help than they
really wanted. A similar proportion (about 20 per cent) of those both in
ordinary and special schools felt this regardless of type of handicap. The
young people were also asked if their peers helped them more than they
wanted, and again the proportion answering Yes was very small indeed—
about 10 per cent. There was no evidence that handicapped teenagers
attending ordinary schools were any more likely to receive too much
help from adults and peers than those attending special schools, although
this is an argument commonly used against placement in ordinary schools.

Knowledge of disability, and of statutory benefits and allowances

An important aspect of the development of autonomy and responsibility
is that young disabled people should be informed about their own
disabilities and about the benefits to which they may be entitled. The
young people were therefore asked a series of questions about their
knowledge of their own handicaps, where they had obtained their
information, and whether they would like to know more. They were also
asked what they knew about benefits and allowances.

(i) Naming and describing the condition. The question of the teenager’s
knowledge of his or her disability was put in this way: ‘One thing we’re
very interested in is how much boys and girls actually know about their
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physical handicaps and also how much more information they want. Let’s
imagine that I’ve never met anyone with your kind of handicap. I want
you first of all to tell me what it’s called and then explain to me what it
is.’ After the teenagers had given the name and a description of the
condition, the interviewer then probed areas which had been omitted or
only very vaguely referred to, saying, for instance, ‘And what about
your legs/arms/speech etc…. Can you tell me a bit more about why you
can’t/have difficulty in walking/using your hands/speaking etc.?’ Probes
were also made about the shunt and about urinary incontinence and
diversions where appropriate.

While all but two spina bifida teenagers knew the name of their
condition, nearly 60 per cent of those with cerebral palsy either did not
know (many said they’d ‘no idea’) or gave an incorrect name such as
polio, while three described themselves as ‘spastic’. Those who were
severely handicapped were more likely to know that they had cerebral
palsy (50 per cent compared with only 30 per cent of those with moderate
or mild handicaps) and consequently a higher proportion of those in
special schools than in ordinary schools (57 per cent compared with 40
per cent) were able to name their condition. It was disturbing to find that
only fifteen of the thirty-seven disabled teenagers in ordinary schools
could give their peers the correct name of their disability.

It was difficult to evaluate the description of the condition given by
the teenager, but an attempt at a threefold rating was made and the findings
are shown in Table 2.3. Again, a rather higher proportion of those with
spina bifida were able to give some kind of information about their
handicaps, but even so 40 per cent could produce little (compared with
60 per cent of those with cerebral palsy). No relationship was found
between level of knowledge and degree of handicap, but while half the
sample could give little information regardless of type of placement, a
slightly higher proportion of those in ordinary schools were able to give
a fair or good description of their handicaps (43 per cent compared to 32
per cent). Examples follow which show the great variability among the
young people as to how well they were informed about their handicaps.

Table 2.3 Rating of teenagers’ knowledge of disability
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Here are some descriptions from cerebral-palsied teenagers who knew
very little about their condition or whose ideas were muddled and
inaccurate. ‘I don’t know how to describe it as I don’t even know myself
why I’m in this school. I may have a slight limp but that may be because
of my shoes rubbing…I don’t know’ (mildly handicapped boy attending
day special school who definitely wanted to know more). ‘All I know is
I stammer. Sometimes it affects me and sometimes it doesn’t’ (moderately
handicapped boy). ‘My talking and my walking are not right’ (severely
handicapped girl). One mildly handicapped boy who attended an ordinary
school said correctly he was a hemiplegic, but continued: ‘I know it’s
only temporary. The right side is not developed properly. I’ve got the
right hand and leg of a five year old. I could reverse the situation if I
stopped using the left side but the left side wouldn’t stay as it was. I still
wouldn’t be right handed.’ A mildly handicapped girl attending an
ordinary school said she limped because ‘I think I’ve got a bone broken
inside’.

Some young people’s explanations were rated as fair, although often
rather limited, for example: ‘When I came out of Mum the blood missed
a bit in my head. Basically one side of me tenses up more than the other.
The muscles in my neck—when I’m nervous my head is affected.’ Only
a minority were able to give a clear description of their condition, such
as one mildly handicapped girl who said, ‘I have brain damage through
lack of oxygen given to the brain, as I was born three months early. And
I have a damaged motor nerve which carries a message from the brain to
the right-hand side and if I want to move it it doesn’t work. It affects all
my right side.’

Spina bifida with accompanying hydrocephalus is a much more
complex condition to explain, and again the young people’s knowledge
was extremely varied. In many cases their information was either very
limited or confused: ‘It’s trouble with the spine which involves the bottom
half of you, it gets bent or something like that’ (moderately handicapped
boy who couldn’t explain his mobility problem or why he needed a penile
bag). ‘I’m paralysed in the legs…I can’t feel anywhere from the waist
down…it’s something to do with the spine…exactly what I don’t know’
(severely handicapped girl). ‘Spina bifida…it’s something to do with
the back and legs’ (mildly handicapped girl). ‘I’ve got a valve in my
head, I don’t know what for’ (severely handicapped girl).

A boy whose knowledge was accurate as far as it went, although rather
limited, said: ‘I have spina bifida with a myelomeningocele and
hydrocephalus. When I was born I had a lump on my back. I had a valve
put in for my hydrocephalus, I think, and they closed my back which
was open …that’s all I really know about it.’ When prompted about his
legs and penile bag he said: ‘It must have been that my muscles were so
weak that I can’t walk…I can’t feel from below there [points] so that’s
why I have the bag…it’s probably caused by not feeling.’ When asked
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about the valve he said it ‘goes from my brain into my heart…a long
tube that runs down the side of my neck’, but couldn’t explain what its
function was. Some could give quite a clear picture, however. One
moderately handicapped but not incontinent boy said, ‘There is a gap in
the back and this forms a lump which must be covered up when you’re a
baby. The nerves are damaged and that is why you can’t move your
legs.’ Asked about his hydrocephalus he said ‘Some of the spinal fluid
goes up to the head and puts pressure on the brain and it has to be pumped
out by a valve.’

Since urinary incontinence is so great a cause of anxiety we thought
it particularly important that teenagers should be clear about the nature
of the problem, especially those who had had urinary diversions. Of the
seven boys with penile bags, three could give no information and all that
one of the others could say was: ‘I have a bag because of kidney
infections.’ The other three explained it thus: ‘I can’t control myself
because I’m paralysed.’ ‘I can’t feel from below there so I can’t tell.
That’s why I have to have a bag. It’s probably caused by not feeling.’
The third said ‘My muscles are too weak to control my bladder because
of my back problem.’ Sixteen young people had had diversions. One
said he ‘had no idea’ why the diversion was done, and several could
offer only very simple explanations such as: ‘It’s so I can go to the toilet,
otherwise I’d be wet.’ ‘To stop me being in nappies…as I can’t feel
myself’; ‘Because I find it easier to cope with; my Mum thought it would
save changing nappies’; ‘Because I’m not able to feel I’m going, it was
all caused by my back’.

Only three girls with diversions offered explanations which were
anything like adequate. One said: ‘To stop you wetting you have an ileal
loop operation; a sort of artificial bladder outside the body.’ While another
said, ‘I’m paralysed from the waist and have no bladder control. I had
the urinary diversion because I had nappies till then and it was
inconvenient when I went out. Part of the intestine is brought out through
the stomach through a stoma’.

These questions revealed a level of ignorance among the teenagers
about their own handicaps which is quite astounding. Many of the young
people were below average ability but not so severely limited in
intelligence that they were quite unable to understand a simple
explanation. The main reason for their lack of information, as we shall
show, was that no systematic attempts appeared to have been made to
ensure that they did understand or that they had a vocabulary to explain
their handicaps to others.

(ii) From whom had the teenagers obtained their information? The
teenagers were next asked which people had given them information on
their condition and whom they had learnt most from. Two very mildly
handicapped cerebral-palsied young people in ordinary schools said that
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no one had ever said anything to them about their condition. More
commonly, teenagers reported that they couldn’t remember how they
had learnt about it: ‘I was very young when it all started…the doctor, I
think.’ ‘I can’t remember…I couldn’t walk and that was it. You pick up
information at school and from doctors.’ ‘Nobody told me…I just learned
through the years.’ One boy said, ‘My mother used to talk to people and
I used to overhear…it was in the street when I heard I was injured at
birth,…I couldn’t really ask what happened…I feel I might embarrass
or upset her…or both of us.’

A great many simply said that ‘Mum told me’: some added a precise
time, although there was no way of checking how reliable this was. ‘Mum
told me straight away…I asked her, two years before my operation’ (at
seven years). ‘Mum told me I was spina bifida when I was young, about
four or five. Now I realize what it is from my own experience at hospital
and school and so on.’ ‘I learnt mostly from my Mum but also from Link
[the ASBAH magazine]…at the hospital they wouldn’t tell you anything
I suppose.’

Although parents were mentioned much more often than anyone
else, some teenagers said they had learnt about their condition from
doctors or consultants. This was more likely to be true for those with
spina bifida than those with cerebral palsy. A few made revealing
remarks about how they had ‘picked up’ information. One boy said,
‘I’ve overheard what doctors say to student doctors all huddled around
me…I felt like hamsters…like I was in a zoo…but it didn’t bother me
to the point of protesting…Mum gave me the exact name after I’d
already known.’

It was rare for teenagers to say that they had taken any initiatives
themselves in learning about their handicaps, but a few had done so. A
cerebral-palsied girl said that she had ‘Asked the doctors…I guessed it
was brain damage because the brain makes the whole body work’, and a
boy said that he had ‘looked up a lot myself when I was doing my CSE
project’ (about mentally handicapped children).

When asked who had given them most information from a list of
possible people read out by the interviewer, the person mentioned most
frequently (in well over half the sample) was a parent, usually the mother,
followed by a hospital consultant (in about 20 per cent of cases). Five
young people said that their physiotherapist had given them most
information. Others mentioned (in each case by one or two teenagers
only) included the school doctor, the school nurse, the GP, a speech
therapist, a biology teacher, a TV programme, and a helper at a club. A
larger proportion of mildly handicapped teenagers gave parents as their
main source of information than of moderately or severely handicapped
young people.

The teenagers were also asked specifically whether they ‘ever talked
to a person with medical knowledge…a school doctor or nurse or anyone
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like that…about your handicap’. Nearly 40 per cent of those with cerebral
palsy and over 50 per cent of those with spina bifida said that they had
had such a discussion, usually with a hospital consultant, but the majority
said that they had never talked to a person with medical knowledge about
their handicaps. This finding was unrelated either to the severity of their
handicap or to the type of school attended.

(iii) Did the teenagers want to know more about their handicaps? The
question which was of particular intererst was: ‘Do you feel you would
like to know more about your handicap?’ The findings suggest that about
two-thirds of the teenagers felt the need for more explanation especially
those with cerebral palsy (who were more likely to be ill-informed). A
much larger proportion of those in special than in ordinary schools wanted
to know more about their handicaps (71 per cent compared with 46 per
cent) this being related to severity of handicap, but it was still noteworthy
that about half of those in ordinary schools (nearly all cerebral-palsied
pupils) would have liked to have known more.

Most of the teenagers who didn’t want to know more were mildly
handicapped young people who either were not interested or felt that to
know more would be irrelevent. They made comments such as: ‘I’m not
bothered.’ ‘I don’t really need to…I’m not bad…I can walk.’ ‘I haven’t
any problems.’ Some teenagers considered that they were already
sufficiently well-informed about their condition. ‘I know enough’ (mildly
handicapped cerebral-palsied girl who was in fact very confused about
her condition). ‘I know the basics and that’s sufficient.’ A very few
teenagers didn’t like the idea of finding out more: ‘Because if I did I
would find out more that was worse—wrong with me’ (mildly
handicapped cerebral-palsied girl). ‘…it would be very complicated’
(severely handicapped spina bifida boy).

Many of the young people, however, were enthusiastic about the idea
of obtaining more information and, in a few cases, indignant that they
had not been better informed. While most were severely handicapped
they included some who were mildly handicapped. A number of themes
emerged from what they said. Some were anxious to know what caused
the condition as well as understand what it really was. ‘I would like to
know what caused it…but I’ve got my own version…I was born at home
and there was a doctor who wasn’t very good…the midwife said every
baby where this doctor was had a handicap.’ ‘If I could find something
on it, I’d like to read it. I’d like to know why it happens to some
people…on the scientific side.’

Some teenagers mentioned specific aspects of their condition: ‘I’d
like to know why my arm and leg are like this…why I suffer from epilepsy.
For instance I can’t drive now.’ ‘I don’t want to take drugs. Is it all right
to come off them?’ ‘I’d like to know why I can’t use my arm.’ ‘What
exactly are they going to do in the operation on my ankle?’ ‘There are



THE ATTAINMENT OF INDEPENDENCE AND RESPONSIBILITY 47

certain things I’ve never asked, like will I be able to have a child and will
they be all right?—all I want is a son who can do everything.’ ‘And what
happens to your bag when you’re pregnant?’

Several young people wanted to know more in the hope that they would
be able to ‘improve’ physically. ‘I want to know what’s really wrong with
me…and what I could do to make things better.’ ‘I’d like to know the
things that could be done to improve it.’ ‘[If I knew more] I could perhaps
be told how I could help myself and walk by myself one day.’

Teenagers sometimes mentioned that if they knew more about their
handicaps they would be in a better position to explain to other people,
particularly their peers. ‘I’d like to know the full story…because then I
can tell people…when I was in hospital I heard a doctor say part of my
brain was damaged.’ (Interviewer: ‘Did you ask him about this?’
Teenager: ‘I should have done, but I didn’t.’) ‘I don’t understand all my
handicap…if someone comes up and asks about my handicap I wouldn’t
be able to tell them.’ ‘I just feel I should know more…If someone asks
you, you feel really silly not being able to answer.’

Finally, a telling comment from a severely handicapped girl with spina
bifida who attended a residential special school where there were many
other young people with spina bifida: she wanted to know more because,
as she put it, ‘It is me, and although I haven’t been told, I shouldn’t have
to ask. They should tell you what’s happened and what is going to
happen’.

Knowledge of benefits and allowances

A good deal of research has now been done on the take-up of benefits by
disabled people showing that many do not know all the benefits to which
they are entitled. The teenagers in our study, all of them fifteen years or
older, were quite capable of being taught exactly what they were entitled
to, or which benefits their parents were already receiving on their behalf.
Giving disabled teenagers information of this kind is an important aspect
of their social education and one of the ways in which they can be helped
to acquire a greater sense of autonomy and responsibility for their own
lives, again irrespective of the severity of their handicaps. The young
people were therefore asked a number of questions about allowances
and benefits.

(i) Mobility allowance. This benefit is payable to parents until the child
is sixteen, and from that age to the young people themselves. The
teenagers were asked whether they had heard of the mobility allowance,
and if so, what it was. Just over half of the spina bifida teenagers had
fairly accurate information about this, compared with only 35 per cent
of those with cerebral palsy, probably because knowledge about this
allowance was closely related to severity of handicap. About half of those
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with moderate or severe handicaps had fairly accurate information,
compared with only 13 per cent of the mildly handicapped group. When
asked whether they got the mobility allowance and if they knew how to
claim it, approximately 10 per cent didn’t know whether or not they got
it. Of those who said they received it, just under half of those with cerebral
palsy but less than one-quarter of those with spina bifida, knew how to
claim it. Some teenagers knew how to claim, although not being very
sure what it was: ‘A form for anyone who’s not mobile’ (no idea how to
claim). ‘It’s £5 a week to make sure a child gets what he needs…I went
to the doctor about it but didn’t get it.’ ‘It’s money towards parts of a car
and petrol’ (not sure whether he got it). ‘It’s money which Mum gets
and puts in the bank for me…I’ve no idea what it’s for. You fill in a form
in the Post Office. I just sign it.’

(ii) Knowledge of other benefits and allowances. We next asked whether,
apart from the mobility allowance, they had heard of any ‘allowances or
benefits or help which disabled children or adults are entitled to’, and
obtained a description from them. We then asked if they could suggest
where a disabled person could go to find out what benefits he or she
might be entitled to. Finally, the interviewer asked specifically whether
the young person had heard of the Attendance Allowance, the Non-
contributory Invalidity Pension (NCIP) and the Chronically Sick and
Disabled Persons Act, and if so what these are.

On the basis of the information obtained, the young people were
given a fourfold rating (see Table 2.4) which took into account both
their actual knowledge and whether they mentioned an appropriate way
of obtaining more information, other than from their parents. Since
virtually none of the teenagers had heard either of the NCIP or the
Chronically Sick and Disabled Persons Act, the ratings principally
reflect their knowledge of the Attendance Allowance. Responses
considered as appropriate answers to the question of where to go for
information included a social security office, a social worker, the Post
Office, a doctor, nurse or member of the school staff, a named voluntary
organization, or the Citizens Advice Bureau. What we were really
interested in was not so much the actual choice of place at which to
enquire, but whether the teenager had any idea at all of how to set
about obtaining information for him- or herself, rather than depending
on parents. Many young people were not able to make any suggestions
but said things like: ‘I leave it to my parents’ or ‘haven’t a clue’. Over
45 per cent did not know where to find out more, and less than one-
third of the teenagers were really well informed. Those who knew least
were the mildly handicapped teenagers, but many of those with
moderate or severe handicaps were also poorly informed.

The social education programme in schools is discussed in more detail
in chapter 10, but these findings clearly show that there is still great
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scope for more to be done about teaching young people which benefits
they are entitled to and where they can obtain further information.

The exercise of responsibility and choice

Wall (1968), in his book on adolescence, points out that ‘self-knowledge,
independence, and a sense of responsibility paradoxically can only come
as a result of responsible action and choice, and both depend upon a
genuine autonomy’. In this section we look at some of the ways in which
the disabled young people can and do take on responsibilities and exercise
choice, and compare them with the teenagers in the control group. Areas
investigated included responsibilities in the home, outside the home (i.e.,
part-time jobs), the exercise of choice in such matters as clothes and hair
styles, and freedom of movement outside the home. The amount of
conflict which the exercise of such choices gave rise to was also looked
at, as were parental attempts to encourage responsibility.

(i) Responsibilities in the home

The teenagers were asked various questions about the chores and jobs,
both unpaid and paid, for which they were responsible. First they were
asked in detail about helping at home. Chores were categorized as ‘minor’
or ‘major’ using the definitions derived from the Manchester Scales of
Social Adaptation (Lunzer, 1966). Examples of minor chores included
making the bed, laying the table, and giving assistance with the washing
up. Major chores included helping to prepare or preparing the main meal,
cleaning one’s own room, washing, ironing, housework lasting at least
35 minutes, responsible errands, gardening, child-minding, decorating
and household repairs. The chore had to be done regularly and as a matter
of course, where appropriate at not less than weekly intervals (or in the
holidays in the case of boarders).

According to their replies, the teenagers were placed in one of three
categories: (i) those who did no chores or only one minor or major chore;
(ii) those who did two or more minor chores; (iii) those who did two or
more major chores. The results are given in Table 2.5.

Table 2.4 Teenagers’ knowledge of benefits and how to obtain them



50 DISABILITY IN ADOLESCENCE

There was little difference on this measure between those attending
ordinary or special schools. In general, a much higher proportion of the
control group had responsibilities at home. Among both the handicapped
and non-handicapped, fewer boys than girls did chores. Responsibility
for chores was not closely related to severity of handicap, and in fact
moderately handicapped teenagers reported doing slightly more chores
than those who were mildly handicapped, although the severely
handicapped did few chores.

The mildly and moderately handicapped girls who helped at home
mentioned a wide range of activities including making the beds for all
the family, washing up, cooking or preparing meals, doing the weekend
shopping, helping with the housework, cleaning the family car and going
to the launderette. From what they said they were expected to help in
very much the same ways as were non-handicapped girls. Few severely
handicapped girls did many chores but there were notable exceptions,
such as a severely handicapped spina bifida girl whose mother, a single
parent, had been ill for two weeks and who had been responsible for
running the home apart from cooking. (She had shopped with a
neighbour.) In some cases girls said that they would have liked to help
but ‘Mum won’t let me’, or in one instance that it wasn’t possible to help
as ‘Mum is very tall—everything is built to her height’ (from a spina
bifida girl in a wheelchair), a cerebral-palsied girl who was also
wheelchair-bound but loved domestic tasks: ‘I can’t do any [chores]
really—our flat is too small. I can’t get in the kitchen, it’s only for one
person. But I love cooking. I can make coffee and so on at school, but at
home it’s too high. I like to be independent and do everything for myself.’

The boys, in contrast to the girls, reported doing comparatively little.
Those who had major responsibilities included a moderately handicapped
boy with a single parent who said that in the holidays he gave a lot of
help with housework as his mother was out at work all day, several who
did the washing up on a regular basis, and a severely handicapped boy
who said that in the holidays his jobs were to wash up after breakfast, do
the hoovering, help in the garden and wash the car. In most cases, however,
the boys’ chores were confined to making their own beds and tidying
their rooms, or occasionally washing up.

Table 2.5 Responsibilities for chores according to teenager

* PH=physically handicapped.
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The mothers as well as the teenagers were asked whether the young
people helped at home, and although they were not questioned in such
detail their replies confirmed what the young people themselves had told
us. They were also asked whether they thought the teenager did his or
her ‘fair share of chores’, taking into account the nature and severity of
the disability, or whether they did not expect as much from the young
people as they were capable of.

Over half the mothers thought that their children were not helping
at home as much as they could have done, this being particularly true
of the boys, and the mildly and moderately handicapped. Some
revealing comments were made about the disabled boys, many mothers
blaming themselves for not asking their sons to do as much as they
were capable of: ‘His Dad thinks he’s lazy…I’ve always done too much
for him.’ ‘He loves to help…but he’s no regular job…I probably don’t
ask him as much as I should, but I’ve got a seventeen year old daughter.’
In contrast there were a number of mothers who were very proud of
the help which their sons (some of whom were severely handicapped)
gave at home: ‘He makes his own bed, cleans his room, lays the table,
does baking and housework and often volunteers to clean…he likes to
do things to be helpful’ (mother of severely handicapped cerebral-
palsied boy). ‘He does a lot, cleans his bedroom, washes up every night
for pocket money…more than most boys do’ (mother of moderately
handicapped cerebral-palsied boy).

In the case of the girls there was also a group of mothers who simply
did not ask much of their daughters, particularly those whose children
were only at home in the holidays. ‘No [she doesn’t do much] I feel as
she’s only at home in the holidays she should enjoy herself with her
friends.’ ‘No…she’s on holiday when she’s at home. It would be different
if she was here all the time.’ A number made the point that the fact that
their daughter didn’t do much was not related to her disability: ‘No,
none of the others do either…I just let them do what they feel like doing.’

As in the case of the boys, there were mothers who were proud of
their daughters, several of whom were severely handicapped: ‘She does
everything when she’s at home…she’s an especially good cook, and
very tidy…she does more than her fair share.’ ‘She’s very good in the
house …very domesticated. She enjoys it…she cleans her own room
and takes a pride in it…washes up, and so on…she’s very helpful’
(severely handicapped cerebral-palsied boarder). ‘She loves to help…
keeps her bedroom and the bathroom tidy, tidies the living room, hoovers
the floor on her knees’ (severely handicapped athetoid girl).

(ii) Responsibility outside the home: spare-time jobs

Many teenagers approaching school leaving age try to find spare-time
jobs to do during the week, at weekends, or in the holidays. In the case
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of handicapped young people, having such a job is both an indicator of
a certain level of responsibility and independence, and a great help in
developing feelings of responsibility. The teenagers were therefore asked
(and a check was also made with their parents) whether or not they had
a spare-time job in the term time; when they did this job; how many
hours per week were involved; and how much they were paid. It was
found that 43 per cent of the controls had spare-time jobs (the main ones
being paper rounds and working in shops) compared to 27 per cent of
the physically handicapped (PH) pupils in ordinary schools and only
two (3 per cent) of those in special schools.

The jobs done by the handicapped pupils, most of whom were mildly
disabled, included babysitting, cooking at a nursery, walking dogs for
neighbours, taking parcels to the post office for a political organization,
a paper round, an evening cleaning job, working in a shop, working in a
relative’s firm, working in the father’s pub, helping mechanics at a local
garage, and doing sub-contract work at home. A few other teenagers
mentioned spontaneously that they gave unpaid help, two for example
in their parents’ shops, and one gave regular voluntary help at a club for
mentally handicapped adults. Two girls with spina bifida had had weekend
jobs but had been unable to hold on to these. One ‘got the sack because
she was too slow’, the other, who had had a Saturday job, ‘was
hopeless…[she] left after three weeks because of [her] inability to give
change’.

Nearly half of the controls had had a holiday job, compared with only
about one-fifth of PH pupils in ordinary schools and only 5 per cent of
those in special schools. The handicapped teenagers who did have jobs
usually kept on their term-time job in the holidays, but three had found
different holiday jobs. One typed envelopes after her mother had replied
to an advertisement in the local paper, one helped her parents who were
stallholders, and one had a job in a chemist. Several teenagers in both
groups said that they would very much like holiday jobs and that it ‘wasn’t
for want of trying’ that they hadn’t been able to find one.

(iii) Exercising choice as an aspect of growing up: clothes and
pocket money

For a number of reasons it is very difficult to compare disabled and non-
disabled young people when it comes to the exercise of choice, since the
latter are often so restricted by their handicaps. In matters like the choice
of clothes, however, such comparisons can be made, and the teenagers
were asked whether or not they chose their own clothes.

Nearly three-quarters of the controls chose most of their own clothes
compared with about 60 per cent of the physically handicapped attending
ordinary schools, and only 46 per cent of the special school group. Some
of the latter were of course so severely handicapped that it was difficult



THE ATTAINMENT OF INDEPENDENCE AND RESPONSIBILITY 53

for them to get out to choose clothes. However, on the whole we found
that even the most handicapped teenagers were fashion conscious, with
definite views about the clothes they liked, and we believe this was one
area in which, with more thought, the difference between the groups
need not have been as marked.

The teenagers were also asked whether their parents gave them pocket
money, whether they saved any regularly, and the sort of things they
spent their money on. Because so many of the control group had jobs, a
much larger proportion of this group (39 per cent) said that they did not
get pocket money, compared with the PH pupils in ordinary schools (19
per cent) and those in special schools (15 per cent). Among those who
did get pocket money, the group who tended to save most were those in
special schools—86 per cent of whom saved some of their money
regularly each week, compared with 66 per cent of the PH pupils in
ordinary schools, and only 37 per cent of the controls. This finding
probably means that the PH teenagers, especially those in residential
schools, went out less and so had less opportunity to spend.

(iv) Choice regarding freedom of movement

The young people were asked if they went out in the daytime with friends
of their own age and if so whether their parents always wanted to know
where they were going. The pattern between controls and handicapped
in ordinary schools was very similar, almost half the parents in each case
being very strict about this. A similar figure was given by those in special
schools, but the comparison was hardly fair, since over half never went
out without their parents or another adult. In the evening, 78 per cent of
those in special schools compared with only 14 per cent of the controls
never went out without an adult.

(v) Parent-teenager conflicts in areas involving choice

In order to investigate the extent of parent-teenager disagreements, the
teenagers were asked a number of specific questions about their parents’
responses to choice of clothes and of hair style as well as what their
parents thought of their friends. They were also asked more general
questions about the frequency of disagreements with parents, and about
how strict they perceived their parents to be in comparison to parents of
other teenagers.

Disagreements over clothes and hair style were only minor sources
of friction, as has been found in other studies (e.g., Rutter et al., 1976).
Over one-quarter of the controls reported some friction over clothes,
compared with about 14 per cent of the PH pupils in ordinary or special
schools. When teenagers were asked whether their choice of hair style
was a cause of friction, again the proportion reporting conflict was small,
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and no marked differences appeared between the groups. Also, only
thirteen handicapped teenagers (11 per cent) reported any friction over
choice of friends (in four cases the parent had stopped them from seeing
friends considered undesirable). A higher proportion of control group
teenagers (about one-quarter) reported some parental disapproval of
friends, but only one parent had stopped their child from seeing a friend.

The teenagers were also questioned about the frequency of
disagreements with their parents about matters such as where they went,
what time they came home in the evening, and the time they went to bed,
this latter being a potential source of argument even for severely
handicapped young people. The number of those who had frequent
disagreements (i.e., weekly or more) was very small in all groups, but
the proportion having between one to three disagreements over the last
month did differ, over one-third of the controls having disagreements
this frequently compared with one-fifth of handicapped pupils in ordinary
schools, and only 11 per cent of those in special schools. A much higher
proportion of handicapped pupils than of controls said that they never
disagreed with their parents—over 60 per cent compared with only 36
per cent of the controls. This may reflect not only the fact that there were
fewer potential sources of disagreement (for example, going out in the
evening), but also the fact that many handicapped teenagers were quiet
and lacking in confidence, and many were also probably at an earlier
stage of adolescent development than were the controls.

In the handicapped group, much the most common source of argument
was about going to bed, and in particular about staying up late on
weekdays to watch television. Generally, the parents ‘won’ the argument.
A few of the more mildly handicapped boys had arguments about the
time they came in from playing (usually on the estate) in the evenings.

Overall, however, serious parent-teenager disagreements or
altercations were the exception rather than the rule, and this was confirmed
by the teenagers’ responses to the question of whether they considered
their parents to be more or less strict than parents of other teenagers, or
‘about the same’. Overall, comparing our findings with those from the
Isle of Wight Study (of fourteen and fifteen year olds), as well as with
our own small control group, a much higher proportion of handicapped
young people perceived their parents as less strict than average. However,
handicapped teenagers attending ordinary schools were more likely to
perceive their parents as strict compared with those in special schools
(22 per cent compared with 6 per cent), several being mildly handicapped
young people whose parents were indeed markedly protective towards
them. Typical comments were ‘They don’t just let me go round
anywhere…they keep a strict eye on me’. ‘More strict in some ways,
especially when I was younger…everyone else went cycling…it’s for
my own good…but they don’t shelter me.’ ‘They get worried about me
going out.’ One of the saddest comments, however, was from a very
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personable, moderately handicapped teenager attending a special school
and totally reliant upon his parents for social life, who simply said: ‘I
don’t know many other teenagers or what their families are like.’

(vi) Parental encouragement of the development of responsibility

The parents were specifically asked whether there were any other ways
in which they were ‘trying to build up X’s sense of responsibility’ apart
from those already discussed. The results suggest that, the more severe
the handicap, the more the parents tried to make definite efforts to build
up the teenager’s sense of responsibility—only 15 per cent of those with
mildly handicapped teenagers made definite efforts in this, compared
with 30 per cent of those with severe handicaps. In some cases, those
with mildly handicapped teenagers may have been right in thinking there
was nothing special they needed to do, but in many others their youngsters
clearly needed help of this kind as much as did those who were severely
handicapped. Among those who were not doing anything were some
parents with very severely handicapped teenagers. One mother said, ‘No,
because he can only go so far…he must always be helped’, and another
‘No…there’s not much we can do to make her independent’. In a very
few the attitude was laissez-faire: ‘I haven’t pushed him… I’m leaving it
to him to mature and cope with life.’ Or an admission of over-protection:
‘I know I’ve kept her young because of her problems.’

Those whose answers indicated that they were making rather vague
efforts included a few who said they encouraged responsibility by not
treating their handicapped teenagers as ‘different’ from his or her sibs.
‘I just don’t fuss…he does everything himself…just like the others.’

Others were making efforts in a particular area: ‘Personal hygiene…
she’s beginning to take a pride in her hair.’ ‘I’m trying to get her to write
thank you letters.’ ‘I’ve tried to make her go on a bus with a sister waiting
at the other end.’ Others had more general aims, for instance: ‘I’m trying
to teach him the value of money’, or ‘by talking to her… I’m trying to
get her to start thinking ahead about the future’. One mother of a teenager
whose hand control was poor mentioned letting him drive despite her
anxieties (he did in fact eventually pass his test) and letting him use a
power-drill. Some parents concentrated on encouraging their young
people to go out on their own; one took her wheelchair-bound spina
bifida daughter to the shopping precinct and encouraged her to use the
supermarket on her own. Another, whose daughter also depended on a
wheelchair, had eventually helped her to make the journey to school on
her own, and she also went to the town centre (a new town with
underpasses and comparatively few curbs) in her wheelchair with her
sister. A mother of a wheelchair-bound boy gave him the house key and
sometimes made sure that she arrived home after he did so that he had to
let himself in after being dropped by the school bus. Parents sometimes
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mentioned encouraging the teenager to join a club or to go out to the
local pub. In some cases the emphasis was on encouraging financial
responsibility: ‘I’ve made her buy her own clothes, make-up, records
and so on from the attendance allowance.’ ‘We’ve got him to open an
account at a building society.’ ‘We leave her to handle her own post
office savings account.’ Another way of encouraging responsibility was
to involve the teenager in any family discussions.

Although many parents were making very determined efforts to
encourage responsibility, it was also clear that they often wanted to do
so but felt at a loss to know exactly what they could or should do. As one
parent of a mildly handicapped cerebral-palsied boy put it: ‘It’s because
I’m not sure what to do.’ This whole area is one in which discussions
between parents or school staff starting in the early teens would be of
immense value.

Vocational aspirations

From about fourteen years onwards most teenagers begin to think
seriously about what they will do when they leave school. A number of
questions were put to the teenagers and their parents to find out how
much thought they had given to school leaving, whether they were looking
forward to it, and what their hopes and expectations were. Only fifteen
(13 per cent) of the disabled teenagers had made definite arrangements
for post-school placement at the time of the first interview, mostly in
further education or training, and only three of the controls (8 per cent)
had made definite arrangements, all being for open employment.

The teenagers who did not have anything definite arranged for when
they left school were asked, as were their parents, what they thought it
was most likely that they would do when they left. The results are shown
in Table 2.6. The parents’ expectations closely resembled those of the
teenagers, except that a smaller proportion of those with disabled
teenagers thought they would get a job on leaving school.

The expectations of the controls and the handicapped pupils in ordinary
schools were very similar, with the highest proportion (about 40 per
cent) in each group mentioning a job. Only six teenagers in special schools
(8 per cent) expected this; the majority (67 per cent) thought they would
go on to further education or training, usually in a special college. There
was, however, a marked difference between the spina bifida and cerebral-
palsied teenagers, almost all (89 per cent) of the former expecting to go
on to further education or training, compared with only 46 per cent of
the latter.

The teenagers who did expect to get a job were asked what sort of job
they wanted to do and what their chances were of obtaining this. Most of
the controls and the handicapped teenagers in ordinary schools thought
that their chances of getting their preferred job were very good or fairly
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good (about 68 per cent), but four of the six teenagers in special schools
mentioning jobs said they did not know what their chances were.

On the whole, the young people’s expectations were more realistic
than is often supposed, at least in predicting their short-term future after
leaving school (see Table 7.4, p. 181). However, the percentage expecting
to go to a Day Centre was far below the reality, nor was it clear if those
who expected to go on to further education or training realized that this
would not necessarily result in a job. Most serious of all, however, is that
about twice as many of the handicapped compared with the control group
had no idea what they would do on leaving school, and there was little
difference between those in ordinary and special schools in this respect.

(iii) Attitudes to work or post-school occupation

The teenagers were asked a series of questions to discover what they
considered important about work or a job. They had to rate eight
statements about work as ‘not important’, ‘quite important’, or ‘very
important’. Although the replies of handicapped and non-handicapped
young people showed a broadly similar pattern, there were some
interesting differences. One of these differences related to the social
aspects of work. While all the teenagers thought it very important to
have friendly people to work with, nearly twice as many handicapped
teenagers in special schools (44 per cent, compared with 24 per cent of
those in ordinary schools) thought that it was very important to have a
job where they worked closely with other people. A higher proportion of
the teenagers in special schools (43 per cent compared to 27 per cent)
also thought that it was very important that their work gave them the
opportunity of helping others.

Table 2.6 Teenagers’ expectations about their most likely placement on leaving
school

1 Proportion of parents expecting this was 24 per cent
2 Only two parents expected this (3 per cent)
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When it came to the nature of the job, about three-quarters of teenagers
in special schools expressed a preference for jobs which involved using
their hands, compared to only half the disabled teenagers in ordinary
schools and just over half the controls. A smaller proportion of the
handicapped than of the control group preferred jobs which would involve
‘using your head and which needs concentration’. A somewhat higher
proportion of handicapped than of control group pupils (52 per cent
compared with 39 per cent) considered it very important that their job
was well paid.

The main difference between the groups concerned the location of
the job. A substantial proportion (40 per cent) in special schools said
that it was very important that their work was near home, compared with
only 16 per cent of the handicapped in ordinary schools and of the
controls. This difference probably reflects both their greater physical
dependence on their parents and their lack of self-confidence.

Summary

The majority of teenagers, regardless of their degree of handicap, were
perceived by their parents as striving for independence. The differences
in self-help skills noted were based partly on the type of disability—the
cerebral-palsied group could manage more activities which required
reasonable standing skills, while the spina bifida group did more of those
activities requiring reasonable hand function. However, there was overall
a high degree of dependency in many of the basic skills, and in many
cases it was apparent that the teenager could (and wanted to) be more
independent than his or her parents allowed, though in some cases lack
of independence was directly related to the physical conditions of the
home. There is no doubt that more could be done to help the young
people achieve independence if parents were helped to realize what their
children were capable of from an early age, and if suitable adaptations
were provided within the home. Incontinence management in particular
was an area where parents needed help in allowing their teenagers to
become more independent, and where unnecessary restrictions were
placed on both parent and child as a result of his or her lack of skills in
this respect. The severely handicapped teenagers, in particular, felt that
their parents did too much for them, but parents would certainly need
guidance in helping these teenagers to do more, because they would
obviously be concerned in case the teenager came to any harm and
therefore quite naturally would be inclined to be very protective.

One of the most striking facts revealed by this investigation was the
very poor level of knowledge the teenagers had about their handicaps,
especially among the cerebral-palsied group, 60 per cent of whom did
not even know the name of their condition and had very little or inaccurate
information about it. When asked about their sources of information,
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over half gave their parents as the main source and between 40–50 per
cent had never spoken to a medically trained person about their condition.
The majority wanted to know more and it is, of course, their basic right
to have this knowledge. The findings suggest that not nearly enough is
done by schools and hospitals to ensure that the young people are given
appropriate information about the nature and cause of their handicaps.

Information on benefits and allowances was also rather scanty, with
the exception of the mobility and attendance allowances which were
known to about 40 per cent of those with cerebral palsy and 60 per cent
of those with spina bifida. Furthermore, only about half the group had
any idea how to find out more information about what they were entitled
to. Again this kind of knowledge is crucial if handicapped people are to
feel any degree of autonomy or independence.

In terms of helping in the home, and the exercise of choice over such
things as clothes, there was great variability among the handicapped
youngsters, but on the whole they were more accepting of their parents’
standards than were the non-handicapped teenagers. What gives cause
for optimism is the fact that quite severely handicapped young people
did manage to do a lot for themselves and contribute to the running of
the household when they were allowed to do so. One had the impression
of much undeveloped potential in this area, and again it was apparent
that parents badly needed advice. They were very unsure about what
they should expect of their teenagers, and although a substantial
proportion were fully aware of the importance to the young person of
feeling that he was a contributing member of the household, many were
quite oblivious to the young people’s needs in this respect, or that to
allow them to do more would increase their self-confidence and self-
respect.
 



3

Social life: friendships

and the use of leisure

 
This chapter will look at friendships and the use of leisure among the
young people in our study to discover to what extent the pattern of
friendships and leisure activities is affected by the fact of handicap. Since
most of the disabled young people in this study were too severely
handicapped to be able to get a job in open employment, as we shall
show in chapter 7, it is most important to consider how well prepared
they appeared to be for an adult life where most of their satisfactions
would have to come from things other than work, or at best from unpaid
activities.

There is little theoretical work on the sociology of leisure which, as
Parker (1975) points out, has been a very neglected field. He makes a
number of points, however, which are very relevant to the consideration
of leisure activities among the handicapped. First, he suggests that the
main reason why leisure has not been considered as a suitable area for
study is that it has tended to be regarded
 

as part of the superstructure rather than the base of society [since]
cultural norms…socialize us into the belief that work is good and
idleness reprehensible. So the long-term unemployed…who ought to
be able to adjust to a life of total leisure, in fact mostly find this
extremely difficult. They cannot envisage leisure as an autonomous
sphere of activity which can be enjoyed for its own sake. Instead they—
and most others—see leisure as a marginal period of recreational time,
which can be legitimately enjoyed only in conjunction with the
experience of work.

 
Since so many of the handicapped will be permanently unemployed in the
sense of never having a paid job in the open market, it is likely that given
this cultural norm they will find their situation difficult to accept. Without
considerable help in reorientating their value-judgements, they are likely
to view themselves as failures because they are not working, and will find
it difficult to achieve a constructive use of their time which will at least
give them some personal satisfaction and, if possible, a sense of dignity
and personal worth. In fact, as Parker points out, ‘There is plenty of evidence
that large sections of the population are only instrumentally committed to
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their work roles and that it is in their leisure lives that they feel they are
expressing their real personalities.’ Furthermore, leisure activities for many
people compensate for what is lacking at work, even for those whose jobs
give some satisfaction (see Mott, 1973).

In addition many people spend much of their unpaid time in activities
such as politics, or community or voluntary work, which others do for a
living, and they may gain at least as much satisfaction from these pursuits
as they do from their paid work. For this reason it is inappropriate to
class some activities as entirely work or entirely leisure (Young and
Wilmott, 1973). Consequently, the distinction between ‘work’ and
‘leisure’ activities is not entirely clear-cut in our society, and many people
face problems similar to those of the handicapped in that they have to
gain their sense of dignity and personal worth mainly, if not wholly,
from unpaid activities usually described as leisure activities. Those with
jobs are more advantaged, of course, than the permanently unemployed,
in that they are at least fulfilling the cultural stereotype of what constitutes
basic dignity by earning their own living, even if in a way which is not
wholly satisfying, emotionally or intellectually. Even the retired have
the advantage of feeling that the pension they receive has been ‘earned’,
by years of work and contributions paid into a pension fund. However, it
is apparent that the realization that unpaid activities can be just as
personally satisfying and as constructive (in the sense of making a
contribution to the community) as paid activities can make all the
difference to whether an individual can face the prospect of permanent
unemployment, through age or disability, without feelings of inferiority.

Another theme which will frequently occur throughout this chapter is
the social isolation experienced by many of the handicapped young
people. Although it is about a completely different age group, Townsend’s
The Social Minority (1973) makes some very useful points about social
isolation among the elderly which apply equally to the handicapped of
any age. He points out that the concept of ‘social isolation’ can be applied
in many senses, to individuals who cannot properly communicate their
feelings; to members of a group which is not integrated into the
community as a whole (even if the members have a great deal of mutual
contact); or to individuals who have few relationships and activities
compared with others in society, in particular their peers. Handicapped
young people may experience isolation in any or all of these senses.

Townsend points out that while we can measure objectively the ‘extent
to which an individual interacts with society…how he feels is another
matter’, though it is just as important to assess this since some people
are distressed by relatively mild degrees of isolation while others appear
genuinely to enjoy a great deal of solitude. Townsend uses ‘social
isolation’ in the objective sense (that is, the frequency of social contacts)
and defines ‘loneliness’ subjectively as ‘an unwelcome feeling of lack
or loss of companionship which is not necessarily coincident with social
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isolation’. Indeed he found that ‘over two-fifths of isolated persons living
alone…maintained they were never lonely’, while ‘of those who were
often lonely…one-fifth were living with spouses and one-third with
children’. Loneliness, therefore, ‘cannot be regarded as the single direct
result of social circumstances, but is rather an individual response to an
external situation to which other…people may react quite differently’.

Townsend also makes the distinction between familial and extra-
familial participation in social life. For the elderly it is the former which
appears to be most important, but for the young people in our study it is
more likely to be the amount of extra-familial social contact which will
determine whether or not the young person experiences loneliness (except
in those cases where family relationships are very strained, which is itself
likely to result in increased feelings of loneliness).

Looking at the correlates of social isolation in the elderly, Townsend
found that one of the main variables was infirmity. ‘With increasing
incapacity far fewer people reported going out for a walk, shopping or
meeting friends’, although more frequent visits from others did
compensate to some extent. He noted that ‘even watching TV decreased
among the incapacitated’. Feelings of loneliness were also likely to be
increased by infirmity even if objectively the number of social contacts
was relatively high. ‘People with moderate or severe handicap were more
likely to say that they were often alone than those with little or no
incapacity’, regardless of objective ratings of social isolation.

For the old people, what seemed to be more important than the actual
number of contacts was the difference both in ability to get about and in
the number of social contacts relative to an individual’s earlier experience.
Those who were recently widowed, for example, often felt far more
isolated, even if they were living with a daughter, than did old people
living quite alone but who had done so all their lives. Social isolation in
comparison with their peer group did not appear to be so important for
this age group therefore, but with younger people the difference between
themselves and their peers is likely to be of overwhelming importance.

Of course, many handicapped young people have little or no
experience of the real facts of the social life led by the non-handicapped
because they have so little contact with able-bodied peers. For many this
may be a protection against feelings of extreme loneliness, but in some
respects, for example in relation to anxieties about feeling unattractive
to members of the opposite sex, the young people’s ignorance of the fact
that many of their fears are similar to those of non-handicapped teenagers
serves only to enhance their feelings of isolation and difference.

Studies of non-handicapped teenagers

Several surveys exist which can be used to establish how non-handicapped
young people spend their leisure time, how frequent are their peer
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contacts, and how common their experience of feeling lonely. Two which
involve large representative samples are the National Child Development
Survey (NCDS) of sixteen year olds and the Isle of Wight Study of
fourteen year olds (Rutter, 1979). Both confirm that in the mid-teens the
amount of peer contact outside school hours is very high, both in terms
of the number of times peers are seen and in the number of different
friends seen in one week. In the Isle of Wight Study less than 10 per cent
of teenagers were said by their parents to have had no peer contact within
the previous week, while over half had had three or more contacts. Over
40 per cent had seen four or more friends during the week according to
the teenagers’ own report. Membership of a gang was not very common
(less than 30 per cent claimed to be definitely a member) although almost
half were members of a club and a quarter had been to a club at least
twice in the previous week. Over 70 per cent claimed to have a special
friend (usually one of the same sex) and three-quarters were on regular
visiting terms with these friends. At this age few teenagers went out
regularly with their parents; over one-third never went out with them at
all, and only 10 per cent as often as once a week.

In terms of use of leisure time, the National Child Development Survey
found that watching television was very common (confirming Parker’s
(1975) suggestion that this is ‘the leisure pursuit which occupies more
time of more people than any other’) but so was reading, since nearly 30
per cent said that they read ‘often’ and less than one-quarter read only
‘rarely’. In the Isle of Wight Study nearly half the teenagers had read at
least two books during the previous month. Going to the cinema was
another common activity, nearly half having been at least once in the
previous month, and a quarter had been two or more times. Playing
outdoor games was also popular, nearly 40 per cent of the teenagers in
the NCDS playing ‘often’ and over one-third playing ‘sometimes’. As
one might expect, with this great flurry of activity, very few young people
said that they felt lonely ‘often’ (about 6 per cent, a very similar figure
being given also by the parents), while nearly 60 per cent said that they
never felt lonely.

Studies of handicapped young people

There are relatively few studies of how handicapped young people spend
their time. Stephen Dorner’s papers (1976, 1977) on teenagers with spina
bifida, and Brian Rowe’s (1973) study of young people (aged 18–35)
with cerebral palsy being two which should be mentioned. Both show a
very high level of social isolation among the handicapped. In Rowe’s
study nearly 20 per cent had never been outside the house at all, except
to go to their work centre, during the preceding two weeks, while less
than 40 per cent had been out five or more times. Over 60 per cent said
that they’d like to go out more often, and cited difficulties with transport
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and lack of accessibility of places of entertainment as being reasons why
outings were so infrequent. Those who could drive were very emphatic
about the difference this had made to them. Being self-conscious about
their disability did not appear to be a problem to the majority of those
questioned, only 12 per cent saying that they felt people stared at them
and that this bothered them. However, over one-third said that this used
to bother them, especially during their early teens, until they gained the
confidence to ignore other people’s reactions. Watching television and
listening to the radio or to records were the most common leisure activities
named. Reading was not so popular, nearly one-quarter saying that they
actually found reading difficult. However, nearly half did something as
a ‘hobby’ (though this included listening to records, a very passive
activity).

In Dorner’s study, while nearly all the young people had friends at
school or college, friendships outside school were very limited indeed,
especially for those who were in special schools or colleges, over half of
whom saw no friends at all in the evenings or weekends or out of term-
time. Social isolation in his study related closely to locomotor disability,
and virtually all those with definite mobility problems were judged to be
socially isolated. Loneliness as such was not asked about, but feelings of
misery and depression were found to be closely related—at least in girls—
to social isolation.

The teenagers in our survey were asked about a wide range of activities
to discover how they spent their leisure time, and how much contact they
had with their friends, as well as questions to them and their parents
about their feelings of loneliness or how they thought their social life
compared with that of other young people.

Interests, hobbies, leisure-time activities

(i) Home activities

As one might expect from the studies previously mentioned, watching
television was a very common pastime for most of the young people in
the study. However, whereas less than half the control teenagers watched
four or more nights a week, far more of the handicapped young people
watched it frequently (see Table 3.1), indeed nearly 60 per cent of those
in special schools watched six or seven evenings each week. The
handicapped teenagers, particularly those who were severely
handicapped, thought that they watched television more than other
members of their family.

Listening to music was also a very common activity—over 90 per
cent of all teenagers said that they enjoyed doing this often, but the
handicapped teenagers were more likely to have their own radio or record
player than were the controls (81 per cent compared with 70 per cent for
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radios, and 50 per cent compared with 39 per cent for record players),
which perhaps indicates that they listened to music more often. Playing
indoor games at home (mainly board games and cards) was also a frequent
leisure-time pursuit for all the teenagers.

However, reading was much less common among the handicapped,
only 57 per cent of those in special schools having read at least one book
in the last month, compared with 77 per cent of the control group (see
Table 3.1). The difference between the groups was even greater when
considering reading newspapers—70 per cent of the control teenagers
said they read papers regularly compared with only 30 per cent of those
in special schools. No doubt this is due in part to differences in reading
skills, since many of the cerebral-palsied young people, in particular,
would have perceptional difficulties, and generally there were more young
people of below average ability among the handicapped group whose
reading might not have been fluent. However, there are now many books
of a suitable interest level for teenagers but requiring relatively slight
reading skills which the young people did not appear to know about,
while reading newspapers is at least partly dependent upon how much
one is encouraged to do this by family and school, since the reading
skills required for most of the ‘dailies’ are of a fairly low level.

Reading papers and keeping abreast with what is going on in society
at any one time, even if this is mainly at the gossip level of news, is
important so that one can participate in conversation with others and
contribute to general discussions. Having few topics of conversation will
greatly inhibit the ability to make casual social contact, and will make
the handicapped person seem less interesting to talk to.

Watching sport is also an important activity for facilitating social
intercourse, particularly for boys, since knowledge of sport is the common
coinage of much casual conversation. The proportion of handicapped
boys who watched sport in some form was very similar to that of the
controls. However, far fewer of the handicapped boys, especially those

Table 3.1 Home activities (%)
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with severe disabilities, watched live sport, although most sports stadia
do have limited facilities for wheelchairs. Among girls the number
watching sport in all groups was very low.

(ii) Playing an instrument

Despite the fact that most teenagers said they were interested in music
and enjoyed listening to it, relatively few played a musical instrument,
particularly the controls (less than 10 per cent compared with nearly
one-third of the handicapped teenagers). However, none of the teenagers
said that they played or sang in a group, so it did not appear that this skill
was being used to make contact with others with a like interest, or to
facilitate communication with the able-bodied.

(iii) Indoor and outdoor sports

Swimming. The majority of control teenagers and those in special schools
were learning to swim or could already swim, but nearly 40 per cent of
the handicapped in ordinary schools could not swim at all. In special
schools, of course, the children are encouraged to swim because this is
seen as a therapeutic exercise and there are specialist teachers available.
It seems unfortunate that the handicapped in ordinary schools do not
benefit as readily from this activity. In fact, this was one of the few
activities which more of the severely handicapped were taking part in,
compared with those with mild handicaps. The handicapped in ordinary
schools went swimming from school far less often than those in special
schools (over 70 per cent never went, compared with less than 40 per
cent). It is interesting to note in relation to swimming outside school,
however, that over 40 per cent of the handicapped never went, compared
with only 10 per cent of the controls. (Over three-quarters of the spina
bifida young people never swam outside school.) No doubt this is largely
a reflection of the lack of special swimming clubs for the disabled, and
the difficulties for the disabled in using unadapted facilities, especially
for those who are incontinent. But unless the habit of going swimming
from home is established in the pre-teen years, before the young people
become too embarrassed by their exposed bodies, they are unlikely to
continue with this form of exercise once they have left school and this
does seem a great pity, since not only is this good exercise, but being a
member of a swimming club also provides an opportunity for social
intercourse.

Playing outdoor games and sport. A very similar pattern exists in relation
to outdoor sports. While about three-quarters of the young people in
special schools and of the controls played outdoor sport in school, only
about half of the handicapped in ordinary schools did so. Presumably,
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many of the mildly handicapped do not wish to participate because they
are unable to compete on equal terms, while no facilities are available
for the more handicapped to do so. However, very few of the handicapped
from special schools (only about one-quarter) played outdoor games
outside school compared with nearly 70 per cent of the controls. Again,
this is a reflection of the poor sports facilities available for the
handicapped, but it does suggest that, once they have left school, very
few of the handicapped are likely to continue with outdoor sports or use
this interest as a means of making friends.

Indoor games and sports. Special schools seem to offer a better
programme of indoor sports to their students than do ordinary schools,
and over 80 per cent of the handicapped in special schools participated
in these, compared with only 46 per cent of the handicapped in ordinary
schools and 55 per cent of the controls. Once again, very few of the
handicapped teenagers appeared to pursue these as an interest outside
school.

(iv) Other interests and hobbies

About one-quarter of the controls and 20 per cent of the handicapped
teenagers mentioned another interest, apart from those already discussed,
which occupied at least one evening a week, while a further 20 per cent
in both groups did something less frequently than once a week. These
included making mobiles, fishing, riding and tinkering with a bike,
crochet, etc. Again, very few of the handicapped were using their interest
directly as a way of making friends, although the fact that they had a
hobby would mean they had something more to talk about.

(v) Going to cinema, discos, parties

When the teenagers were asked if they ever went to the cinema or theatre,
a much higher proportion of the handicapped than of the controls never
did so with friends, though some went with their parents. Of course their
mobility problems and difficulties of access would make it harder for
them to do this without an adult companion. Twice as many of the control
teenagers had been to dances or discos in the last month as had the
handicapped teenagers (33 per cent compared with 16 per cent). Going
to parties was also a much more common activity for the controls, over
two-thirds of whom had been to a party in the last year compared with
less than half of the handicapped young people. Most of the parties
attended by the handicapped teenagers were mainly for adults or were
supervised teenage parties, and less than one-quarter were unsupervised
teenage parties, in contrast with the controls, over two-thirds of whom
usually attended unsupervised teenage parties.
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Friendships

(i) Number of friends

When asked to name their friends at school all but five handicapped
teenagers were able to name at least one (see Table 3.2). This is a similar
result to Dorner’s, who also found that very few of the spina bifida
teenagers he interviewed had no friends at school. However, rather more
of the teenagers in ordinary schools, compared with those in special
schools, named two or more friends. This must be due in part to the fact
that special schools are very small, and cover a wide range of handicaps
and spread of ability within each age group, and that in consequence the
choice available of suitable friends is somewhat restricted. However,
opportunities to develop close friendships are more limited for the
handicapped than the able-bodied, and this must also be an important
factor.

Of the five handicapped teenagers without friends at school, three
had severe speech defects, which was thought to be the main reason for
the lack of friends, and the speech difficulties of two of these were
compounded by language problems, one being from an Urdu-speaking
and the other from a Spanish-speaking home. The fourth was a severely
handicapped boy of quite low ability who had spent most of the previous
year in hospital. He attended a very small special school (there were
only four children in his class) and his mother felt that there were no
suitable companions at school within his age range. The fifth was a
moderately handicapped boy with many emotional problems, who had
difficulties in his relationship with his parents and his rather odd manner
at school made him a butt for teasing. He found it difficult to talk to
other boys and his mother said, ‘I’ve never met a boy his age who wants
to make contact with him’.

When the teenagers were asked if they had any friends who were not
at their school, a substantial proportion said that they did not, the figures
from all three groups being quite similar (30 per cent of controls, 41 per

Table 3.2 Teenagers’ report of friends at school
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cent of the handicapped in ordinary schools, and 40 per cent of the
handicapped in special schools). The pattern of friendship in relation to
the opposite sex was very similar, although more of the controls reported
having an opposite sex friend (18 per cent, compared with 8 per cent of
handicapped pupils in ordinary schools and 6 per cent of those in special
schools).

(ii) Whether teenager has handicapped friends

The teenagers were asked whether or not their friends were handicapped,
and their replies are shown in Table 3.3. More of the controls than of the
handicapped teenagers in ordinary schools said that they had a
handicapped friend, which is probably the result of the way in which the
controls were selected, since they all come from the same class or tutor
group as the physically handicapped teenagers (and sometimes the friend
of a handicapped pupil was chosen by the school to be the control).
Perhaps more significant is the fact that nearly sixty of those in special
schools had mainly handicapped friends, and only 5 per cent said that
none was handicapped, compared with over 90 per cent for the
handicapped in ordinary schools. Having all or mostly handicapped
friends can obviously have advantages in terms of feeling that they can
understand and share in personal experiences, especially since about half
of these friends had the same handicap as the survey child. However, it
also has serious disadvantages in that it makes seeing friends outside
school hours more difficult, and restricts the teenager’s range of activities
and opportunities for mixing with the able-bodied.

(iii) Teachers’ perception of peer relationships in school

As part of the Rutter questionnaire, teachers were asked whether the
survey children were ‘not much liked by other children’, or if they tended
to be solitary. The results in Table 3.4 show that while there were very

Table 3.3 Whether teenager has handicapped friends
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few children in any group who were said to be definitely disliked, a
higher percentage of handicapped than of control children were thought
to be ‘somewhat disliked’; over one-third of the handicapped children in
ordinary schools fell into this category compared with only 6 per cent of
the controls, while the equivalent figure for the children in special schools
was 18 per cent. Many handicapped children were said to be solitary to
some extent; this applied to nearly three-quarters of the handicapped
children in ordinary schools, compared with less than one-quarter of
controls, and almost half of those in special schools (see Table 3.4).

It must be remembered, of course, that there is some difficulty in
making a direct comparison of the teachers’ judgements for children in
ordinary and special schools since they were likely to be using different
standards of comparison resulting from the differences between the two
types of school. Nevertheless, the results indicate that many more of the
handicapped children were seen by the teachers as having difficulties in
peer relationships. The fact that more of the handicapped in ordinary
schools were perceived to have problems compared with those in special
schools, however, is at least as likely to be attributable to differences in
the standard of comparison used as to real differences between the two
populations.

(iv) Teasing

Teenagers were asked about teasing in school since this might also reflect
popularity or difficulties in peer relationships. The most striking fact
was the very similar proportions who reported teasing from each group
(about 40 per cent). However, while among the controls and those in
special schools the majority of those teased thought that this was ‘no
more than for other children’, the handicapped children in ordinary

Table 3.4 Teachers’ ratings of popularity and solitariness
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schools were much more likely to see themselves as being teased more
frequently than their peers (30 per cent compared with 12 per cent of
controls and handicapped in special schools). Since the overall
proportions reporting teasing are so similar, this may indicate a difference
in the perceptions of those children rather than any real difference in the
amount of teasing aimed at them. Also, while teasing did cause distress,
as the following quotations show, it should be remembered that in spite
of the teasing these children still preferred to be in ordinary schools.

In the ordinary schools the teasing given to the handicapped pupils
was frequently to do with an awkward gait, and more commonly came
from children in other classes, particularly those new to the school. One
boy said, ‘It’s about my gait,…they imitate me. Sometimes I just ignore
it and sometimes I make sarcastic remarks, depending on my mood.’
Another said, ‘I’m teased about the way I walk,…by the first and second
years. I take no notice…I’m more annoyed if it’s the big kids than the
little ones, as they should know better.’ One boy with a mild hemiplegia,
who was reluctant to admit to being handicapped, eventually admitted
to being teased ‘because I’m lazy…in a sense of walking. I’m sometimes
called “bionic dread” by my friends.’

What is often not realized is that a good deal of bullying and teasing
also goes on in special schools. One cerebral-palsied girl reported having
been beaten up by a ‘gang’ in her day PH school. Another who was
unhappy at school said, ‘I get tormented more than anything.’ She
described how the other pupils, who were always ‘having a go at me
because I’m too slow’, took her radio and put it on a shelf out of her
reach (she is wheelchair-bound). A hemiplegic boy in a day PH school
said that he was ‘always getting bullied around and kicked…if I say
something to them they don’t like…they’re jealous I think, probably
because I can walk and they can’t’. In fact this boy seemed to provoke
the other children, perhaps because his reaction was to fly into a rage.
One teenager who was very unhappy at his residential school said that
another boy ‘knows he can beat me up and get me to do what he wants’.
This happened three or four times a term, and he didn’t dare tell the
staff. ‘He pulls my bed to bits…takes my things, for instance my radio,
and keeps it locked in his case.’

Overall, there was no strong evidence that handicapped teenagers in
special or in ordinary schools attracted a great deal more teasing than
did non-handicapped children. The difference was that for the disabled
teenagers in ordinary schools the focus of the teasing was likely to be
the handicap itself, although, as with the control children, for special
school pupils it was probably the child’s own personality which attracted
the teasing most often rather than any physical oddity. There is also a
suggestion in this data that the handicapped children in ordinary schools
were more sensitive to teasing and more likely to see it as being caused
by their handicap.
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(iv) Parents’ perception of peer relationships

When parents were asked how well their child got on with their peers,
about 40 per cent of the handicapped teenagers were said to have
difficulties, compared with only 9 per cent of the controls, although the
majority of problems were said to be mild or moderate rather than severe
(see Table 3.5). There was very little difference between those in ordinary
and special schools in the proportion said to have difficulties, and neither
severity of handicap nor incontinence appeared to be important.

In general the problems described by the parents were remarkably
similar. Only a few mentioned anti-social conduct and by far the majority
described their child as withdrawn, shy or self-conscious, making comments
such as ‘he doesn’t mix with other boys’, ‘She’s always been solitary’,
‘Quite a loner’, or ‘She always sits in the background, doesn’t push herself
forward’, ‘She’s shy because of being handicapped, especially with new
people and boys outside school’, ‘She thinks she doesn’t have things to
say’. When asked if their child preferred solitude to company, only 6 per
cent of controls, compared with 17 per cent of the handicapped in ordinary
schools and 14 per cent of those in special schools, were said to prefer
solitude. Although more of the handicapped than of the controls appeared
to their parents to enjoy solitude, the majority actually would have preferred
company and wanted to have friendships.

Of the five teenagers who had severe difficulties, three had problems
of various kinds with family relationships, while another was in a school
for the maladjusted because she had many emotional difficulties. The
fifth was a girl in an ordinary school, described by her mother as being
very withdrawn and lacking in self-confidence.

The parents’ judgements confirm those of the teachers, therefore, and
taken together they imply that many handicapped teenagers were too
introverted and withdrawn to be able to relate easily to other people, and
that their shyness and lack of self-assertion made them appear to adults
to be both isolated and not very attractive to other young people as friends.

Table 3.5 Parents’ report of how well teenager gets on with peers
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(vi) Seeing friends outside school hours

To get a measure of social isolation, questions were asked of both parents
and teenagers about how many friends were seen outside school hours
and how frequently this happened. Table 3.6 shows the number of friends
the teenagers had who were seen outside school hours. Figures from the
Isle of Wight Study of fourteen year olds are also given for comparison
(Rutter, 1979).  

These results show a very striking difference between the controls and
the handicapped teenagers, in that less than 10 per cent of the former were
said to see no friends outside school compared with nearly one-third of
the handicapped in ordinary schools and over 60 per cent of those in special
schools. By contrast, nearly 80 per cent of the control group saw two or
more friends outside school, whereas this was true for less than one-quarter
of the handicapped in special schools and only half of those in ordinary
schools. Taking these figures in the context of the earlier findings, that less
than 20 per cent of handicapped teenagers were thought by parents to be
solitary from choice, these results indicate a very serious problem of social
isolation for the handicapped, especially those in special schools.

The teenagers themselves were asked if they had seen any of their
school friends within the last week (for at least 5 or 10 minutes) and how
often they had met. The results are shown in Table 3.7, and indicate that
despite the fact that nearly all the young people had at least one school
friend, over 80 per cent of those in special schools had not seen their
friends outside school hours during the previous week, compared with
only one-quarter of the controls. The handicapped in ordinary schools
were in a much better position than were those in special schools, but
were still very isolated in comparison with the control group. In range of
contacts also, substantial differences appeared between the groups. Over
one-third of the controls had seen two or three different friends in the
last week, compared with only 14 per cent of the handicapped in ordinary
schools and a mere 2 per cent of those in special schools.

Table 3.6 Friends teenager sees—parents’ report
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Parents were asked how often their son or daughter had been out with
friends of their own age in the last week (or a typical week in the holidays
for those in residential school). Their reports confirm the picture which
the young people painted: nearly three-quarters of those in special schools
had not been out at all during the week, compared with 43 per cent of the
handicapped in ordinary schools, and less than 20 per cent of the controls,
most of whom went out with friends several times each week.

Since virtually all the teenagers claimed to have friends within school
it is surprising that such a high proportion never saw them outside school
hours. A major determining factor was the mobility of the teenagers
themselves, as Table 3.8 shows, since two-thirds of those with severe
problems saw no friends outside school compared with just over half of
those with moderate difficulties and 40 per cent of those with a mild
locomotor handicap. By the same token most of the teenagers in special
schools had friends who themselves had mobility problems. These results
confirm Dorner’s (1975) finding that mobility is an important factor in
social isolation.

However, an additional factor must have been that many more of the
friends of special school pupils lived far away. Nearly three-quarters of
the controls and about half of the handicapped in ordinary schools had
friends who lived within walking distance, but this was true for only
one-quarter of those in special schools. None of the teenagers attending
ordinary schools had friends living more than an hour’s distance, whereas

Table 3.8 Parents’ report of friends seen by mobility

* Twenty-eight residential placements excluded.

Table 3.7 Number of times the teenager has seen a school friend in the last week
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over one-quarter of those in special schools did, especially those who
were attending residential schools. This lack of opportunity to see friends
regularly without adult supervision must reduce the likelihood of close
friendships developing, and contribute to the isolation and general
immaturity of the young people.

(v) Visiting friends

For the same kinds of reasons, visits between friends’ homes were far
less common among the handicapped. While only one control visited
his friends’ homes ‘never or rarely’, this was true for nearly one-quarter
of the handicapped in ordinary schools and over half of those in special
schools. Mobility was a major factor, since over 40 per cent of those
with a mild or moderate handicap had made a visit in the last month,
compared with only 13 per cent of those with a severe locomotor
handicap. However, this is not the whole story, since nearly one-third of
those with a mild locomotor handicap never paid any visits and a further
one-third had not done so in the last month. Similar results were obtained
for visits to the teenagers by their friends. Distance and ability to use
public transport must be important variables which act to the advantage
of the non-disabled and those in ordinary schools. But once again,
problems of handicap and distance do not account for all the differences
observed, since all the handicapped in ordinary schools had friends who
were not themselves handicapped, and there is no reason why they could
not have been visited as commonly as were the controls.

(vi) Peer contact in the holidays

Since the handicapped teenagers, especially those in special schools,
see their friends outside school quite infrequently, the implication is
that during the holidays there will be quite serious social isolation, so
we asked the teenagers how often they usually met their friends, apart
from attendance at clubs, during the school holidays. The results are
shown in Table 3.9. This gives further confirmation of the previous

Table 3.9 Meeting friends in the school holidays



76 DISABILITY IN ADOLESCENCE

findings on social isolation. While only one control met friends less
often than once a week, over 60 per cent of the handicapped in special
schools, and nearly one-quarter of those in ordinary schools rarely saw
friends during the holidays. Once again, overall, severity of handicap
and degree of locomotor handicap were important correlates of visits,
but this does not fully account for the findings, since those with a mild
locomotor handicap were still visiting far less often than were the
controls. Handicap in itself cannot account for why nearly one-quarter
of those in ordinary schools saw friends so infrequently, although they
all had school friends who were not themselves handicapped. In fact,
many of the handicapped from ordinary or special schools appeared to
spend most of the school holidays sitting indoors. Only just over one-
third went out daily (compared with nearly 70 per cent of the controls),
and about one-third were at home three or more days a week (see Table
3.10), and 10 per cent of those in special schools appeared never to go
out at all, or at most only once a week.

Special friend. Closeness of relationships is more important in many
ways than having a large number of more shallow contacts. Especially
during the school holidays, what may be important is not the number of
times friends are seen but the depth of any friendship and the fact that
the teenager has a close confidant of his or her own age. Teenagers were
asked if they had any special friend—someone that they especially
enjoyed going out with or whom they confided in. These results are shown
in Table 3.11 and indicate that twice as many handicapped youngsters as

Table 3.10 How often teenager is at home in summer holidays (%)

Table 3.11 Whether teenager has a special friend—teenager’s report
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controls, whether in ordinary or special schools, had no close friends.
This is something that cannot be explained in terms of handicap per se,
although all the findings quoted so far suggest that many of the
handicapped were withdrawn, self-conscious and non-assertive, and for
these reasons perhaps found it more difficult to make close relationships
than their non-handicapped peers. Also, the fact of infrequent contact
with friends no doubt tended to keep relationships at a rather superficial
level, compared with the control teenagers who had the opportunity to
see their friends often and so develop a deeper understanding of each
other. This is particularly true for those in special schools, over three-
quarters of whom had a close friend who was also handicapped, which
greatly affected how often they could meet. Half never saw their friend
at all in the holidays, and only 14 per cent saw them as often as four
times a week, in contrast to the controls and the handicapped teenagers
in ordinary schools, about half of whom saw their close friends at least
four times a week. These findings suggest that the significance of a
‘special friend’ was quite different for the teenagers in special schools
who just did not have the opportunity to develop those close ties and
loyalties which give one the confidence to trust and confide in another.

Teenagers were also asked if they went out with a group of friends,
since this is quite a common pattern for some young people and may be
a substitute for having a special friend. Among the control group, nearly
one-third reported that they went out regularly in a group, whereas this
was true for only 8 per cent of the handicapped in ordinary schools and
for 5 per cent of those in special schools. There is no evidence here
therefore that the handicapped teenagers went out in groups more
commonly as an alternative to having a special friend.

Clubs. Information gathered about membership of clubs suggested that
the handicapped were making more use of these as a source of social
interaction than were the able-bodied youngsters. As can be seen from
Table 3.12, the pattern of club membership was very similar for the
controls and the handicapped pupils in ordinary schools, nearly half of
whom belonged to at least one club. In contrast, nearly three-quarters of

Table 3.12 Club membership by type of school (%)
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those in special schools belonged to clubs, and a rather higher proportion
were in more than one club than with the other two groups.

However, it appeared that many more of those in special schools
attended clubs attached to their schools than did those in ordinary schools,
and a much smaller proportion belonged to clubs close to home, where
they would be likely to meet with and make friends with neighbouring
teenagers. In clubs attached to school, the majority of members would
be schoolmates so that the club would not be a source of new friends.
Furthermore, over one-quarter of the special school pupils attended clubs
which only operated during the term, and would do nothing to help the
young person through the long school holidays.

Because their clubs were so near home, the majority of those in
ordinary schools were able to get there by walking or public transport,
whereas over half of the handicapped went by special transport and over
a quarter in their parents’ car or the car of a friend. Most of the clubs
attended by those in special schools were specifically for the handicapped
(45 per cent), while one-third attended mixed clubs (for able-bodied and
handicapped), and less than one-quarter were in ordinary clubs (i.e., ones
which did not cater for the handicapped in any special way). In contrast,
three-quarters of the handicapped in ordinary schools attended ordinary
clubs.

Considering how the young people heard about their clubs, we found
that the majority of the young people in ordinary schools, whether
handicapped or not, heard about their clubs from a friend or a member
of their family, whereas most of those in special school heard about their
clubs from school, or from a professional or a handicapped organization
of some kind. Membership was initiated by adults in the majority of
cases rather than by peers. The whole pattern of club attendance for the
handicapped in special schools therefore appeared to be rather different
from that of their counterparts in ordinary schools. Membership and
attendance was much more adult-controlled and organized, and their
clubs were far less likely to provide a location where they could meet
with the able-bodied and make friends with neighbouring children. Many
provided companionship during the term-time only.

Going out with parents. As we mentioned earlier, studies of non-
handicapped teenagers suggest that going out with parents is much less
common for young people of this age than is going out with peers, and
indeed our control group’s parents reported that their teenagers usually
went out with peers, while only 3 per cent commonly went out with their
parents. For the handicapped in ordinary schools this figure rose to nearly
one-quarter, but for those in special schools nearly 70 per cent usually
went out with their parents. There was a close relationship between
severity of handicap and how common it was to go out with parents, but
even the mildly handicapped were quite different in this respect from the
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controls, 27 per cent commonly going out with parents and only 40 per
cent with a peer.

When teenagers did go out with their peers during the day, although
the parents of the handicapped teenagers did not insist on knowing where
they were going more frequently than did the parents of the controls, the
handicapped youngsters (those in special schools particularly) were much
more likely to volunteer the information. Very few of the handicapped
young people went out in the evening with their peers, although this was
normal behaviour for the controls.

In general, the handicapped teenagers in special schools, and to a
lesser extent those in ordinary schools, had a pattern of outings much
more similar to that of younger children in that they far more frequently
went out with parents rather than with peers, rarely went out in the
evenings without an adult, and felt the need to report their comings and
goings to their parents more often if they ever did go out with peers. To
some extent this is both inevitable and proper, of course, but it is one
more indication of the lack of autonomy that handicapped teenagers
experience in comparison with their able-bodied peers, and a further
indication of lack of self-confidence and maturity.

Overall social life ratings. In this chapter so far we have discussed a
number of ways in which the handicapped teenagers were disadvantaged
compared with their peers in their experience of friendship and use of
leisure time. However, this does not give us the overall picture, since
while a handicapped person may lack a special friend and rarely go out
with peers, he might be a member of several clubs and go out with a sib
quite regularly. Another might have few social outlets outside the family,
but have one very close friend whom he saw at least weekly. In this way
deficiencies in one area of social contact might have been compensated
for to some extent by others, so that the young person was contented,
even though not having as full or exciting a social life as most of his
able-bodied peers.

In order to see how many had restricted social lives overall, therefore,
we considered all the information available to us from the teenager himself
and from his parents, and rated each person on a three-point scale: those
considered to have a ‘satisfactory’ social life, those whose social lives
appeared to be ‘limited’ and those whose social life was ‘very restricted’.
For example, a young person attending one club regularly and having
one friend whom he saw from time to time, but who otherwise only went
out with his family, would be classed as having a ‘limited’ social life.
‘Very restricted’ implied a severe degree of social isolation, applying in
the main to teenagers who were almost totally reliant on their parents for
social stimulation.

Table 3.13 shows the social life ratings for the controls and the
handicapped. Over 90 per cent of the controls were rated as having a
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‘satisfactory’ social life, compared with only 21 per cent of the
handicapped. At the other extreme, while over 40 per cent of the
handicapped were thought to have a ‘very restricted’ social life, only 3
per cent of the controls (one individual) was so rated. In other words,
there were many teenagers in whom all the individual measures of social
isolation were combined, and who were relying almost entirely upon
their parents for their social life. For many, their only other social outlet
was one school-based club which didn’t operate during the holidays;
they never saw school friends outside school, they had no other friends
close to home, were too timid to go out on their own even to the local
shops, and because of their locomotor handicap longer journeys could
only be made by car, which meant relying again upon their parents. Our
findings confirm those of other studies. Very similar results were found
by Dorner (1975) who, using rather different criteria, estimated that about
half of the spina bifida young people in his study suffered from social
isolation. Parallel results were also found for spina bifida teenagers in
Sheffield (Lorber and Schloss, 1973) and in Australia (McAndrew, 1977).
The majority of subjects in Rowe’s study (1973) of cerebral-palsied young
people also showed a high degree of social isolation.

Considering quality of social life in relation to severity of handicap
and mobility ratings it was obvious that both factors were of great
importance. Only 15 per cent of those with a mild handicap were thought
to have a very restricted social life, compared with over one-third of
those with a moderate handicap and over 60 per cent of those with a
severe handicap (see Table 3.13). Similarly, poor mobility appeared to
be a major cause of social isolation in that nearly twice as many of those
with a severe locomotor handicap were thought to have a restricted social
life compared with those who only had a mild locomotor handicap (see
Table 3.14). However, the fact that only one-quarter of those with a mild
locomotor problem were thought to have a satisfactory social life suggests
that although mobility is important it is not the only factor which
influences the making of friendships and mixing with others outside the
family. Further evidence for this is the fact that a small number of those
with very severe handicaps nevertheless led quite full and active social

Table 3.13 Quality of social life related to overall severity of handicap (%)
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lives. Looking at handicaps other than mobility, severe speech defects
appeared to be a significant factor in determining quality of social life,
but incontinence was not. Little difference was found between the
cerebral-palsied and spina bifida teenagers which could not be attributed
to differences in severity of handicap.

Looking at quality of social life in relation to type of school (see
Table 3.15), we can see that although compared with the control group,
the handicapped teenagers in ordinary schools were less likely to have a
satisfactory social life, nevertheless a greater percentage of them were
leading active social lives compared with those attending special schools
(43 per cent compared with 11 per cent). Those in residential schools
appeared to be in the worst position—nearly 80 per cent being rated as
having ‘very restricted’ social lives when at home, compared with 37
per cent of those in day PH schools and 19 per cent of those in ordinary
schools. The difference between those in ordinary and those in special
schools can be accounted for partly in terms of degree of handicap, but
there were no great differences in handicap between those in day special
and those in residential schools (see Table 1.10). This difference is
probably due largely to the fact that because the teenager is away from
home for much of the year he is unable to make or retain social contacts
there, while his school friends live too far away to make visits. It may
also be due in part to the fact that many of those at residential school also

Table 3.14 Quality of social life related to locomotor handicap (%)

Table 3.15 Social life rating by type of school
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had poor relationships with their families, and therefore could not make
contacts through their parents and sibs as readily as other teenagers.

What we have been considering here so far are our own ratings of
social isolation, based on objectively measured variables such as whether
or not the teenager has a special friend or how many times a week he
goes out. As we pointed out in the introduction, however, social isolation
and the experience of loneliness are not necessarily coincident, and what
we need to consider separately is what the parents and the teenagers
themselves felt about their social life, whether social isolation made the
young people feel unhappy, and how they accounted themselves for the
lack of social contact.

Attitudes and feelings about social isolation

(i) Parents’ feelings about teenagers’ leisure time and how many
friends they have

The parents of the handicapped were asked whether they felt that their
teenager had as good a social life as others of the same age and whether
they had as many friends as non-handicapped teenagers. Their views
were strongly related to the degree of handicap in the teenager, as one
would expect given the facts quoted previously. Of those with mildly
handicapped children about half (54 per cent) thought that they had fewer
friends than the able-bodied, compared with two-thirds of those with a
moderate handicap (67 per cent) and 84 per cent for those whose handicap
was severe.

Severe speech difficulties appeared to the parents to be an important
factor, as indeed they are, and all those with severe difficulties were
rated as having fewer friends, compared with two-thirds of those with
moderate speech difficulties and about half of those with mild problems.
Other handicaps such as epilepsy and incontinence were not related to
the parents’ judgements about how many friends their children had. The
parents’ judgements seemed to be based more on the frequency of visiting
and the closeness of the relationships between their teenager and his
friends, rather than on friendships at school, and in general, their
assessments agree quite well with our objective findings.

When asked how the teenager’s leisure activities compared with
other young people of the same age, however, the majority of parents
thought that although their activities were limited, the young people
were generally content. Only a third of those with children in special
schools and about 20 per cent of those whose children attended ordinary
schools thought that their son or daughter had an unsatisfactory social
life. For those in ordinary schools the parents’ estimate agrees well
with our estimate of the number with a ‘very restricted’ social life, but
where the child was in a special school, the parents’ estimate of the
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numbers with an unsatisfactory social life was considerably lower than
our rating.

(ii) Teenagers’ own opinion of leisure time

The teenagers were asked whether they themselves thought that they
went out as much as other teenagers. By far the majority of the controls
(62 per cent) thought they went out as much as others, whereas nearly
three-quarters of the handicapped felt that they went out less, there being
little difference between those in ordinary and those in special schools
in this, although objectively there were quite substantial differences in
the amount of activity between the two groups. This suggests that while
those in ordinary schools do usually lead more active lives than those in
special schools, their expectations are probably higher, and the level of
discontent is correspondingly higher, especially since they are more aware
than those in special schools just how much their lives differ from those
of the able-bodied.

(iii) Teenagers’ feelings about loneliness in the holidays

The young people were specifically asked about loneliness in the holidays
because it seemed that the special schools were offering many young
people some social outlets during term-time, but that the holidays were
relatively bleak. The contrast between term-time and the holidays seemed
likely to be particularly great for those in residential schools. The
teenagers were asked if they found themselves spending more time alone
in the holidays than they really wanted, or if they saw enough friends of
their own age. The majority of controls (nearly 80 per cent) thought that
they saw enough of friends, but the position was reversed for the
handicapped in special schools, two-thirds of whom said they were too
much alone in the holidays. The handicapped in ordinary schools did
not feel this so commonly (and indeed objectively they did spend more
time out of the house and with friends in the holidays), but over 40 per
cent still felt themselves to be too much alone. In relation to severity of
handicap, less than 40 per cent of those with a mild handicap felt
themselves to be too much alone, compared with two-thirds of those
who were severely handicapped, and again this agrees well with earlier
findings on the frequency of contact with friends.

The teenagers who thought they spent too much time alone were asked
if there were any problems that made it difficult for them to spend more
time with friends in the holidays. Of the six controls who thought they
spent too much time alone, two said that their friends did not live very
near, one that she had to look after her younger brothers and sisters, but
the others were rather vague about the reasons. The handicapped teenagers
were much more specific about problems. Over one-quarter felt that
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restricted mobility was the main difficulty, and over 40 per cent said the
problem was that their friends lived too far away. Interestingly, almost as
high a proportion of day special school pupils gave this as a reason as
did those who were boarders—about one-third in both cases. Only 17
per cent said that they had very few or no friends.

(iv) Experience of loneliness and quality of social life

The teenagers’ responses as to whether they felt lonely during the school
holidays were related to our rating of overall quality of social life, and
the results are shown in Table 3.16. They bear out Townsend’s thesis that
social isolation, objectively measured, and the experience of loneliness
do not correlate precisely. However, over 80 per cent of those rated as
having a satisfactory social life said that they were never lonely, while
none said that they were often lonely; conversely all those who claimed
to be often lonely were given a social life rating of ‘limited’ or ‘very
restricted’ (in fact over 70 per cent of teenagers ‘often lonely’ were rated
as having very restricted social lives).

The discrepancies arose mainly in that there were twenty-two young
people who were rated as having a ‘limited’ social life but who claimed
never to be lonely; clearly many of these teenagers were quite accepting
of their situation, particularly those who were more severely handicapped.
Also there were fourteen young people who had a ‘very restricted’ social
life who claimed that they never felt lonely during the school holidays,
although many of these were boarders who had in fact complained of
boredom in the holidays. Most of this group were girls, who possibly
did not expect to be able to go out as much as boys, and several were
very timid and lacking in self-confidence and claimed to be quite happy
staying at home in the warmth and security of the family. Some perhaps
did feel lonely but were inclined to deny this when asked directly.

What the results indicate is that having a satisfactory social life does
in general protect the young people from feeling lonely, as one might
expect, and that young people who frequently experience loneliness are
usually the ones who go out very rarely. However, having a restricted

Table 3.16 Social life rating related to feelings of loneliness
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social life does not necessarily lead to feelings of loneliness, since this
depends more on the young person’s expectations about what he should
have, and possibly his knowledge about the social life of the able-bodied,
and how content he is to stay at home with his family. It was notable that
among the young people with a very restricted social life and who
frequently felt lonely, many came from families where relationships were
quite strained.

Summary

Although on the whole they were quite a mobile group, the handicapped
teenagers in ordinary schools were found to have a limited social life in
comparison with their able-bodied peers. For example, one-third rarely
saw their school friends outside school, compared with less than 10 per
cent of able-bodied teenagers, and they were also much more likely to
go out with a sib or their parents than were the controls. However, as a
general rule, the handicapped teenagers in ordinary schools did have far
more outings than did those in special schools, and far more contact
with peers and with the able-bodied. However, in a few respects the two
groups were very similar; for example, the frequency with which they
went out in the holidays (one-third in both groups were at home three or
more days a week compared with only 3 per cent of the controls) and
only about 60 per cent of both handicapped groups had a special friend,
compared with nearly 80 per cent of the controls.

In respect to active sports carried out in school hours, the handicapped
in ordinary schools were at a disadvantage compared with those in special
schools. Fewer went swimming from school or played outdoor or indoor
games at school. However, those from special schools rarely took part in
active exercise outside school including swimming, and in terms of using
active sports as a means of making friends or widening the social contacts,
there seemed to be little difference between the two handicapped groups.

Many of the handicapped in special schools suffered from a high
degree of social isolation. Over 60 per cent never saw their school friends
outside school; over half had never visited their friends’ homes, and only
one-quarter had made such a visit in the last month. (Comparable figures
for the controls are 3 per cent and one-half.) In the holidays especially
they were very isolated, and only one-third left their home for an outing
every day, compared with 70 per cent of the controls. Half of those who
had special friends never saw them during the holidays, compared with
less than 10 per cent for the controls and of the handicapped in ordinary
schools. When these teenagers did go out, nearly three-quarters usually
did so with a member of the family, in contrast with the controls who
almost invariably went out with peers.

However, many more of the handicapped in special schools belonged
to clubs—over three-quarters were members of at least one compared
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with less than half of the controls and the handicapped in ordinary schools.
It appeared that many of those in special schools joined clubs as a way
of compensating for the lack of informal peer contact, but to what extent
it was successful is doubtful, since most were in clubs solely or primarily
for the handicapped, and over one-third were school-based clubs, most
of which did not run during the school holidays. Nevertheless, club
membership was most important to these teenagers for whom it was
their only regular social outlet, and on other nights they spent most of
their time watching television. In general, those in special schools spent
far more time watching television and rather less time reading books or
newspapers than the controls and the handicapped in ordinary schools,
and had few well-established hobbies with which to occupy themselves
constructively.

Overall degree of handicap, and especially the degree of locomotor
handicap, was very closely related to the amount of social contact that
the teenagers had. Considering such things as seeing friends outside
school, visiting friends in their homes, peer contact in the school holidays
and the overall rating of social life, the more severely handicapped were
consistently at a disadvantage, while the more mildly handicapped
consistently led the most active lives.

For those who were in special schools their greater degree of physical
handicap was compounded by two other factors. First, the majority of
these teenagers had friends who were themselves handicapped and
therefore on both sides of the relationship there were physical difficulties
in making regular contact. Secondly, while most of those attending
ordinary school, whether handicapped or not, had friends who lived close
by, less than one-quarter of those in special schools had a friend living
within walking (or wheeling) distance. However, physical factors such
as poor mobility and distance from friends do not account for all the
differences observed between the handicapped and the controls in the
amount of social contact. We still have to account for why fewer of the
handicapped in ordinary schools than of the controls had a special friend;
why nearly 40 per cent of the mildly handicapped, most of whom could
either walk or use public transport, never saw their friends outside school;
and why it was, since most of their friends were not themselves
handicapped, 40 per cent of the handicapped in ordinary schools had not
been visited at home by a friend within the previous month.

Apart from mobility, no particular handicap appeared to influence
peer relationships, except that those with moderate or severe speech
difficulties were much more likely to be solitary and to have fewer peer
contacts. Incontinence did not appear to interfere with the making of
friends.

Probably because contacts with friends were less frequent and because
there were far fewer opportunities for them to have unsupervised contacts
with friends, the handicapped teenagers were less likely to develop close
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relationships with their school friends, according to their own reports.
This lack of closeness is reflected in the finding that only a very small
proportion of the handicapped teenagers ever spoke to their friends about
their handicap and its problems, even though most of those in special
schools had friends who were themselves handicapped, and indeed a
high proportion had a similar diagnosis.

The parents’ and teachers’ perceptions of the difficulties with peer
relationships give some indication, perhaps, of what was happening.
While there was no evidence that the handicapped in ordinary schools
were really rejected by their peers (for example they complained of teasing
no more frequently than did the controls, and very few of them were said
to be ‘definitely not much liked’ by their peers), both the parents and the
teachers more often thought that the handicapped teenagers had
difficulties with peer relationships compared with the controls. The
teachers more often described the handicapped teenagers as solitary, and
although the parents thought that most of the young people on the whole
preferred company to being alone, a higher proportion of those with
handicapped children, whether in ordinary or special schools, said that
their child preferred to be alone.

When parents were asked to describe the kind of difficulties in personal
relationships that their children had, they usually talked about shyness,
lack of self-confidence and self-consciousness. These are all problems
that many young people have at this age, when there is so much awareness
of appearance and physical characteristics, but someone with a physical
deformity of any kind will be particularly prone to shyness and timidity
in peer relationships. We shall see later (in Chapter 5) that timidity and
lack of self-confidence are characteristics of many of the handicapped
teenagers in the survey.
 



4  

Fears and aspirations about marriage

and relations with the opposite sex

 
In the first section of this chapter we discuss whether the handicapped
teenagers had been out with members of the opposite sex, whether they
wished to do so, how much knowledge they had about intercourse and
contraception, and what kind of worries they had about mixing with the
opposite sex. The second half is concerned with issues relating to marriage
and having children.

(i) Experience of dating

We started by asking whether the teenager had ever actually ‘been out
with’ a boy or girl, leaving the interpretation of this question to the
teenager, and followed this up by asking whether, if they had not done
so, they would like to. The teenagers’ responses are shown in Table 4.1.

Over three-quarters of the control group compared with only one-
quarter of disabled teenagers had ever been out with boy or girl, but the
great majority of those who had not said that they would like to. Neither
type of handicap nor, more surprisingly, severity of handicap appeared
to be a factor in influencing experience of going out with a member of

Table 4.1 Whether teenager has been out with member of the opposite sex, and
if not, whether would like to

* Fourteen boys and six girls.
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the opposite sex. However, one of the problems in interpreting these
results is that the teenagers used their own judgement about what was
meant by ‘going out’, and it was our impression that those in special
schools interpreted this question rather idiosyncratically. We therefore
looked only at those in ordinary schools in more detail to compare with
the controls; the results are shown in Table 4.2.

This table shows a great contrast between the handicapped pupils in
ordinary schools and the control group, and also a clear difference
between the handicapped boys and girls, although of course the numbers
are very small. None of the latter had ever been out with a boy, compared
with less than one-quarter of the control girls. The situation for the
handicapped boys was somewhat better; just over one-third had dated a
girl, compared with nearly three-quarters of the able-bodied group. (For
the handicapped pupils in special schools the difference between the
boys and girls was less marked and slightly in the opposite direction.)

Those who had been out with a boy or girl were questioned in a little
more detail about their experience, including the age at which they had
their first date, and the number of boys or girls they had dated. The only
aspect of sexual experience they were asked about was the age at which
they had first kissed a boy or girl. The findings suggested that the
experience of the comparatively small group of handicapped teenagers
who had dated had been rather different from that of the controls. They
had tended to date at a later age and been out with a smaller number of
partners, and while all the controls had experience of kissing this was
true for only one-quarter of the handicapped pupils who had dated.

Table 4.1 shows that while the majority of the controls and of the
handicapped teenagers who had no experience of dating wished that they
had, about twice as many handicapped as control teenagers either didn’t
want to or weren’t sure if they wanted to go out with a member of the
opposite sex. This is no doubt largely a reflection of the fact that many
handicapped teenagers were immature compared with the controls, and
did not yet think of themselves as adult or as having adult needs, but it
may also in part reflect the fears that many handicapped young people
have about what such a relationship might involve. The lack of
opportunity for those in day PH schools, compared with those in

Table 4.2 Pupils in ordinary schools who say they have gone out with a boy or girl
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residential schools, to pursue a friendship with a member of the opposite
sex may also be important, however, since nearly three-quarters of those
in boarding schools declared that they were interested in such
relationships (a similar proportion to the controls) compared with less
than 40 per cent of those in day special schools.

Teenagers with boy- or girlfriends

The differences between handicapped and non-handicapped, in whether
they had now or had ever had a steady boy- or girlfriend, were striking.
Nearly half the control group currently had or had once had a steady
boy- or girlfriend, while over one-quarter went out with one sometimes.
In contrast, the great majority of the handicapped pupils (80 per cent)
reported that they had little or no experience of dating.

Overall, the number of teenagers who currently had steady boy- or
girlfriends comprised nine controls (27 per cent), one handicapped pupil
in an ordinary school (3 per cent), six pupils in day special schools (12
per cent), and five in boarding special schools (18 per cent). All the
teenagers attending ordinary schools had able-bodied boy- or girlfriends,
as did five of the six pupils in day special schools. The reverse was true
for the five boarders, four of whom had boy- or girlfriends who were
also physically handicapped.

One of the boys who attended an ordinary school had a girlfriend, as
did five of the six pupils in day special schools, while four of the five
boarders had boy- or girlfriends who were also physically handicapped.
The teenagers were asked if they felt they had enough opportunities to
be alone with their boy- or girlfriends and also how often they were able
to meet. Most of the handicapped teenagers met their boy- or girlfriends
less than once a week, two about twice a week, and four more than twice
a week. Only one teenager with a current boyfriend (a handicapped girl
attending a day special school) said that her mother disapproved of her
able-bodied boyfriend. However, ‘Mum just keeps out of the way when
he comes’.

(ii) Sexual knowledge

All the parents of the control teenagers, all but one of the parents of
handicapped teenagers in ordinary schools and all but five of those in
special schools thought that their son or daughter knew about sexual
intercourse. Most thought that their teenagers had first found out either
from a parent (39 per cent of the disabled teenagers and 31 per cent of
the controls) or from lessons at school (40 per cent and 50 per cent
respectively). Only a small number of parents of both groups (9 per cent
and 16 per cent) thought they had gained this knowledge from peers.

When the teenagers themselves were asked, most said that they knew
the facts of life. Only one control, one handicapped teenager in an ordinary
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school, and eight (10 per cent) handicapped teenagers in special schools
said they did not know; but this did not appear to be related to the severity
of the handicap. However, the account the teenagers gave about who
first told them about the facts of life differed considerably from that of
their parents (see Table 4.3), a much higher proportion naming a peer, as
has been found in other studies of handicapped teenagers. More
handicapped than control boys quoted their mothers as a source of
information and both boys and girls frequently quoted some ‘other’
source, such as a sib or a doctor or television. The majority of girls in
both groups quoted their mothers as their source of information and
teachers were frequently mentioned by both boys and girls.

When asked about contraception, most of the parents of controls (84
per cent) and the handicapped teenagers in ordinary schools (66 per cent)
thought that their teenager knew about this compared with under half
(43 per cent) of the parents of teenagers in special schools. Many parents
of the handicapped teenagers (28 per cent in ordinary schools and 36 per
cent in special schools) said they had no idea if their teenager knew
about this. The majority thought that their child had first found out about
contraception at school or from them, and only a small proportion
mentioned peers. There was little difference between the parents of
controls and the handicapped.

From the teenager’s own account of whether he/she knew about
contraception the parents’ impression was corroborated, in that those in
special schools were much more likely to have no information or
inaccurate information than the teenagers in ordinary schools. One-third
of pupils in special schools said that they did not know what con-traceptive
precautions a couple could take compared with about 10 per cent of
controls or handicapped pupils in ordinary schools. The more severe the
handicap, the less likely it was that the teenager possessed accurate
information about contraception, less than 20 per cent of the severely
handicapped having accurate information, compared with one-quarter

Table 4.3 Teenagers’ accounts of how they first learned the facts of life
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of the moderately handicapped, and nearly 60 per cent of the mildly
handicapped.

In chapter 10 we shall discuss the sex education programmes of the
ordinary and special schools taking part in the study: while special schools
are today making a much greater effort over sex education than was
recently the case, the findings above suggest that it is still inadequate.

(iii) Worries about boy- or girlfriends

Little systematic research, other than that of Dorner (1977), has been
reported in the UK about the extent to which physically handicapped
teenagers have worries about boy- and girlfriends. For this reason we
report in some detail the teenagers’ answers to the question, ‘Most boys
and girls your age worry quite a lot about boy (or girl) friends. Do you
worry about this sometimes?’ Having asked this general question, we
then asked about a number of specific worries which often elicited more
information than did the general question.

The proportion of handicapped boys and girls who said they worried
was very similar to that of the control group, except that the spina bifida
girls worried much more than any of the other groups. No significant
differences related to severity of handicap were found, nor were the major
differences related to the type of school attended. The great majority of
those in the handicapped group said quite explicitly that they worried
about the reaction of a boy or girl to their handicaps. Here are examples
of the kinds of comments made. The first is from a good looking,
intelligent, mildly handicapped hemiplegic boy attending an ordinary
school. ‘They [girls] make you feel you’re not normal…they call you
names…for instance, “you f......g spastic, f.... off”…it still surprises me
when it happens. People who do that are ignorant anyway.’ Another boy,
diplegic, again personable and intelligent and attending an ordinary
school, began by saying that he hadn’t talked to his parents or any other
adult about this, but he definitely felt a girl might be ‘put off’. When
once he’d talked to a close friend, the friend had ‘laughed it off’ and said
his handicap ‘didn’t matter’, but the boy thought that ‘really it
must…particularly the first impression’. Another boy, rather more
severely handicapped but also in an ordinary school, said ‘Mum tells me
girls won’t think of me having something wrong with me… [but]…a
girl may think of me as spastic…she may go out with me only when she
can’t get a normal boy. My mum tells me it’s personality, but I can’t see
that really. I see a girl with glasses and I think “ugh… she’s ugly”.’ A
few of the boys mentioned specific aspects of their disability, for instance
a mobility problem or ‘bag’ problem (only one boy raised this
spontaneously).

The disabled girls tended to worry more than the boys, although this
difference was equally true of the control group. Again, the most



MARRIAGE AND RELATIONS WITH THE OPPOSITE SEX 93

frequently voiced worry was about the reaction of a boy to the disability
itself. One girl, in a wheelchair and incontinent but attending an ordinary
girls’ school, was, according to her own account and her mother’s, almost
obsessed by the problem. She said she discussed it frequently with her
mother and another adult, and her mother described her as ‘boy mad’.
As her remarks showed problems typical of the feelings of many disabled
young people, we have quoted verbatim:
 

You feel left out when you go out with others and they’ve got [boy]
friends. I’ve got spots…I’m not good-looking…I just lose hope …I
don’t think I’ll ever have one. Boys don’t want handicapped girlfriends.
You don’t hear of many. You hear of spina bifidas marrying each
other but not of boys who’re not handicapped marrying a girl who
is…I like the able-bodied boys better…I’m funny like that …I’ve
never met a good-looking handicapped boy around. I’m particularly
worried about telling them about the bag…Even if you did [have a
boyfriend] I suppose he’d soon walk out if he found I had an ileal
loop…Mum says I’m too conscious of my handicap… [She went on
to mention the scars on her body, and what a boy would think of that]
But you’ve got to tell him sometime…If a boy says nice things to me
I don’t think he really means it…he’s either being kind or doing it
because he has to from a sense of duty. I just think they’re joking
when boys say you look nice.

 
Here is another girl speaking, an attractive, talented girl with diplegia,
who depends heavily on a wheelchair: ‘I’d like to go out with a boy…
but it’s very difficult if you’re handicapped as people make a lot of
judgements on first appearances. If people see you’re handicapped they
avoid you or adopt a special attitude unconsciously. They feel you’re not
capable of going out with people and having a special relationship…
that’s if they’ve never encountered handicapped people before… Usually
[boys] are wary…they don’t try to get involved.’ She gave examples of
boys whom she might have become interested in who were, she felt, put
off because she was handicapped.

Another question asked was whether the teenager worried about
not being found attractive to members of the opposite sex. This was a
major worry for all teenagers, but especially for the handicapped (see
Table 4.4).

When talking about this, the handicapped teenagers frequently referred
to their disability, for example: ‘I wonder if my arm will turn them off, ‘I
worry about being in a wheelchair’, or ‘I worry that he wouldn’t want to
know me because of my handicap’.

Another specific question put to both the control and handicapped
groups was about whether they had worries connected with sex. Only
three (8 per cent) handicapped pupils in ordinary schools (all boys) said
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they were worried about this, compared to seven (21 per cent) of the
controls (five girls and two boys). The difference is likely to be due to
the fact that many more of the controls, especially the girls, had had a
boy-or girlfriend so this was more likely to be a real problem for them.
However handicapped teenagers in special schools were three times more
likely than those in ordinary schools to have worries connected with sex
(24 per cent—a similar proportion to the control group). Those with
spina bifida were more likely to worry than those with cerebral palsy;
nearly 40 per cent of the former were worried about some aspect of a
sexual relationship, no doubt because of their incontinence.

A number of the questions asked in this part of the interview were
relevant to the handicapped teenagers only. One question was whether
the teenager worried about mixing with able-bodied teenagers of the
opposite sex. Of those who were in ordinary schools, only two (6 per
cent) said they worried about this compared to nearly one-quarter (24
per cent) of those in special schools. As might be expected this worry
was strongly related to severity of handicap, 19 per cent of the moderately
handicapped group and 26 per cent of the severely handicapped group
said they worried about this compared to none of those with mild
handicaps. The next question was whether their mobility problem was a
worry when it came to having boy- or girlfriends. Of the twenty-four
teenagers in ordinary schools with mobility problems over one-quarter
were worried, compared with nearly half of those with locomotor
problems in special schools, the latter of course being more severely
handicapped.

Another question put to the handicapped group only was whether
they worried about explaining the visible aspects of their handicaps (these
were enumerated by the interviewer) to a boy- or girlfriend. Of the 107
who were asked, over one-third (36 per cent) said that they were worried.
There was, as might be expected, marked differences relating to severity
of handicap. Mildly handicapped teenagers were least worried (less than
10 per cent, compared with over 40 per cent of those with moderate or
severe handicaps). However, it did appear that, regardless of degree of

Table 4.4 Worries about not being found attractive
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handicap, those in special schools were much more worried about this
than those in ordinary schools.

The final question put to the teenagers was what their main worry
was. Again, the most frequently cited worry was that they would never
find a boy- or girlfriend because their handicaps would make them
unattractive to others. This worry was common in both girls and boys,
and did not depend on the severity of handicap. Two girls who had
boyfriends worried about what their boyfriend really thought of them:
one very pleasant, severely handicapped girl felt very vulnerable: ‘I worry
because he’s normal…in case he’s leading me on a string…two-timing
me …I think it’s just because I have a disablement that I worry.’ One of
the most justifiably bitter responses to this was made by a very severely
handicapped boy, who had been rather silent up to this point: ‘What’s
the difference between you and me…I can’t use my bloody hands
properly. I can’t walk. I can’t talk and that’s it…what did you think?’
The second most frequently voiced worry related specifically to some
aspect of having a urinary bag, either of explaining it to a boy- or
girlfriend, or of practical problems, in particular the worry about the bag
leaking.

Eight of the handicapped teenagers mentioned some sort of sexual
problem or anxiety as their major worry. Such worries were very varied,
and included a spina bifida boy who was worried he ‘wouldn’t be able to
give a girl a baby when I’m older because of the problem’; a cerebral-
palsied boy in an ordinary school who worried because he felt he was
the only boy without any sexual experience; a boy with many sexual
anxieties which he felt he would find very difficult to explain; and several
girls who were all afraid of how they would cope with the sexual side of
a relationship.

The main difference between the controls and the handicapped boys
was that the latter worried mainly about ever finding, or being thought
attractive by, a girl, whereas the controls tended to worry about the
relationship itself. However, the fears expressed by the handicapped and
control girls were very similar. Half of the non-handicapped girls worried
about boyfriends, for example about not having a boyfriend, and what
their boyfriend was up to when not with them. It would certainly have
helped some of the handicapped girls to know that very similar worries
were often expressed by their non-handicapped peers.

Hopes and anxieties concerning marriage and children

In this section the responses of the teenagers and their parents to a number
of questions relating to marriage and children are discussed. It was
possible to make a direct comparison in a number of cases between the
views of the young people and their parents.
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(i) Marriage

After the questions about boy- and girlfriends, the young people were
told that the next series of questions was about the future. They were
first asked, ‘Do you feel you’d like to get married later on?’ The great
majority either definitely wanted to marry (76 per cent of the controls,
61 per cent of the handicapped) or thought they would probably want to
(6 per cent and 16 per cent respectively). This was true of both sexes,
although the girls were more certain than the boys. There was very little
difference between the aspirations of PH pupils in ordinary and in special
schools in this respect.

No controls and only nine handicapped teenagers said that they did
not want to marry (8 per cent of the whole group). All were severely
handicapped except for two who were moderately handicapped. One
girl said that she ‘just didn’t want to’, but added that ‘somebody…I can’t
remember who, said it would be better to be single’, while one boy said
that he definitely wanted to live on his own and couldn’t imagine himself
getting married.

This question was followed by the question: ‘Do you think you will
probably get married eventually?’ The results are shown in Table 4.5.
None of the control group and only a very small proportion of the
handicapped group thought that they wouldn’t marry. However about
one-third of the handicapped group, compared with only 12 per cent of
the controls were uncertain as to whether they would. (All these teenagers
wanted to marry.) Those who were severely handicapped were the most
likely to be uncertain about whether or not they would marry (44 per
cent said they ‘didn’t know’, compared with between one-fifth and one-
quarter of the others).

The parents of the handicapped teenagers were also asked whether
they thought their child was likely to marry, and overall the responses of
the parents were remarkably similar to those of the teenagers—less than
10 per cent saying no, and one-third being uncertain. Again, as in the
case of the teenagers’ responses, the proportion of parents who replied
that they ‘didn’t know’ was much higher for those who were severely

Table 4.5 Whether teenager thinks that he/she will probably marry
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handicapped. Several mothers referred to the severity of their child’s
handicaps: ‘It’s unlikely because he’s so handicapped. But he’s always
talking about it and would like to’; ‘I shouldn’t think it likely…no boy
would want her’; ‘I always try to emphasize other aspects of life, such as
a career…as I can’t help feeling she won’t get married’. ‘I think it’s
unlikely that a girl might want to…because of his speech, and dribbling
and the way he is at the table…it would just put people off’ (this mother
had told the interviewer that she herself found it difficult to accept these
things).

Of the parents who were uncertain, some said it was too far ahead to
think of: ‘I haven’t thought too much ahead…and it’s out of my hands.’
Others clearly had thought about it, but were unable to reach any
conclusion: ‘I don’t know…but she wants to so much.’ ‘I’d like to think
he would.’ ‘I don’t know.’ ‘It’s terribly important to him to have a home,
but not necessarily marriage.’ Others thought it would depend on the
opportunities which arose: ‘I think it would have to be a very special
man.’ ‘It all depends on who she meets. If she’s at a mixed training
hostel she might.’ Occasionally, when parents said that they thought their
child would marry, it appeared to be wishful thinking. One mother of a
deaf cerebral-palsied boy said: ‘Yes…why not?’ but immediately after
that began to cry, saying that her family thought the boy would be with
his mother all his life: she didn’t mind that, but was desperately worried
about what would happen when she died.

Quite a number of parents mentioned the likelihood of their son or
daughter marrying another disabled person: ‘I just have a feeling he will
…I’d like him to get involved in a youth club where he could meet girls
in the same boat.’ One couple with an able, but very severely handicapped
athetoid son said they’d talked quite a lot about this to each other. The
husband thought he might meet someone with a different disability ‘who
would be able to look after him’. Another said, ‘I don’t see why not, but
I think it’ll probably be to a disabled person…if he wasn’t disabled he’d
have to be a very special person’. One mother of a severely handicapped
cerebral-palsied boy explained that as part of her job she visited a couple
handicapped by spina bifida, and knew from experience that severely
handicapped people can and do get married. She’d told her son about
this. ‘He says he’s definitely getting married.’ Although most parents
spoke of their son or daughter marrying if they could find a person who
could cope with their disabilities, a few mothers stressed the other side,
that is what their son or daughter had to offer: ‘I hope so…she’s very
loving…not the sort to get left on the shelf.’ ‘I think she may, as she’s so
well liked.’

Most of the disabled young people wanted to marry and this was
appreciated by their parents. Most parents very much wanted this for
their son or daughter’s sake, and expressed as much optimism about this
as did their teenagers, although this was clearly an area that caused the
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parents as well as the young people great anxiety. There was little evidence
either that parents wanted their children to cling to them, or that the idea
of a severely disabled person getting married was distasteful to them.

(ii) Parenthood

The young people who said they wanted to marry were then asked if
they would like to have children. No differences at all were found between
disabled and able-bodied teenagers. The great majority—well over 80
per cent—did want this, while only seven disabled teenagers and one
control definitely did not want children. The parents again appeared to
appreciate the teenagers’ aspirations about parenthood, although one-
third said they didn’t know what their child thought about this, especially
if their child was severely handicapped.

Among parents who thought that their teenager would not want
children, or were not sure about this, only a very small number put this
down to the teenager’s not liking children. Others who weren’t sure said
spontaneously that this was because their son or daughter was afraid of
having a handicapped child: ‘She talks on the basis that if she had any
children they’d be like her [though] I’ve told her it’s just a rare chance
and not hereditary.’ (Mother of severely handicapped athetoid girl.) ‘I
don’t know…I think he must be wondering about the baby.’ (Mother of
spina bifida boy who never communicated his feelings to his parents.)

Only rarely did mothers appear to project their own negative feelings
on to their children. This mother of a mildly handicapped, hemiplegic
boy, who herself found it difficult to accept his being handicapped, said
that she didn’t know if he would want to have children. ‘My greatest
worry is children, if he does get married. I suppose I’d feel sorry for the
children…of course my husband would help him financially…he’s [her
son] never mentioned it…[but] I’ve told him it might be a great burden
to his wife.’ ‘I don’t know…many couples don’t have children now.
She’d be mad if she does, there’s no future for them.’ (Mother of mildly
handicapped girl whose daughter did want to have children.)

Many parents were well aware that their teenagers did very much
want children: ‘Yes, she loves children at school and helps a lot in the
nursery there.’ ‘Yes…she likes looking after small babies.’ Parents of
boys were as likely as parents of girls to say how much their teenagers
liked and wanted children: ‘He really likes young children…enjoys
watching them play…home life means so much to him.’ ‘He notices
young children…why they’re upset…he’s very intuitive and very good
with them.’ ‘He loves his sister’s children and he’s very good with them.’

Both the handicapped teenagers and their parents who thought
marriage a possibility were also asked a number of questions about
areas that might cause problems in relation to parenthood. In reply to
an open-ended question: ‘Do you have any worries in connection with
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having children?’ not surprisingly a much higher proportion of girls
than boys (52 per cent compared with 32 per cent) had such worries,
especially the spina bifida girls. Among both the boys and girls the
most common reason for worry was that the child might be disabled.
This was as much a worry to cerebral-palsied as spina bifida young
people: ‘If I do [have children] they might end up with the same problem
as myself’ (spina bifida boy). ‘I worry in case they’d be disabled’
(cerebral-palsied boy). ‘I wouldn’t like them to turn out like me’
(cerebral-palsied boy). ‘If the child will have spina bifida, if they’ll be
handicapped…that’s the main one…I might give birth to a spina bifida
baby’ (spina bifida girl). Two boys, both moderately handicapped by
cerebral palsy, mentioned they didn’t know if they would be able to
have children. Several girls worried about whether they would be able
to have children: ‘I’ll need to get advice about whether I can have
them’ (spina bifida girl). ‘I don’t know if I can have them…I haven’t
asked anyone’ (spina bifida girl). ‘Yes, I feel I might not be able to
have any’ (cerebral-palsied girl). One boy, who was only mildly
handicapped, worried about what the child ‘would feel like having a
disabled father’, and another about the cost of having a child. One girl
mentioned her urinary bag: ‘I worry about my bag…what will happen
if I have children.’ Several mentioned worries about looking after the
children, and several voiced fears about the pain of childbirth.

After this open-ended question, the teenagers were asked specifically
(unless they had already referred to this) whether they worried in case
they might not be able to have children. Their responses are shown in
Table 4.6.

Of the thirty young people who had worries, only twelve had ever
discussed the question with anyone—four with parents, five with doctors,
and three with house-parents. Parents also worried that their son or
daughter might not be able to have children. Only twelve parents of
cerebral-palsied children (15 per cent), all moderately or severely
handicapped, were doubtful about this. A few went into details, for
example: ‘She is a true spastic…she gets very tight and [finds it] very

Table 4.6 Teenagers who worry in case they might not be able to have children
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hard to relax.’ A much higher proportion of mothers of spina bifida
children—in particular boys—were quite correctly worried about whether
their son or daughter would be able to have a child. Three were definite
that their sons would not be able to: ‘It’s not possible as far as I know.’
Another mother found it very difficult to imagine her son in a sexual
relationship, and said that anyway she had gathered that it would be
‘physically impossible’ for him to have children. Of the three mothers
with spina bifida girls who thought it would not be possible, one had
been told this by her doctor, another had no definite information but
thought she remembered the doctor telling her this, while the third had
been informed by the hospital that her daughter’s kidneys were ‘not strong
enough’.

We then asked: ‘Do you worry that you might not be able to look
after children properly yourself?’ Many teenagers were realistic about
this, especially the girls. The responses of cerebral-palsied and spina
bifida teenagers were very similar—about 40 per cent in each group—
twenty-nine of those with cerebral palsy were worried, but again few
had discussed this with anyone. Several who said they were not worried
about looking after children added that this was because they had not yet
thought about it: ‘I’ve never thought that far…I think I’ll need help of
some sort during the day…especially as my husband would be out at
work.’ ‘I think I mightn’t be able to cope…but I’ve never thought about
this before and I’m not worrying about it.’ Among those who were
worried, holding or carrying a baby was most frequently mentioned by
those with cerebral palsy: ‘It’s difficult with a baby to hold him, it’s
better when children are older and more robust.’ ‘I’ve got balance
problems…but I might be able to learn to do it a different way.’ ‘The
lifting and carrying side…I might accidentally fall and drop them.’

The question which revealed the greatest amount of anxiety was
whether the teenager ever worried ‘In case your child might have the
same physical handicap as yourself’. Some had already raised this
spontaneously, but when it was put directly an even larger proportion
(half the cerebral-palsied group and nearly three-quarters of the spina
bifida group) were worried about this to some extent. Of the thirty-six
cerebral-palsied teenagers who were worried only eight had discussed
the question with anyone, all but one with the parents. Of the twenty-
two with spina bifida who were worried, only seven had talked about
this, three with teachers, two with parents and the rest with relatives or
friends. Such fears were realistic in the case of spina bifida teenagers
(and we discussed with them the advisability of obtaining genetic
counselling at some point). But the fears of the cerebral-palsied teenagers
were poorly founded, and we took care to make it clear to the teenager
that this was not a likelihood. In some cases the relief on the teenager’s
face was very marked, and several said they had never raised this worry
with anyone before. One boy’s face lit up and he said: ‘I’ve been worrying
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about it for years’ (his father had tried to reassure him but the boy hadn’t
known whether to believe him).

Below we describe some of the reactions of the young people to this
question. One cerebral-palsied boy who thought he probably wouldn’t
have a handicapped child but still worried about it said: ‘I’m worried
because I’ve been through it…been called names.’ Another boy said
that he thought it very likely indeed that if he married a handicapped
person the child would be handicapped. He added that his parents had
said this. A cerebral-palsied girl who thought there was a definite
possibility instanced a wheelchair-bound boy she knew, one of whose
parents was blind, and one disabled. One intelligent cerebral-palsied boy,
who attended an ordinary school, was slightly worried but said it was
‘not a strong risk…it’s not passed on to me genetically so it shouldn’t be
[handicapped]…I’ve had lessons on genes, and I figured it out for myself.’

As noted before, the spina bifida teenagers were more worried than
those with cerebral palsy, but few were well informed about the actual
risks. For instance, four boys all had expressed a worry, but when asked
how likely they thought it was, one said: ‘Maybe it will, maybe it won’t’,
and another, ‘around 50–50’. The same sort of variation was found among
the spina bifida girls. One, who was not worried, said that this was because
it was ‘not hereditary’, and that, if she had a child, the child would have
‘the same chance as anyone else of being handicapped’. Another mildly
handicapped girl said her mother told her there was no risk, but ‘I just
think it might happen’. Another girl thought there was a definite
possibility. She was worried ‘in case it runs in the family’, while another
had been told that ‘most of the time it runs in your family’.

In summary many of the teenagers were already worried about this
question, and many were confused. Most of those with cerebral palsy
were worrying quite needlessly, while those with spina bifida who were
at risk had rarely been given adequate information. Very few teenagers
had ever discussed this issue with anyone. Teenagers of course depend
heavily upon their parents as well as their schools for information of this
kind and so the parents were also asked about their own fears and about
whether they had had any genetic counselling.

In the case of the cerebral-palsied group, one-fifth of the parents were
worried about the risk of handicap—a higher proportion than expected—
and three others uncertain. Worrying was not related to the severity of
the teenager’s handicap. A mother of an athetoid boy, herself a nurse,
said that she did worry, even though she said she told herself: ‘It’s not
genetic’; one worried even though she knew her son was handicapped
because it was a forceps delivery. A mother of another cerebral-palsied
boy said that she thought it was genetic, but nobody had ever talked to
her about the causes, while one mother said she had gathered from her
GP that cerebral palsy was ‘a family problem’. Although the majority of
parents knew definitely that cerebral palsy was not hereditary, and went
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spontaneously into details of the birth and the reasons (anoxia, forceps
delivery, prematurity, and so on) which they had been given, the fact that
a substantial minority were worried about the genetic risk was a disturbing
finding.

Parents of spina bifida children were much more likely to worry—
about two-thirds altogether. The small group who ‘didn’t know’ if they
were worried or not were mainly mothers who were ignorant of the risks
involved. Examples included a mother who said: ‘I haven’t thought about
it…to me it was an accident’ (she hadn’t had any genetic advice). ‘I
haven’t given it any thought’. (This mother went on to say she had had
no genetic information—it had been a difficult birth but she just didn’t
know what caused it.) Most parents, however, did know there was a
genetic component and were definitely worried, and some also voiced
worries about the risk to their other (non-handicapped) children. Only
one mother did know about the risks, but was not worried because she
knew her handicapped son (and also her non-handicapped daughters)
could have tests.

The parents were also asked whether they had ever discussed the
question of the genetic risk to their own child ‘with anyone at the hospital
or anyone else’. The only parents of cerebral-palsied children who were
asked this question were the twenty who were worried or uncertain,
whereas all the mothers of spina bifida teenagers were asked, (except
two who were so certain that their son and daughter would be unable to
have a child that the question was irrelevant). Over half the worried
mothers who had cerebral-palsied teenagers, and half the mothers with
spina bifida teenagers, had not discussed this question with anyone. In
the spina bifida group, the question was least likely to have been discussed
if the child was mildly or moderately handicapped. Of the seventeen
mothers who had said they were definitely worried, eight had not yet
discussed this with anyone. Five had discussed it, and in two cases had
been given fairly accurate information, while the other three had been
given incorrect information. It may seem unnecessary for parents to think
this far ahead when a teenager is only fifteen or sixteen, but many of the
parents in the study needed and would have welcomed clear information
on this, especially if they realized that the teenagers themselves were
already worrying about it.

(iii) Discussion of aspirations and anxieties with parents

Overall, the findings in this section have shown that many teenagers
were worried by questions relating to marriage, sex and parenthood,
although, from what they themselves said, only a comparatively small
number had discussed these questions with anyone. The parents were
therefore asked whether they had ever talked about any of these issues
with their children. If they had done so, they were asked for details; and
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if they had not, they were asked if there were any particular reasons for
this, including whether or not it was because of reluctance on the part of
the parent or teenager. Their replies are summarized in Table 4.7.

These findings show that the mothers were more likely to discuss
these kinds of questions with their daughters than with their sons, probably
because mothers find it easier to talk to their daughters about such things,
but also because the girls tended to be somewhat more mature than the
boys. It was also the case that the spina bifida girls were much more
worried than the boys about such matters and were more likely to have
expressed their fears. In both groups mothers of moderately and severely
handicapped teenagers were more likely to have discussed these questions
than were mothers of mildly handicapped children. A large proportion
of parents said they had not discussed any of these questions with the
teenager as they felt there was no need. They thought he/she was too
young, or that their child hadn’t really started to think about these things,
or was not yet intellectually capable of thinking seriously about them.
(‘So far he’s not really concerned about these things.’ ‘He’s not old
enough.’ ‘These things aren’t really relevant to him at the moment.’) In
some cases they were correct, but in many more, as our conversations
with the teenagers showed, the young people were already thinking and
worrying about these questions.

In very rare instances, the mother said that she hadn’t discussed these
questions either because the teenager was reluctant to (five cases) or
because she herself was (two cases). For example, the mother of a severely
handicapped, cerebral-palsied boy thought it was probably too soon
anyway, but she also said that his personal future was a ‘touchy subject’
as he felt so bitter about being handicapped. A mother of a cerebral-
palsied girl thought her daughter ‘lives in the present…she doesn’t want
to grow up. I think she’s rather afraid of growing up so she shuts all this
out of her mind’. Another mother described her cerebral-palsied daughter

Table 4.7 Whether parent has discussed with the teenager questions relating to
the teenager’s personal future
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as only being willing to talk about subjects ‘in a jokey way…not
seriously’, although she thought she was very worried underneath.

A minority of mothers had begun to discuss at least some of these
questions. Many mothers had talked to their daughters about children
and marriage although, as one mother put it, they weren’t ‘very deep
talks as she’s more like a twelve or thirteen year old’. One parent
mentioned an ASBAH conference for teenagers as being a very useful
occasion for the discussion of questions such as these.

The parents were then asked whether they thought their son or daughter
had any worries ‘about finding a boy- or girlfriend, or the effect of being
handicapped on his/her sex life, or on his/her chances of getting married,
or of having children or of looking after them or anything else like this’.

The proportion of mothers who considered their children to have any
worries of these kinds was highest for mothers of spina bifida girls, over
40 per cent of whom said ‘Yes’, compared with only two parents of
spina bifida boys, and around 20 per cent of parents of cerebral-palsied
boys and girls. This was further evidence that parents greatly under-
estimated the extent of worrying in their children. Again, quite a number
of parents said they thought their children still too young to be worrying
about these things, and that they didn’t ‘think ahead’, although a number
mentioned they thought their son or daughter was ‘just beginning’ to
worry, for example about boy- and girlfriends. Others said they didn’t
know. One mother said her son, ‘likes to keep that part of his life [i.e.,
girlfriends] secret’. Several did say that although the teenagers didn’t
say anything, or appear worried, they might be ‘worried underneath’. A
number of parents thought that the teenager was more worried about
whether he or she would get a job than about a future personal life.

However, some parents were well aware of their children’s anxieties
and raised very similar problems to the ones that teenagers themselves
had told us about. The worry which parents were most likely to be aware
of was that of finding a boy- or girlfriend (particularly a boyfriend) and
about whether or not he or she would get married. The mother and father
of a hemiplegic girl in an ordinary school, for example, mentioned how
the previous winter it had ‘all come out in a rush’ that their daughter was
self-conscious and felt frustrated and worried because boys never took
any notice of her. She hadn’t said directly that it was because she was
handicapped but that was clearly the reason. Parents were much less
likely to be aware that in many cases their sons and daughters had already
started to worry about the question of children, including whether they
would be able to have any or whether the child would be handicapped.

Finally, the question of how best to discuss such matters with their
children was raised. The parents were asked whether they had ever talked
to another adult about the best way of discussing these matters with their
teenager. The great majority did not feel the need to, and only six mothers
said they would like to do so. One said she’d like to know the sort of
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things to talk to her son about, while another wanted to know about the
genetic risks but wasn’t sure whom to approach. Only four mothers said
that they had actually talked over with another adult how best to approach
this. One had talked to other mothers at a meeting her GP ran for mothers
of handicapped children, while another said that they had just started to
discuss such questions in a parent group at her daughter’s school. She
thought this was going to be extremely helpful. The school had provided
her with leaflets issued by SPOD (the organization set up to give advice
on the sexual problems of the disabled: see Appendix B), and hoped to
arrange a series of meetings on the sexual problems of handicapped
adolescents. In chapter 10 we discuss what the school claimed to be
doing with parents on this subject, but from the parents’ responses it
seemed that it was not really adequate. Experience suggests that, although
most parents said they did not feel the need to talk over with anyone how
best to discuss these questions with their teenagers, when schools do
offer advice and set up parent groups, they uncover and help to meet
very real anxieties within the parents of which they themselves may not
be fully aware.

Summary

In summary the handicapped teenagers had little experience of
relationships with members of the opposite sex, but a large proportion of
them worried about such matters. Their concern was often not perceived
by their parents, many of whom thought their son or daughter too young
to think about this.

While over three-quarters of the control group said that they had ‘been
out’ with a boy or girl, only one-quarter of the disabled teenagers said
they had done so, but the great majority, who had not, said they would
like to do this. This is also probably an over-estimation of the number of
handicapped pupils who actually had experience of a relationship with a
member of the opposite sex as we felt that the ordinary and special school
pupils interpreted this question rather differently. The lack of opportunity
for those in day special schools to form such relationships must also be
borne in mind. The handicapped in ordinary schools were much less
likely than the controls to have gone out with a boy- or girlfriend
(especially the girls, none of whom had ever dated).

Most of the teenagers knew about the facts of life, but the handicapped
teenagers in special schools were much less likely to know about
contraception. Many were also worried about their capacity for sex or
parenthood, which suggests that much more needs to be done in the way
of sex education programmes in special schools (see chapter 10).

What is interesting is that similar proportions of the handicapped
young people (42 per cent) and the control group (46 per cent) expressed
worries about boy- or girlfriends, and it is likely that it would be most
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beneficial to the handicapped to appreciate that the able-bodied teenagers
have many anxieties in this area also. However, the nature of their worries
was quite distinct. The great majority of the handicapped teenagers
worried about the reaction of a boy or girl to their handicaps and felt that
they would be considered unattractive because of their physical handicap,
whereas the controls tended to worry about the actual relationship itself.

All of the controls and most of the handicapped teenagers (all but
nine) either definitely wanted to marry or thought they would probably
want to marry; although when asked if they thought they actually would
do so about one-third of the handicapped group (mostly severely
handicapped) compared to 12 per cent of the controls were uncertain as
to whether they would. Parents’ views as to the likelihood of their children
marrying were very similar, and tended towards optimism. However, it
was clear that here was an area that caused both parents and the young
people anxiety. Most parents recognized that their son or daughter would
marry only if they could find a partner who could cope with their
disabilities, and few spoke of the positive side of the things that their
child could offer in a relationship.

The great majority (over 80 per cent) of the handicapped teenagers
also said they would like to have children and although many parents
recognized this desire, one-third said they didn’t know what their son or
daughter thought about this, especially if their child was severely
handicapped. Some who did know their teenagers wanted children very
much, were clearly concerned about this. Many of the teenagers were
worried about having children, especially the spina bifida girls. The most
common worry was whether their child would be disabled, but many
spina bifida and some cerebral-palsied girls also worried about whether
they could actually bear children. Few of the teenagers had discussed
any of their worries with anyone. Many of the cerebral-palsied teenagers
were worrying quite needlessly about genetic risk, while those with spina
bifida, who certainly were at risk, had rarely been given adequate
information.

Overall, many teenagers and their parents were worried by questions
relating to relationships, marriage and sex but very few had discussed
these issues between themselves or with anyone else, and even fewer
had been given specific advice or counselling. This obviously is a greatly
neglected area and counselling on such matters should be made
systematically available to teenagers and their families.
 



5

Psychological adjustment and problems

 
In this chapter we concentrate on psychological problems and
psychological adjustment in the young people. As noted already, the few
studies which have been made of disabled children and young people
suggest that those with neurological impairment (which would include
those with cerebral palsy and spina bifida with hydrocephalus) are
particularly likely to have emotional or behavioural problems. In this
chapter, we look at the adjustment of the young people while in their last
year at school, and in chapter 6 at some of the main factors associated
with adjustment.

(i) Terminology: the concepts of ‘psychological adjustment’ and
‘psychological disorder’

When one turns to articles, books, or clinical reports concerned with the
mental well-being of children or of adults, one is struck both by the
range of terms used, and, more frequently, with the lack of definition
and precision about their meaning. Commonly used terms include
‘maladjustment’, ‘mental illness’, ‘psychiatric disorder’, ‘psychological
disorder’, ‘behavioural and emotional disorders’, ‘deviant behaviour’,
and so on. These terms generally carry slightly different connotations,
but even when their meanings are clear to those using them, they are
often insufficiently well defined for the reader to understand fully what
is meant by them.

At the root of the problem is the fact that these concepts are, in contrast
to the concept of physical illness, very difficult to define. Ausubel (1961)
has defined ‘illness’ as ‘any marked deviations, physical, mental or
behavioural, from normally desirable standards of structural and
functional integrity’. In physical medicine there is comparatively little
disagreement as to what are ‘normally desirable standards’, and therefore
little disagreement about defining illness or health. In psychiatry the
notion of ‘health’ is far less clear; the major problem is always one of
deciding where to draw the line between normality and pathology. One
of the first and most vocal of the critics of the place of psychiatry within
medicine, Thomas Szasz, emphasizes in his article ‘The myth of mental
illness’ (1960) that, ‘In contrast to physical medicine, in psychiatry, social
norms and values can be of even greater significance than the degree to
which the behaviour is statistically unusual’, and he therefore suggests
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that the concept of ‘mental illness’ should be replaced by that of ‘problems
in living’. McKay (1975), while recognizing the contribution which the
‘medical model’ has made to psychiatry, also emphasizes that ‘the most
important discrepancy between medicine and psychiatry is that whereas
medicine is, by and large, an impartial discipline, psychiatry seems
inevitably bound up with value systems’.

Additional problems arise when one is investigating the mental well-
being of adolescents, since it may be very difficult (with the exception
of a few clearly recognizable conditions) to differentiate disorder from
‘normal’ adolescent behaviour and feelings, particularly as very little
work has been produced to show what is ‘normal’ behaviour for this age
group. Some of the prevailing stereotypes about what is normal are
discussed by Rutter and his colleagues (1976) in an important article,
‘Adolescent Turmoil; Fact or Fiction?’ They point out that currently
prevailing beliefs usually include the following concepts: that adolescence
is usually a period of great psychological upheaval and disturbance; that
since a central feature of adolescence is, in Erikson’s words, the ‘identity
crisis’ (that is, the struggle to achieve personal identity), then this
necessarily implies conflict with and increasing estrangement from the
family; and that adolescents form a separate culture with different norms
from the rest of society.

If these commonly held views are true, then the criteria which one
uses in deciding what is and is not normal psychological functioning in
adolescence, might well be very different from those applied to other
populations. In fact, Rutter’s own findings suggest that such assertions
are greatly exaggerated. Misleading generalizations have been made
which are based on clinical practice rather than on epidemological studies,
and these have been taken up by the media and have become part of the
folklore of adolescence. Rutter and his colleagues did, however, find
that inner turmoil, as represented by feelings of misery and self-
depreciation, was quite common in the mid-teens, and one is, therefore,
still faced with the question of whether such feelings should or should
not be taken as indicators of psychological disorder.

A further problem in defining psychological disorder arises when one’s
main concern is with physically handicapped adolescents. As we later
show, by far the most common way in which the handicapped young
people in our study differed from non-handicapped teenagers was in
their marked lack of self-confidence and general anxiety and fearfulness,
coupled frequently, although not always, with misery and depression. In
many cases these are perfectly normal and legitimate reactions to the
stress of having to cope day in and day out with a severe disability, such
as incontinence, or, in the case of those less handicapped, with the often
unsympathetic or inconsiderate reactions of non-handicapped peers.
While, in this book, we follow common usage in talking about
‘psychological adjustment’ or ‘emotional and behavioural problems’,
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we want to make it absolutely clear that although we use the same criteria
for handicapped and non-handicapped teenagers in defining what is or
is not ‘adjustment’ we would, in the majority of cases, be very hesitant
indeed about applying terms such as ‘abnormal’, ‘pathological’ or
‘maladjusted’ to the feelings and behaviour of those striving to cope
with the effects of physical disability.

(ii) Various approaches to the identification of psychological
problems

Several different approaches have been adopted generally in defining
psychological disorder in the young. First, the administrative one, defining
the group thought to be in need of a service. For example, ‘maladjustment’
is a term which has been in common use since the publication of the
Handicapped Pupils and School Health Service Regulations (1945), when
maladjustment was defined as those ‘who show evidence of emotional
instability or psychological disturbance and require special educational
treatment in order to effect their personal, social or educational
readjustment’. The emphasis was therefore on an administrative
definition—children who had special educational needs—and this has
remained the only real focus for the term ‘maladjustment’, despite later
attempts to define the concept more precisely (e.g., Underwood
Committee Report (1955), and its Scottish counterpart (1964)).

The authors of the Isle of Wight Study preferred to use the term ‘child
psychiatric disorder’. They pointed out that although many of the children
in their study with psychiatric disorder ‘could reasonably be regarded as
maladjusted’, the two terms are not synonymous. Their main reason for
making the distinction appeared to be that maladjustment includes the
concept of the need for treatment, whereas the term psychiatric disorder,
as used in the IOW Study, bears ‘no connotations that treatment will
necessarily benefit a child’. In fact, in common practice, the terms
‘psychiatric disorder’, ‘disturbed behaviour’ and ‘maladjustment’ are
often used more or less interchangeably. Teachers and educational
psychologists tend to use the term ‘maladjusted’ more frequently because
they are very often concerned with school placement issues; while
epidemiologists, child psychiatrists and research psychologists are more
likely to use the broader category encompassed by the terms ‘psychiatric
disorder’.

An approach which seems to us to have gone further than most others
in arriving at an assessment of psychiatric disorder was the ‘clinical-
diagnostic’ approach used in the IOW Study. A statistical approach (using
behaviour questionnaires with parents and teachers) was used in the first
stage as a screening device with the total population. However, since the
authors were aware that a behaviour questionnaire or an interview
schedule based on observations by others, however carefully worked
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out, will always be imperfect because it involves a large element of
subjectivity, this was followed, in the second stage, by a much more
intensive study (involving interviews with teachers, parents and children)
of those children whose screening suggested a disorder.

Overall, ‘psychiatric disorder was judged to be present when there
was an abnormality of behaviour, emotions or relationships which was
continuing up to the time of assessment and was sufficiently marked or
sufficiently prolonged to cause handicap to the child himself and/or
distress or disturbance in the family or community’. This approach is the
one which has been the major influence on our study, the main difference
being that we used the statistical approach, derived from the
questionnaires, as complementary to the clinical/diagnostic approach,
rather than as a screening device. (For a more detailed consideration of
these various approaches to identifying psychological disorder see Rutter
et al., 1970, pp. 148–51.)

(iii) Criteria to be taken into account in the assessment of
disorder

Before describing our own approach, a few general points need to be
made about whether or not one assesses a particular child as having a
psychological disorder, or psychological problem. First, any difficulty
has to be considered in relation to the child’s age. As Rutter (1975)
emphasizes: ‘Since children are developing organisms, assessment needs
to be made in the context of a developmental framework. Children behave
differently at different ages so it is necessary to know what behaviour
should be expected at each age (and sometimes for each sex too). Different
stages of development are associated with different stresses and
susceptibilities.’ As children are not all alike, some knowledge of the
range of variability is also needed. Information about ‘normative’
behaviour in adolescence is still minimal, and this has made the
interpretation of data gathered about possible psychological disorders in
this age group particularly difficult to interpret.

In deciding whether a child has a disorder one must also consider the
cultural and social context of the behaviour, and know what the cultural
or sub-cultural norms and values are, as well as taking into account the
differences expected at any particular age between the behaviour of boys
and of girls. For example, the incidence of disturbed behaviour in primary
schoolchildren (as measured by teacher questionnaires) has been found
to be significantly higher in boys than in girls. However, a study (Rutter
et al., 1974) of children whose parents had been born in the West Indies
(the children themselves being born in either the West Indies or in the
UK), showed their disorders were less sex-linked, the girls showing rates
of disorder, (especially of ‘conduct’ disorders, as perceived by teachers)
much nearer to that in boys. Another recent study (Cochrane, 1979)



PSYCHOLOGICAL ADJUSTMENT AND PROBLEMS 111

showed that the presence of psychological disorders (as measured on
several indicators) of Indian and Pakistani children living in Britain was
significantly lower than in that of British children and children of West
Indian parents.

Another aspect of context which makes the identification of disturbed
behaviour difficult is that it may be extremely situation specific—that is,
children may behave very differently in different settings. For example,
in Mitchell and Shepherd’s study (1966) of behaviour problems in 5–15
year olds in Buckinghamshire, there was a substantial number of children
who presented difficulties only at home or only at school, a finding which
was replicated in the IOW Study. Consequently, one requires information
from different sources to be able to make an adequate rating of
psychological well-being.

One must also consider short-term changes which may have occurred
in the child’s life, for example, if he has recently suffered a bereavement,
has had a long period in hospital, has recently changed schools or has
been separated from or quarrelled with a close friend. In many cases,
these will only result in transient changes in behaviour and an attempt
should be made to consider how persistent the disturbed behaviour is.
Many children are reluctant to go to school, and may go through phases
of Monday morning stomach- or headaches; such behaviour only
becomes of concern when it persists over months. The extent and severity
of the child’s problems are clearly of importance in deciding whether or
not he has an overall psychological disorder. Isolated symptoms are of
little significance unless they are functionally disabling; disorders of real
concern are usually characterized by a number of symptoms which are
judged to be abnormal either because of their frequency, their patterning
or their persistence and also (the other important aspect of severity)
because they impair the functioning of the child and/or of other people.

This last point, whether or not the behaviour or feelings are
handicapping in terms of functioning, was of particular importance in
our consideration as to whether or not a teenager had a problem. Feelings
or behaviour could be handicapping to the teenager or others in three
main ways: first, it could cause distress to the teenager which may not
always be easy to assess. For example, we could not presume in our
survey that social isolation necessarily caused suffering since some
teenagers were quite content and appeared to have sufficient inner
resources to enjoy being alone for much longer periods than is ‘normal’
for young people of this age group. Aggression too may stem from
unhappiness, but it may also be an expression of cultural, social and
temperamental factors. Conversely, in their assessment of the prevalence
of psychiatric disorder in adolescents, Rutter et al. (1976) noted that
‘many youngsters who appear normal to parents and teachers are
diagnosed as showing disorders on the adolescent interview’, often on
the basis of ‘frequently expressed feelings of misery and self-
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depreciation’, which they do not reveal to others without close
questioning. Thus, ‘regardless of what parents and teachers thought or
noticed, the adolescents themselves experienced suffering’. However,
the authors also raised the question of ‘whether the reported feelings
meant clinical depression or whether they represented inner turmoil which
is part of adolescent development rather than an indication of psychiatric
disorder’, and they were unable to arrive at an entirely satisfactory way
of deciding what does and does not constitute true psychiatric disorder
in adolescence, or just a degree of unhappiness quite normal for that age
group.

A second way in which disorder can be handicapping is if it imposes
social restrictions on the child. For example, does a physically
handicapped teenager’s anxiety about going into new situations prevent
him from joining clubs and perhaps making new friends? Again, many
able-bodied young people may also go through a phase of nervousness
in new situations during the teenage years. However, a prolonged period
of social withdrawal, stemming from a poor self-image and a lack of
self-confidence, can be handicapping in the long term if it interferes
with the normal processes of social development.

Finally, the disorder may not cause great distress to the child himself,
but it may affect his family or peers. For example, irritability may not
bother the individual himself as much as those around him. In addition,
evidence from Shepherd et al. (1966) suggests that behaviour which might
be intolerable to one family, given the state of the mother’s physical or
mental health or because of poor housing and the proximity of neighbours,
might be perfectly well tolerated in another.

(iv) Measuring adjustment or psychological problems in this study

As noted in our introduction, in our study we relied heavily on long
interviews with the mother (or both parents) and the teenagers which
although highly structured also contained many open-ended questions.
These were supplemented by shorter interviews with the teachers, and
with completion by the teachers of the Rutter Scale B (Rutter, 1967),
which assesses the child’s behaviour in school, and also the completion
by the teenager and by the mother of the Malaise Inventory (Rutter et
al., 1970) which elicits information on a number of items concerned
with physical or psychosomatic symptoms or symptoms of distress.

Since they were first devised by Rutter and his colleagues, many
researchers have made use of these scales, including those concerned
with families with handicapped children, such as Moss and Silver’s study
(1972) of families with Down’s syndrome, studies by Tew and Laurence
(1975) and Bradshaw and Lawton (1978) of mothers with spina bifida
children, or mothers with very severely disabled children, and by Dorner
(1975) in his study of teenagers with spina bifida. The Malaise Inventory
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and the Rutter Scale B have also been used by Rutter and his colleagues
(1976) in a study of 14–15 years old living on the Isle of Wight, and
more recently in their study of secondary school children in Inner London
(Rutter et al., 1979).

Rutter (1978) makes a strong point that the scales indicate the presence
of emotional distress and disturbance rather than psychiatric disorder as
such, while Philp (1978) warns that, in the case of parents of handicapped
children, some of the items on the Malaise Inventory (such as backache
and tiredness) may reflect actual burdens with a real physical cause rather
than symptoms of psychosomatic origin. We found the scales a useful
complement to the questionnaires given to the parents and teenagers,
but found that, by themselves, the scales did miss a proportion of those
young people thought to be suffering from stress.

On the basis of all the information available to us from interviews,
from the Scale and the Malaise Inventory, we made a judgement about
which young people could be described as having ‘psychological
problems’, and which could include problems of emotion or feeling, or
problems of behaviour, or both. We found a two-fold classification of
those with and without psychological problems misleading and in practice
very difficult to apply, and consequently we have made a threefold rating
into those with ‘marked psychological problems’, those with ‘some overt
problems’, and those with none or only minor overt problems which we
have called ‘satisfactory adjustment’.

The first category includes mainly young people with long-standing
difficulties which have been present for a number of years, plus one or
two who were reacting strongly to particular problems present at the
time, but who, according to themselves, their parents and their schools
had not previously shown marked symptoms of disturbance. The second
group really represents a borderline group, whose problems were less
evident than those in the first group but who could not be said to be
without any symptoms of distress. At some points in the analysis, where
we wanted to make comparisons with other studies, we felt that it was
more appropriate to include this group with the ‘marked problem’ group,
but when we talk about those with definite difficulties this refers only to
those in the first category.

The third category includes mainly young people who appeared truly
to have adjusted well to their problems and difficulties, but it did also
include some people who were probably as yet too immature to appreciate
the difficulties that adult life was likely to present to them, or who, in
collusion with their parents, were simply not facing up to the real-life
implications of their disabilities. This, of course, is a perfectly valid coping
strategy at least in the short term; at any rate it is one which people
outside the family should beware of criticizing. But we felt that with
some of these young people, difficulties were being ignored which at a
later date would inevitably present problems, for example in cases where
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a young person was content to be very heavily dependent on his parents
for company and emotional support, but who was likely later to run into
very serious difficulties when his parents became too old to provide for
all his needs. However, in terms of his current situation the young person
could be said to have ‘satisfactory adjustment’, in that he was content
with his present way of life and not unduly worried about the future.

(v) The classification of disorders in childhood or adolescence

We should like to refer briefly here to the classification of psychological
disorders as defined by Rutter and his colleagues and used in the present
study. We would stress again that psychological disorder in childhood
and in adolescence is, in the great majority of cases, not equivalent to the
presence of an ‘illness’ or ‘disease’ which is qualitatively different from
normal, while what are termed ‘disorders’ are, in the words of Rutter et
al. (1975), ‘quantitative rather than qualitative departures from the normal
course of development’. Our findings suggest that this is true for most
handicapped adolescents we studied, and in only a very small minority
of cases (all teenagers with cerebral palsy and epilepsy) could their
problems be described as qualitatively different from normal behaviour.

The main categories used by Rutter and his colleagues are ‘conduct
disorders’ (sometimes also referred to in the literature as ‘anti-social
disorders’) such as aggressive behaviour, stealing, lying, bullying, etc.,
and ‘neurotic disorders’, such as excessive worrying or fearfulness or
frequent and intense misery. If a child’s behaviour includes symptoms
from both of these categories, he is said to have a ‘mixed disorder’.
‘Conduct disorders’ and ‘neurotic disorders’ are also differentiated in
terms of the child’s response to treatment, children with neurotic
symptoms being more likely to improve significantly with appropriate
help than those with conduct disorders, and follow-up studies carried
out by Rutter and his colleagues (1976) also show that the long-term
prognosis is better for children with neurotic disorders than for those
with conduct disorders.

In the Isle of Wight Study of 10–11 year olds (Rutter et al., 1970),
126 children (about 6 per cent of the total population) were identified as
having behavioural problems. These could be broken down into those
with ‘neurotic disorders’ (36 per cent), ‘conduct disorders’ (36 per cent)
and those with ‘mixed disorders’ (24 per cent); while only about 3 per
cent were suffering from ‘other disorders’, such as childhood psychosis
or adult-type neurotic or depressive illness.

No breakdown is yet available into types of disorders found in the
Isle of Wight Study of young people aged 14–15 years, but Rutter et al.
(1976) report that for the most part the type of disorders seen at this age
appeared to be ‘closely similar’ to those seen at 10–11 years, except for
two marked differences. First, depression was much more common in
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adolescence, ‘this difference indicating the beginning of a shift to an
adult pattern of disorders, although there is not yet the marked female
preponderance of neurotic disorders seen in adults…Secondly, at age
fourteen years, there were fifteen cases of school refusal whereas there
had been none at ten years. In many cases, the school refusal formed
part of a more widespread anxiety state or affective disorder’.

In our own study we have used Rutter’s classification when looking
at the nature of the teenagers’ disorders, and we included within the
‘neurotic disorder’ group young people suffering from depression, since
this was almost always associated with other problems of the ‘neurotic’
type, in particular with anxiety and lack of self-confidence.

Findings from other studies on the extent and nature of
psychological disorders in adolescence

(i) Findings for non-handicapped adolescents

Although a great deal of clinical material is available, there have been
few epidemiological studies of non-handicapped adolescents. A rare
exception was the Isle of Wight Study of 14–15 year olds. In this study,
for the total population of over 2000 adolescents, about 300 were
identified by the screening procedures described on page 112, as having
problems, all of whom were then seen individually for interview by
psychiatrists, while their parents and teachers were given individual
interviews also. On the basis of all this information an individual
psychiatric diagnosis was made of each child thought to have disturbed
behaviour. (Graham and Rutter, 1973; Rutter et al., 1976.) The same
interview procedures were also applied to a random sample of the general
population of teenagers, to see how many had disorders which showed
up on interview but not on the screening procedures.

As already indicated, a major problem was the difficulty of deciding
what constituted psychiatric disorder in adolescence. This depended to a
considerable extent on which source (e.g., the parent or the teenager
interview) was used as the main indicator of disorder. If the rating was
made on the basis of the parent interview, then the prevalence of disorder
was found to be about 13 per cent in both boys and girls. If the interview
with the teenager was used, the rating for disorder in the group as a
whole rose to about 16 per cent. In addition some children, not picked
up by the screening procedures, appeared on interview to have some
problems and if the prevalence rate was corrected to allow for this it
would rise further to over 20 per cent.

The few other epidemiological studies which have been carried out to
estimate psychiatric disorder in adolescence give similar results. A study
by Leslie (1974) on 13–14 year old children in Blackburn showed a
prevalence rate of psychiatric disorder of 21 per cent in boys and 14 per
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cent in girls, the information being obtained from interviews with parents
and children, and questionnaires from teachers. Another study was carried
out in an Australian town (Krupinski et al., 1967; Henderson et al., 1971)
where 16 per cent of adolescents were diagnosed as showing some form
of psychiatric disorder.

(ii) Findings for handicapped children and adolescents

Very little is known about the prevalence of psychiatric or psychological
disorders in handicapped adolescents, and even for younger children
information is scanty. In the Isle of Wight Study, comparisons were made
for 10–11 year olds between handicapped children with physical
conditions which did not involve the brain, and children with
‘neuroepileptic’ conditions (in the great majority of cases those with
cerebral palsy or epilespy, or both). Actual prevalence rates depended on
the measures used, but if one takes children identified by the screening
procedures, the rate of psychiatric disorder for the general population
was found to be about 6 per cent, while for the group with physical
handicaps but no brain damage it was 9 per cent, and for the
neurologically-impaired group the rate was 24 per cent. These figures
would of course be somewhat higher if corrected for children missed by
the screening procedure, but the main point of interest was that in 10–11
year olds psychiatric disorder was more than four times as likely to occur
in children with neurological abnormalities than in the non-handicapped
children, and 2–3 times more likely than in children with physical
handicaps but no neurological impairments.

Unfortunately, no similar analysis is available from the Isle of Wight
Study of 14 year olds, but a study carried out by Seidal et al. (1975) of
physically handicapped 5–15 year olds living in three London boroughs
is of interest. Using the same methods, it confirmed the original Isle of
Wight findings and showed a higher rate of disorder in children whose
handicap was associated with damage to the central nervous system
above the level of the spinal cord (mainly cerebral palsy or
hydrocephalus), compared with children with a physical handicap
arising from some other cause. 24 per cent of those with an abnormality
of the brain were found to have a ‘psychiatric disorder with substantial
social impairment’ compared with only 12 per cent in the other groups.
However, while this study is important because it confirms the Isle of
Wight findings, since it covers such a wide age range it cannot tell us
much about adolescence as such.

Although no epidemiologically-based study exists of the prevalence
of psychiatric or psychological disorders in adolescents with cerebral
palsy or spina bifida, interesting work has been done which provides
valuable qualitative information about the nature of the young people’s
problems, and as well quantitative data about specific problems, such as
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depression. For young people with spina bifida, Dorner’s work (1975;
1976) is of special interest. His group comprised sixty-three teenagers
with myelomeningocele aged 13–19 years (mean age 16.4 years) who
had attended the Hospital for Sick Children, Great Ormond Street. It
included some children without obvious signs of hydrocephalus, and
although a few had IQs of below 70, they were on the whole a rather less
handicapped group than ours. Dorner’s group also differed from ours in
that half had left school at the time of interview. A major finding to
emerge from his interview with the young people and with their parents
was the high incidence (66 per cent overall) of definite and recurring
feelings of misery, especially among the girls, the parents often being
unaware of this. In contrast, there was a striking absence of anti-social
problems. A study of thirty-five spina bifida adolescents in Melbourne,
Australia (McAndrew, 1978) covers, among other things, the
psychological problems of those young people with spina bifida. The
findings are very similar to those reported by Dorner, with depression a
very common feature, together with feelings of low self-esteem.

Other studies which highlight the difficulties and anxieties associated
with incontinence are referred to at appropriate points in the text (and
are also reviewed in chapter 9 of Anderson and Spain’s The Child with
Spina Bifida (1977)). They include the work of Feinberg et al. (1974);
Fulthorpe (1974) and Scott et al. (1975).

In the case of teenagers with cerebral palsy we were unable to find
many relevant studies, and certainly no epidemiological ones. However
a useful account, based upon clinical evidence, of the sorts of problem
they experience is given in Freeman (1970). A study of the social
adjustment of sixty-two young adults, aged 16–35 years, with cerebral
palsy was carried out by Brian Rowe (1973). Rowe measured social
adjustment in fifty-three of the young adults by administering the Social
Adjustment section of the California Test of Personality which covers
social standards, social skills, freedom from anti-social tendencies, family
relations, occupational relations and community relations. 85 per cent
of the group had below average scores (based on American norms), but
the findings are difficult to interpret since there was no evidence that the
group was in any way representative of cerebral-palsied people, the great
majority being attenders at one workshop run by a voluntary society.

In our own study, many cerebral-palsied teenagers had other handicaps
such as epilepsy (about one-quarter of the sample) and speech disorders
(over half) and a small proportion had a significant hearing loss (about 6
per cent). Thus studies of young people with these as their major
handicaps are also of relevance.

Bagley (1971) has looked in detail at the psychological problems of
epileptic children, in whom he found a high rate of psychological
disorders; and Richardson and Friedman (1974) at the psychosocial
problem of American adolescents aged 14–16 years with uncomplicated
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epilepsy. Theirs was a small in-depth study using interviews with
teenagers and their parents, a questionnaire, and group interviews. Of
the seventeen teenagers taking part, thirteen were found to have
psychosocial problems of some kind. The parents frequently saw
behaviour problems as the main difficulty, while problems in peer
relationships were the main concern of the young people. As far as we
know, no work has been done on the psychological problems of young
people in whom speech disorder is their major problem. However, the
literature on the psychological problems of children with hearing
impairments is extensive (e.g., Rodda, 1970; Reivich and Rothrock,
1972), and shows a high incidence of emotional and social problems in
this group.

In this very brief review of research we have concentrated mainly on
studies relating specifically to cerebral-palsied and spina bifida
adolescents, but research into the psychological problems of young people
with other physical handicaps is also very relevant, and Pless and
Pinkerton (1975) provide a useful general review of these. Finally, to
obtain the feel of what it is like to be disabled three classics in the literature
on disability, Goffman’s Stigma (1963), Wright’s Physical Disability—
a psychological approach (1960) and Hunt’s Stigma: the experience of
physical disability (1966) are highly recommended.

The present study: extent of psychological problems
Ratings of overall psychological adjustment: methodology

On the basis of all information available to us, each teenager in the study
was placed into one of three categories:
 

1 those judged to have ‘marked’ psychological problems, taking
into account the criteria discussed earlier (p. 113),

2 those with ‘some’ problems, less marked than those of the
teenagers in the first group, and

3 those whose overall adjustment was considered to be
‘satisfactory’—that is, their problems were only minor or there
was an absence of any overt symptom.

 
At the end of each phase of the study when all the teenagers and their
parents had been interviewed, the ratings of ‘psychological problems’
were reviewed by each interviewer separately, and any ‘borderline’ cases
were discussed by the interviewers together before the ratings were
finalized.

The ratings of ‘overall’ adjustment were, as we said above, clinical
ratings, made on the basis of an overall impression which took into
account all available information. This usually consisted of: (i)
information derived from the teenager in answer to a structured, detailed
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and probing questionnaire, the items the young person checked on the
Malaise Inventory, plus the interviewer’s impression of the young person;
(ii) information derived from what the parent(s) said, this was the mother
alone in most cases; and (iii) information derived from the school,
including the Rutter Teacher Scale B, supplemented in some but not all
cases with a discussion of varying length with one or more teachers.

As we pointed out earlier, data derived from several sources may not
always be closely correlated. For example, a teenager with a very high
(i.e., deviant) score on the Rutter Teacher Scale may have a low score on
the Malaise Inventory; or a parent may perceive her child as having no
problems of significance, whereas the teenager may reveal at the interview
that he or she has been concealing deep feelings of depression, loneliness
or anxiety. The reverse may also be true. A very few teenagers had little
to say at the interview about problems or even denied that problems
existed, yet appeared to the interviewer, as well as to parents and school
staff, as miserable or markedly lacking in self-confidence. On the whole,
however, data derived from different sources gave a reasonably consistent
picture of the teenager’s present psychological state. Most of the young
people were extremely open and honest about their feelings and
behaviour, and the information they gave usually corresponded to that
obtained from their parents.

Findings: extent and nature of overall psychological problems

(a) Findings on the overall three-fold rating

In Table 5.1 we consider our ratings of overall adjustment in relation to
sex and to whether or not the teenager was handicapped. The findings
show that one-third of the handicapped teenagers had ‘marked’ problems
compared with only one control and a further 19 per cent of the

Table 5.1 Overall psychological adjustment in the handicapped and control
groups
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handicapped group had ‘some’ problems, compared with 12 per cent of
the controls. Overall, just under half the handicapped group were rated
as having ‘satisfactory’ adjustment, compared with nearly 85 per cent of
the controls. Though the control group was small, the overall finding of
a disorder rate of 15 per cent is broadly comparable to that of studies
(reviewed on p. 115) of non-handicapped adolescents, as was the rather
higher rate of problems found in the boys (20 per cent) than in the girls
(11 per cent). The very high rate of disorders among the disabled young
people also bears out the findings from other studies—that the rate of
psychological problems in neurologically-impaired children is 3–4 times
as high as it is for non-handicapped children.

Table 5.2 shows the rates of adjustment in the cerebral-palsied group
compared with that for spina bifida young people, considering the rates
for boys and girls separately within each group. The overall rate of
disorders in the cerebral-palsied and spina bifida groups are very similar:
about one-third in each group had marked problems, about one-fifth
‘some’ problems, while just under half were rated as ‘satisfactory’. Within
the cerebral-palsied group the rates of disorder were fairly similar for
both boys and girls; in the spina bifida group, however, there was a
difference between the boys and girls, nearly two-thirds of the boys being
rated as having ‘satisfactory’ adjustment, compared to only just over
one-third of the girls. Conversely, 42 per cent of the girls had ‘marked’
problems compared with only 18 per cent of the boys. The findings could
not be attributed to differences in severity of handicap between spina
bifida boys and girls since very similar proportions in each group were
rated as being mildly, moderately or severely handicapped.

Unfortunately, the group of boys was really too small for definite
conclusions to be drawn, and also, since many of the anxieties of the
spina bifida young people were often closely related to incontinence
management (a question discussed later in more detail) it may well have
been that the girls found it easier than did the boys to express their

Table 5.2 Overall psychological adjustment, type of handicap and sex
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anxieties to women interviewers (both interviewers were female). This
seems a strong possibility in view of Dorner’s finding that about half the
young men in his study (although these were rather older in age than
those in Phase I of the current study) admitted to mild, moderate or severe
misery or depression, although in his study also, girls were found to be
more vulnerable.

Table 5.3 shows the relationship between severity of handicap and
the presence of psychological problems, and indicates that while the
proportion in each group who were considered to have ‘satisfactory
adjustment’ was very similar (about 50 per cent) there were far fewer
judged to have ‘marked problems’ among the mildly handicapped
compared with those who had moderate or severe handicaps. (More will
be said about this relationship in chapter 6.)

(b) Findings on the Rutter Teacher Scale and the Malaise
Inventory

The scores on the Rutter Teacher Scale and the Malaise Inventory were
used mainly to supplement the information obtained in the interviews,
but are also worth looking at on their own account. Table 5.4 shows the
proportion of teenagers with a deviant score on the Rutter Scale (i.e., a
score of 9 or more), and compares the cerebral-palsied and spina bifida
groups with our own controls and with the fourteen year olds in the Isle
of Wight Study. The table shows that the rates for deviance on this Scale

Table 5.3 Overall psychological adjustment and seventy of handicap (Pultibec
ratings)

Table 5.4 The extent of deviant behaviour on the Rutter Teacher Scale (i.e., a
score of 9 or more)
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were very similar for our control group and the Isle of Wight Study group,
while the rates for the physically handicapped groups, especially for
those with cerebral palsy, were very much higher. These results were
also analysed by sex, and showed that all the PH group except the spina
bifida boys had a deviance rate much higher than that of the controls.

Table 5.5 shows the breakdown into types of disorder indicated by
the Rutter Scale scores and indicates that neurotic disorders were
generally more common in the PH group than among the controls (24
per cent overall compared with 3 per cent). Among the controls, the
proportion with conduct disorders was also about 3 per cent, but the rate
was three times as high among those with cerebral palsy (if those with
mixed disorders were included). For the spina bifida group, however,
conduct disorders were virtually absent.

A similar analysis was completed for the Malaise Inventory, the mean
scores and the proportion in each group with a score of seven or over
being shown in Table 5.6. The Malaise Inventory does not discriminate
as well between the handicapped and non-handicapped groups as the
Rutter Scale, although if the IOW fourteen year olds are taken as more
representative of non-handicapped young people than our own control
group, then the differences were much more marked. The spina bifida
group showed the greatest percentage with high Malaise scores, but it
should be remembered that this group contained a number of young
people with current physical illness, such as urinary infections, which

Table 5.5 Types of disorders on the Rutter Teacher Scale

Table 5.6 Findings on the Malaise Inventory as completed by the teenagers
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would affect their Malaise scores. In all the groups, the girls had very
much higher scores than the boys.

The nature of the teenagers’ problems

(i) General findings: main types of problems

On the basis of all the information gathered about them, the handicapped
teenagers with either marked or some psychological problems were
placed in one of four groups, using Rutter’s classifications (see p. 114).

Teenagers with ‘neurotic’ type problems usually showed several of
the following behaviours: a marked lack of self-confidence, often
accompanied by self-consciousness about their handicaps; fearfulness
about going into new situations and meeting new people; less frequently
by separation anxiety, that is, marked anxiety if separated from their
parents, which in a minority of cases took the form of extreme withdrawal;
marked worries and anxieties which might be general or specific, for
example in relation to incontinence; marked or frequent misery or
depression; difficulties in getting on with peers; and occasionally
problems of school refusal. The behaviour of those with ‘conduct’
disorders might include aggression, surliness and disobedience; frequent
irritability; in some cases frequent or severe temper tantrums; bullying
and fighting; and, rarely, truancy. The group with ‘mixed’ disorders often
presented as conduct disorders, but on close investigation were often
also found to be very anxious and lacking in self-confidence. Finally,
the ‘other’ category included three teenagers, all with cerebral palsy and
epilepsy, who showed, in addition to problems of the kind described
above, behaviour which was sometimes bizarre, usually because they
did not appear to be in full control of their attention, with periods when
others felt their minds to be ‘absent’ in some way. These were also young
people whom neither the interviewers nor the school staff felt they could
really ‘get through’ to.

The percentage of teenagers falling into each of these categories are
shown in Table 5.7. It must be emphasized that in these tables the
classification was made on the basis of all the information available, and
not just on the scores from the Rutter Scale, but they confirm and amplify
the trends from the screening tests shown in Table 5.5. In fact, using this
method, the proportions thought to have ‘marked problems’ agreed well
with the proportions identified by the teachers as being deviant on the
Rutter Scale.

This table shows the overwhelming preponderance of ‘neurotic’ as
compared to ‘anti-social’ or ‘mixed’ disorders, regardless of sex, although
again anti-social or mixed disorders were more common among boys
and neurotic disorders more common in girls. Since only five control
group teenagers were judged to have problems (one ‘marked’ and four
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‘some’ problems) comparisons were not really useful, but it is worth
noting that three of the five had neurotic disorders.

The data were also analysed separately for the teenagers with spina
bifida and cerebral palsy. As the total numbers were small, especially for
the spina bifida teenagers, we included those with ‘marked’ problems
and with ‘some’ problems in the total number with disorders. The findings
again confirm those in Table 5.5, that is in both diagnostic groups,
regardless of sex, ‘neurotic’ disorders were by far the most common,
while ‘conduct’ disorders were very rare indeed among the spina bifida
group, especially the girls.

(ii) Specific problems

So far we have talked in rather general terms about the presence or absence
of psychological problems. We shall now discuss in more detail the nature
of the young people’s problems. We start by looking at problems which
could be classified as ‘emotional’ or ‘neurotic’, in particular at worrying
and anxiety in relation to school work and handicaps as well as more
general worrying; at lack of self-confidence and fearfulness about going
into new situations; and about misery and depression. Finally, we look
briefly at anti-social types of disorders. We considered information
supplied by the parents as well as by the teenagers themselves, and some
interesting similarities and differences were obtained between the two
information sources.

Worrying: its extent and nature. Information about worrying was obtained
from parents, teachers and the teenagers themselves, and we start with
the parental replies to the general question about whether they thought
their teenager tended to worry much about things. Only a small number
of parents in each group (including the control group—about 6–7 per
cent) thought that their teenager had a severe problem with worrying,
except for the parents of spina bifida girls who reported a rate of about

Table 5.7 Percentage of handicapped teenagers with different types of
psychological disorder
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16 per cent. However, while the handicapped groups’ parents frequently
reported that their children worried to a moderate degree (nearly half of
the parents of cerebral-palsied teenagers, and two-thirds of the parents
with spina bifida girls), this was reported by only one-third of the control
group parents.

These are some examples of how parents described young people
thought to have a marked problem with worrying. One cerebral-palsied
boy was described as ‘sensitive’ and it was said that he had always been
a worrier, although he had begun to come to terms with his anxieties
over the past year. He worried about his mother’s health, his father being
a smoker, about cruelty to animals (he had become a vegetarian) and
was also very self-conscious about his handicap. Another in this group
was a very anxious hemiplegic girl constantly worried, said her mother,
about ‘the future, boys, everything’. The three spina bifida girls who had
marked worries were all in special schools. Not only did they worry
about ‘life in general’, they were also specifically worried by their
incontinence problems. In the control group only one teenager was
described by his mother as being a frequent worrier. He was always, she
said, ‘worrying about details, obsessive about little things being done on
time…his mind is not at rest till he has done them’.

Occasionally, parents mentioned that they felt sure their child was
worrying although this was never actually expressed. One mother of a
very unforthcoming cerebral-palsied girl of well below average ability
felt that ‘she bottles up everything’. She thought she had emotions that
she might want to let out but had no means of doing so. A mother of a
cerebral-palsied boy, minimally handicapped but at a special school, felt
the same. ‘I’m sure he’s bottling up worries which don’t come out.’ His
father added, ‘You’ve only to look at him to know that something is
wrong’. In this case family relationships were so disturbed that the boy’s
reticence was not surprising.

In all groups, a higher proportion of teachers than of parents perceived
the youngsters as worriers. Again, the difference between the control
and handicapped groups was very marked, and again, it was the spina
bifida girls who were perceived by teachers as being the greatest worriers.
However, the proportion of teachers of handicapped pupils in ordinary
schools who perceived their pupils as worrying was almost identical to
that of teachers in special schools, so worrying did not appear to be
related to type of school placement (although, as we discuss later, the
nature of the worries expressed is often related to some aspect of
schooling).

Teenagers’ own reports of worrying. The general question put to the
teenagers about worrying was worded as in the Isle of Wight Study of
fourteen year olds: ‘I suppose most teenagers worry about some things—
apart from the things we’ve talked about already, what sort of things do
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you get worried about?’ (The main problems already discussed had
included feelings about boy/girlfriends, and about marriage; see Chapter
4.) Responses were rated on a three-point scale, results being rather similar
to what parents had reported, with a considerably higher incidence of
worrying in the handicapped group. Some gave rather general answers
to this question (i.e. of the ‘everything’ type) while others were much
more specific, such as school work (which is dealt with in greater detail
later) or what would happen to them after leaving school. Fourteen young
people raised this issue in terms like, ‘What I’m going to do in the future’,
‘Whether I’ll find a job’, ‘Whether I’ll get into college’, and so on.

Many of the worries reflected the underlying lack of self-confidence
which many parents also commented on. For example, one boy worried
because, although he was quite mobile, he was frightened to go anywhere
without his mother, while two others, who were quite mildly handicapped,
feared being left alone in the house.

It was expected that personal relationships, especially loneliness and
peer relationships, would be a great source of anxiety for the adolescent
group, but only a small number of them raised this in answer to the
general question about worrying. Of those who did, five—all in special
schools—mentioned not having friends, two referring particularly to
the school holidays. Only two teenagers (one in an ordinary and one in
a special school) mentioned teasing as a worry. Seven referred again to
relationships with the opposite sex although this had been discussed
fully at an earlier point in the interview. However, it should be
remembered that since nearly 70 per cent of young people attended
special schools they were rarely in situations where they encountered
non-handicapped peers. (More questions about relationships with non-
handicapped teenagers were included in the follow-up interviews. See
Chapter 9.) Another point is that although teenagers often did not state
explicitly that they worried about peer relationships, this was implicit
in the remarks they made about worries related to being handicapped.
For example, three hemiplegic boys (two in special, and one in an
ordinary school) said: ‘It’s my arms…I’m embarrassed when people
meet me.’ ‘[I worry about] being stared at and talked about in the
street…I get this every day, especially when I go out on my own.’ A
boy whose handicap was barely noticeable, and who earlier in the
interview denied, quite justifiably, being ‘handicapped’, worried about
‘how I look…what people think of me’.

A completely different area of concern was the worry voiced by five
boarders about what was happening at home while they were away. Three,
whose mothers were unsupported, said they worried, ‘about what’s
happening at home, if Mum’s upset. I think about it all night sometimes’,
or ‘whether Mum has enough money’. One spina bifida girl said she
constantly worried about ‘what’s happening at home, to my parents…it’s
always in my mind’, while another broke down during the interview
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because she was so worried about her home, the arguments between her
parents, and whether her mother was unhappy. But in general, teenagers
very rarely at this point in the interview mentioned worries about family
relationships. (This is discussed more fully in chapter 12.)

Only one teenager mentioned here worries about a health problem.
However, in answer to item 8 on the Malaise Inventory (‘Do you wear
yourself out worrying about your health’) 5 per cent of the cerebral-
palsied group, compared with 3 per cent of the controls replied ‘Yes’,
while 10 per cent of the spina bifida teenagers stated that they had health
worries, reflecting the very real differences in the incidence of ill-health
between this group, the cerebral-palsied group and the controls.

School-related worries. The great majority of teenagers were happy at
school, and the correlation between what they themselves said about
this and what their parents said was very close (see Chapter 1). The
proportion who said they were ‘happy most of the time’ was very similar
for the control and the handicapped groups. However, when parents were
specifically asked whether and how much their children worried about
school work, it seemed that the handicapped pupils worried more about
this than did the controls (44 per cent compared with 31 per cent),
although it is interesting to note that those attending ordinary school did
not worry about their work any more than did those attending special
schools. The spina bifida children, however, worried rather more about
their work (53 per cent) than did those with cerebral palsy (41 per cent)
according to their parents.

On the teenagers’ own report, only about half as many expressed school
work to be a problem as the parents, but again there was no difference
between those at ordinary schools and those in special schools. Exams,
keeping up with homework, particular lessons, missing work due to absence
were all mentioned, and four teenagers reported such worries interfering
with their sleep. One spina bifida girl was extremely worried: ‘I don’t
quite grasp the lessons at school, and I don’t think I am ever going to grasp
them…I’m not all that good at reading…and spelling…and especially
Maths…I just have a cry. I feel I don’t want to go to school…but once I’m
there I’m all right, they’re all so friendly.’ Five youngsters in special schools
and three in ordinary schools worried about ‘getting into trouble’ (generally
in school). They all lacked confidence and worried about matters which
seem small, but loomed large for them, such as ‘doing anything wrong’ or
‘being told off’ or ‘not being in the right place’.

Another way in which their worries about school was assessed was
by asking parents whether their child had, since starting at secondary
school, ever gone through a stage of refusing to go to school or making
a great deal of fuss about it.

Excluding those who got tearful before going back to boarding school
but who were on the whole happy once there, eighteen parents with
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handicapped children (eleven in special and seven in ordinary schools)
and one control said that there had been problems. In most cases these
had been resolved during the first two years of secondary school, and
only eight parents of handicapped teenagers said there were continuing
problems. Five of these were special school pupils (one boy had refused
to go back to school) and three were in ordinary schools. Although these
three did ‘make a fuss’ about going to school in no case was the problem
a severe one.

The first two years in an ordinary secondary school seems to be a
time when handicapped children are especially vulnerable, and four
cerebral-palsied children had gone through a stage of school refusal
during this time. One boy had been teased so much at his comprehensive
school that he refused to go anymore, and his parents had to get the
Head to talk to the other pupils. The parents of a hemiplegic girl, also in
a comprehensive, said that she had previously made a fuss about going
to school especially at the end of the first year when she was ‘down-
graded’ into rather a rough class. ‘They were throwing things at her and
calling names, even though the teacher was there. She came home in a
state.’ This girl was moved to another class after the father spoke to the
Head. Now, said her mother, ‘she seems to be OK once she’s there. She
likes the teacher…but she has a good moan each morning about how she
hates school, and if there is any trouble she clams up.’

However, teasing was not found to be a problem only for those in
ordinary schools, since six parents of teenagers in special schools reported
similar kinds of problems, and it is very important to emphasize that all
the disabled pupils in ordinary schools (expect one who was ‘uncertain’)
said they would prefer ordinary to special school placement, despite any
problems of this kind. (See chapter 3.)

Misery and depression. Misery and depression are commonly experienced
among ordinary adolescents as has been reported both by Masterson
(1967) and by Rutter et al. (1976). The latter found that nearly half of
the sample reported ‘some appreciable misery and depression and this
was almost as common in boys as in girls’. Suicidal thoughts occurred
in 8 per cent of their sample. These authors concluded that there could
‘be no doubt’ that inner experiences of misery were very common,
although only a small minority appeared to be clinically depressed.

In his study of spina bifida teenagers, Dorner (1976) found that two-
thirds of the group had experienced ‘definite and recurring feelings of
misery in the past year’. Moreover, 31 per cent of the girls and 15 per
cent of the boys ‘had had persistent periods of depression and/or suicidal
thoughts’. Overall, girls were more likely to feel miserable and depressed
than boys, and Dorner considered one reason for this was that the girls in
his study had greater mobility problems than the boys, and were more
isolated socially.
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In our own study, information about misery and depression was
obtained from three main sources—the parents, the teachers and the
teenagers—who were asked in detail about misery and depression over
the past year as well as whether they ever felt that life was ‘hopeless or
not worth living’. Further information was obtained from the Malaise
Inventory.

Report of parents and teachers. Table 5.8 shows that the handicapped
adolescents were perceived both by their parents and by their teachers as
being considerably more unhappy than were the controls, although only
a small proportion of the handicapped group—less than 10 per cent and
none of the controls—were perceived by either parents or teachers as
having a severe problem of misery and depression. The spina bifida group,
boys as well as girls (there was very little difference between them in
this measure), were thought by both parents and teachers to suffer more
from depression than the cerebral-palsied group.

Reports from the parents of the eight teenagers described as being
‘frequently miserable’, show a great variety of reactions among the young
people and did not seem to be linked by a common thread. One mother
of an attractive cerebral-palsied girl reported that it was a ‘continuous
moan from the time she gets up to the time she gets to bed …It’s been
going on for about nine years…she always is miserable …just sits and
moans all the time…I can’t get down to why… there’s always some

Table 5.8 Misery and depression in teenagers as perceived by their parents and
teachers
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little thing’. A severely handicapped spina bifida girl who attended a
residential special school had had a ‘marvellous life’ in the past, according
to her mother, but now ‘sits miserable and vacant all the time’. Even
some of the mildly handicapped teenagers were frequently miserable
and depressed. One hemiplegic girl who attended an ordinary school
was said by her mother to be ‘unhappy a lot lately… because she’s
discovering herself.’ She thought that boys had ‘a lot to do with it’.

Table 5.9 shows the results from questions to the teenagers themselves.
As we expected, many teenagers sometimes felt depressed, especially
the handicapped teenagers. However, the difference between rates of
depression expressed by the handicapped girls compared with the control
girls was rather greater than between the boys, except that on self-reports
of marked depression, the cerebral-palsied boys confessed to having such
problems (21 per cent) whereas none of the spina bifida and control
boys did. This may well indicate under-reporting, since the parents’
reports indicated that they saw about 10 per cent of spina bifida boys as
having marked problems with depression, while in the IOW Study 9 per
cent of the non-handicapped boys admitted to having a marked problem.
A striking point was that for all groups, including the controls, a very
much higher proportion of teenagers reported being miserable or

Table 5.9 Misery and depression—self-reporting by the teenagers
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depressed than their parents or their teachers perceived. This too was
noted both by Dorner (1976) and in the Isle of Wight Study.

The teenagers were also asked whether life ever felt hopeless or not
worth living; those who had felt like this were then questioned further to
find out whether they had had suicidal thoughts. Again, it was the cerebral-
palsied teenagers who were most likely to be markedly unhappy—29
per cent sometimes feeling life hopeless, compared with 17 per cent of
those with spina bifida and 21 per cent of the controls. Four disabled
teenagers and one control reported that at some period in their lives they
had taken steps towards suicide, while a further six handicapped teenagers
had had suicidal thoughts. Like non-handicapped teenagers, many of
the handicapped teenagers felt depressed for no particular reason. As
one boy said: ‘It comes, then it goes away… When I feel really bad I do
silly things…like riding my bike recklessly.’ An epileptic, cerebral-palsied
girl who had severe tantrums felt ‘miserable most of the time and
sometimes wanted to end it all…I wish I did end it all sometimes…though
I don’t really know why’.

Many teenagers, however, explicitly referred to depression about being
handicapped. This was true of over two-thirds of the girls with spina
bifida, although only two were rated as severely depressed. One said she
got very emotional and cried a lot ‘mostly about people not appreciating
you for what you are’, and frequently felt like committing suicide. The
other said she frequently felt ‘just miserable…and I make everybody
else’s life miserable, complaining about being handicapped and not
having a boyfriend’. These are, of course, extreme examples but illustrate
what many young people in the sample felt, although perhaps not so
frequently and with less intensity.

However, in many other cases it was loneliness and boredom which
caused the depression, rather than the handicap itself. One cerebral-
palsied girl who attended a special school said she had ‘nothing to do at
home nearly every day and just felt thoroughly miserable about it’. This
kind of loneliness and social isolation was described very frequently
and it was perhaps the main reason for the unhappiness which so many
young people felt. (See chapter 6.)

Anxieties related to coping with new situations and meeting new people.
The lack of self-confidence of many of the adolescents often showed
itself clearly when the youngster was faced with attempting something
new or meeting an individual or peer group for the first time. Systematic
information on anxiety relating to new situations and/or meeting new
people was collected from four sources: (i) the parents’ response during
the interview to the question ‘Would you describe X as the sort of person
who tends to be fearful of attempting new situations’ (followed up by
specific probes); (ii) the teachers’ replies to a question in the Rutter Scale
as to whether X ‘tends to be fearful or afraid of new things or new
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situations’; and (iii) the question (on the Malaise Inventory) which the
teenager had to complete as to whether he or she ‘was frightened of
going out alone or of meeting people’. A problem with this last question
is that it is not directly comparable with the parent or teacher reports
since it is very specifically worded, and does not apply to some teenagers
who were so heavily handicapped as to find it impossible to go out alone.
If this was the case, they responded to the second half only—‘afraid of
meeting people’.

The findings from these three different measures are summarized in
Table 5.10. The figures for boys and girls are shown together, although

the rates were rather higher for spina bifida girls than for the other
handicapped groups.

The findings show that, in general, about twice as many handicapped
teenagers than control teenagers were seen to be, or saw themselves as
being, fearful in new situations. The most informative measure was the
parental report. Parents were required to be very specific and to describe
examples of fearfulness during the last year, they were also asked about
the amount of encouragement the child needed before attempting
something new. Again, our overall impression was that of general rather
than situation-specific fearfulness. Responses such as ‘he’s rather timid’,
‘he’s no confidence’, ‘he hates new ventures’, ‘he’s anxious…afraid of
his limitations’, were common, regardless of the nature or severity of the
handicap. Much smaller numbers of control group parents (mainly with
girls) made similar remarks: ‘She lacks self-confidence…won’t go
anywhere or on her own’, ‘she needs a push, has got to have me behind
her’, ‘she’s a bit nervous about change’.

Three mothers described, in almost identical words, how strongly their
children disliked or feared any sort of change: ‘He doesn’t like
changes…likes things as they are…even small things.’ ‘She hates any
changes at all…When there’s a change of class there’s always a scene…or
if there’s a new teacher…or if we go to a different place for our holiday.
She hates any form of change at all.’ ‘He likes everything to be the
same…he notices it even if I move things round the room.’

Table 5.10 Fearfulness in the handicapped and control groups
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In some cases situations which caused anxiety were those which might
well cause apprehension in any teenager—hospital appointments, going
off on an assessment course, applying for a job, or going to a job interview.
However, the handicapped teenagers were often reported as showing
anxiety (in two cases accompanied by nervous rashes) in new situations
which appeared to make comparatively small demands on a fifteen or
sixteen year old, such as going to a shop, taking the initiative to buy
sweets at a PHAB club canteen, or attempting to make toast.

Sometimes the teenagers’ apprehension prevented them from trying
out a school trip or attending a youth club which would have helped to
alleviate their social isolation and loneliness. The following comments
were typical: ‘I took her to the [local youth] club for the first time…
but she didn’t like it…won’t go back.’ ‘There’s a tremendous rigmarole
before she goes out…it’s very difficult to persuade her to go anywhere,
though she enjoys it when she does.’ ‘She’s a bit of a recluse …she’s
normally anxious…I wanted to take her to try a youth club but she
said, What will they think of me because I’m in a wheelchair?’ ‘She’s
definitely fearful…when we were on holiday she didn’t even want to
go out [of the caravan]…there was a youth club on the camp site…she
wouldn’t go…she won’t walk into a roomful of strangers …I don’t
force her.’

While it was often the case that those teenagers who were most fearful
of attempting new situations tended also to be those who lacked friends
outside school, this was not always so. One attractive, moderately
handicapped, cerebral-palsied boy, for example, who had many real
friends, both handicapped and non-handicapped, was fearful about
attempting new situations. He wouldn’t join a PHAB club or a swimming
club although he enjoyed swimming. On several occasions he had put
his name down for a school outing or school holiday, but had withdrawn
at the last moment, and he was adamant that he would not go away to
college. His mother said that she couldn’t understand what was behind it
except that she thought he must just be ‘unsure about whether he’ll be
able to cope’. Sometimes he gets ‘a horrible feeling that he won’t see me
again’. So far ‘I haven’t pushed him’, however she was now beginning
to think that she should ‘be forceful getting him over these things. It’s
no use letting him have his own way’.

When the teenagers were asked about fearfulness in meeting new
people or going out alone, their responses again demonstrated a general
lack of self-confidence and many handicapped young people gave
examples of this. One girl said, ‘Yes…I get hot and bothered…for
instance, I was very worried about meeting you, and I panic when it’s
time to get back to [boarding] school, though I don’t talk about it’. Another
replied, ‘I get panicky…about meeting new people or doing new things’.
Very few of the control group said they were frightened of meeting people
or going somewhere they didn’t know.
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Worries about specific aspects of the handicapping condition

(a) Anxieties about incontinence and its management. In chapter 2
problems of incontinence management, especially of those with urinary
bags were discussed, but we did not then consider specifically the
teenagers’ anxieties. However, after mothers had been asked how their
children coped with their incontinence, they were then asked, ‘How does
…feel about his/her bladder problem—do you think he/she worries about
it or that it gets him/her down?’ Of the twenty-four young people with
urinary bags there were only seven (29 per cent) whose mothers thought
that they did not worry. Twelve (50 per cent) thought their children
worried to some degree, and five (21 per cent) said that they were severely
worried. One mother said, ‘There are frequent accidents …she’s very
embarrassed…often in tears about it’. Another said, ‘Lately she’s been
very depressed…she’s worried about being smelly and that other people
will know’. Several mentioned that their children worried about this much
more now that they were older. One said, ‘She’s embarrassed about the
bag being emptied, is anxious when we go out about whether there will
be anywhere for her to go…she won’t do it in front of other people.
She’s only been like this since she’s older’. Another mother said she
noticed her daughter’s anxiety when ‘you watch her putting on clothes…I
see her eyes…she notices if the bag’s showing at all…there’s a great to-
do in case anyone sees it. When it’s being changed she often says why
did I have to have this as well as my back’. Several mothers spoke of the
young people’s anxieties about having to tell a boy- or girlfriend about
their incontinence, and this was confirmed in the discussion with teenagers
themselves.

In some cases the teenager wouldn’t talk much about it, but the mother
felt there was underlying anxiety. ‘It’s hard to say…she won’t put herself
out for anyone…but it worries her that she can’t wear nice clothes…it’s
on her mind all the time…I can see her feel it occasionally.’ One boy
never spoke directly to his mother about it, but she said: ‘I know he’s
worried when he pulls faces…grumbles at the TV…he doesn’t want others
[peers] to know about it…he’s always been like this.’ No teenager had
been actually teased or rejected on account of their incontinence, although
the fear of this was clearly always present.

Another way of examining the extent of anxiety about incontinence
was to ask both the teenagers and their parents which aspects of their
handicap worried them most. All the young people with urinary appliances
also had mobility problems which were severe in many cases, while some
had additional problems such as epilepsy. The mothers themselves usually
saw the incontinence as the greatest problem (almost 60 per cent), and
only 25 per cent saw mobility as the major difficulty. However, although
half the teenagers were more worried about their incontinence, half saw
their impaired mobility as their primary difficulty. When parents were
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asked what they thought the teenager was most worried about, although
they were generally correct, they tended to underestimate the extent to
which the young people were worried about both incontinence and poor
mobility.

This raised the question of the extent to which teenagers confided
in parents about their incontinence problems. Eighteen parents said
that their children were able to discuss these anxieties at least with one
parent—the girls being more likely to discuss it with their mother only.
However, two mothers said that there was ‘nothing to discuss’, and in
four other cases the question hadn’t been discussed, although each of
these teenagers (all boys) had said that they felt incontinence to be
their greatest problem. Two of these mothers said that their sons ‘didn’t
give much away’, although they were aware that they were worried.
Another said her son used to talk about it, but had ‘clammed up’ in
recent years.

(b) Anxieties about speech defects. As noted in chapter 1, over half the
cerebral-palsied teenagers had speech defects. In twenty-one cases the
defects were comparatively mild, but twenty-eight teenagers (one-third
of the group) had defects ranging from moderate to profound. The parents
were not asked directly about the extent to which the young people felt
upset and frustrated because of their difficulties in communication, but
twenty of the twenty-eight parents whose teenagers had moderate or
profound defects said quite spontaneously, in response to a question about
peer relationships, that they experienced some anxiety or frustration in
this respect. Many mothers mentioned that their teenagers became upset
because other people hadn’t the patience to listen to them. Typical
comments were: ‘People often can’t understand her… she hasn’t met
the neighbours…she’s still very nervous about it, especially meeting new
people.’ ‘It’s not only his speech but he dribbles too. He gets
embarrassed…it’s worse if he’s concentrating. He’s grown up with the
children in his area but they only play with him if there’s no one else
around.’ ‘The majority of local children are scared of him…they’re not
being unkind, they just don’t want to know.’ ‘The local kids stare and he
gets very frustrated…his brother’s friends are OK…when he’s with
strange people or in a strange place he’s reluctant to talk in case they
don’t understand. Once he knows he’s understood it makes his day.’

Many young people with moderate or severe defects had adjusted
well to their difficulties, so these problems were not inevitable. For
example, the mother of one athetoid boy with a severe speech defect
said that he had accepted this very well and had got to know several
local children, some of whom ‘seem to understand more of his speech
than adults… he’s very good repeating what he says and saying it in a
different way… he’s very persistent about trying’. However, the majority
definitely needed advice about how to cope with strangers, and this seems
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a group for whom social skills training, including role-playing, might be
valuable.

(c) Anxieties about epilepsy. Mothers were asked whether their children
felt worried or depressed about their fits, if so what exactly it was that
worried them, and also if they thought their child’s epilepsy made it
more difficult for him or her to make friends. Most parents, especially
those whose children had only occasional fits, said that they were not
worried about this, but nine parents (out of a total of twenty-three with
fits) said that their children did worry. In two cases the anxiety was
mild, and in seven cases more marked. Only two parents thought their
child’s fits (in one case both frequent and severe) had affected peer
relationships.

The seven who definitely worried included one boy who tended to
get depressed because his frequent major fits (at least once and sometimes
several times daily) meant that he couldn’t go out unaccompanied. This
made him angry and jealous of his seventeen year old sister. His recent
move to a residential special school had given him a much fuller social
life than had been possible at home. While at an ordinary school his fits
had affected his relationships with his peers, not because he was teased
about them, but because he could not go out with them. However,
according to her mother, one girl had become more worried about her
fits since going to a school for cerebral-palsied teenagers since she often
saw others having fits and was frightened about what happened to her
when she had one. When asked the general question about worries this
girl had referred specifically to epilepsy because the fit ‘lasts so long…
can last fifteen minutes…my mind goes blank and I can’t hear anything
they’re saying.’ Another boy was also worried about the fit itself, for
example of falling and hurting himself, or of having a fit while using
public transport, and his mother said that ‘he panics if he’s not taken his
pill’. She thought that his condition might have affected his relationships
with his peers in his special school. One girl in an ordinary school also
worried about her fits, even though they were infrequent (once a year or
less), and had never occurred at school. She was worried about what her
peers would think if they knew. After her last fit (a major one) she was
adamant that the school not be told the reason for her three-day absence
from school.

Aggressive and anti-social behaviour

Although the teenagers were much more likely to have problems of an
‘emotional’ type than to show overt anti-social behaviour, this did occur
in all of the groups, and showed itself most frequently in general irritability
or, in a minority of cases, actual temper tantrums. Apart from irritability
other types of conduct disorders were relatively uncommon. For example,
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lying was reported in only about 10 per cent of all groups, while only
one handicapped pupil and one control habitually truanted.

The parents were specifically asked whether the teenager ‘ever has
moods of being cross or irritable, or temper tantrums’. In all groups a
substantial proportion of teenagers—generally from 40–60 per cent,
(although less for the control boys)—showed some degree of irritability,
but in comparatively few (only 11 per cent of handicapped and one
control) was there a severe problem. It was the cerebral-palsied teenagers
who seemed to have the most intense problems, some giving vent to
severe tantrums or rages on occasions. The spina bifida teenagers were
more likely to be described as being very irritable rather than as having
rages. Looking at the information given by parents alongside that given
by the teachers on the Rutter Scale suggested that irritability and temper
tantrums tended to be present either at school or at home, but not in
both; thus of the fifteen teenagers reported by parents as being very
irritable at home, only four were reported by teachers as being very
irritable at school.

The teenagers themselves were also asked during the interview whether
they sometimes found that they got irritable and bad-tempered, and further
probes were made to ascertain the severity of the problem. Only eight
said that they were irritable or bad-tempered and, in contrast to depression,
self-reporting was lower for irritability than from parental reports. One
boy said he became very irritable whenever his handicap prevented him
from doing something (e.g., buttoning clothes). Another got irritable in
school (a special school) when other children ‘boss me around’. Then he
said, ‘I do really flare at them—more or less every day’. Only one spina
bifida teenager, a boy, reported frequently getting irritable. This happened
at his special school when other pupils said things that were not true, or
made fun about his getting into trouble, when he would ‘let rip’.

Among the controls, the three girls who said that they got irritable
were all very frank about this. One had a difficult relationship with her
mother and got particularly irritable as she felt her mother didn’t
understand that she needed time to herself to study. Another described
herself as ‘moody and snappy’ most of the day. The third said she
frequently got annoyed by ‘other people’ at school and would take it out
on them or on her mother.

Summary and conclusions

Overall the findings in this study on the extent of psychological problems
confirm previous work in that the rates for the physically handicapped
teenagers, all of whom suffered from conditions associated with cortical
malfunctioning, was three to four times higher than for the controls. It
must be emphasized that a difference of this order would not be expected
for handicapped young people where the condition did not involve
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neurological impairment. The overall rate of problems shown by our
control group (15 per cent) was also very similar to that reported by
others.

Severity of handicap was related to the proportion of marked problems
shown, but approximately half the teenagers were without overt problems
regardless of the degree of handicap. However, even the mildly
handicapped showed a much higher rate of problems overall and of
‘marked’ problems than did the controls.

Within the handicapped group, the spina bifida boys seemed to have
fewer overt problems than did the spina bifida girls or the cerebral-palsied
boys and girls. However, it seems possible that this difference may not
be reliable (the numbers being quite small) since the proportion of spina
bifida boys showing problems was much higher in Dorner’s study (1976).
The fact that both interviewers were female may also have affected the
rate of reporting by spina bifida boys of problems arising with the
presence of urinary appliances. In general, however, the spina bifida girls
appeared to present more problems than any other group.

Looking at the types of disorder shown, we found that most disorders
were of the neurotic type, and that conduct disorders were relatively
infrequent, especially among the spina bifida group. As one might expect,
the rates for conduct disorders in boys were rather higher than in girls.
Findings from the Rutter Teacher’s Scale and the Malaise Inventory (as
completed by the teenagers) generally agreed with the overall pattern
shown by the clinical ratings, that is, the difference in the rate of disorder
between the control and physically handicapped teenagers and the
preponderance of neurotic rather than conduct disorders.

The main problems shown were depression, fearfulness and worrying
with specific anxieties related to schooling and to particular aspects of
handicap. About 60 per cent of the physically handicapped were said to
worry, compared with 40 per cent of controls, although the proportion
regarded by parents as severe worriers was about the same in each group
(6 per cent). Whereas the control parents reported only 15 per cent of
their teenagers as getting depressed, all of whom were thought to have a
mild problem only, 30 per cent of parents of handicapped children thought
they got depressed, including 7 per cent who had a severe problem.
Depression was also more common among girls than boys. If self-reports
were used, then the rates for depression rise to 70 per cent for the
handicapped group and 50 per cent for the controls, with about twice as
many of the handicapped reporting a marked problem as the controls.
Anxiety in coping with new situations or in meeting new people was
about twice as common among the physically handicapped teenagers
than the controls, whether parents, teachers or self-reports were
considered.

The only conduct disorder reported at all frequently was irritability—
11 per cent for handicapped teenagers compared with 3 per cent for
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controls. Among the spina bifida group, where the behaviour described
was not really extreme, this may well have been the overt expression of
general tension and depression, while among the cerebral-palsied group
really violent rages were sometimes reported, which seemed to be quite
different in kind and possibly were related to neurological disorders of
some kind.

In general, the handicapped group presented frequently as lacking in
self-confidence, having low self-esteem, and worrying about their
handicaps and lack of skills, and in consequence very often showing
signs of real misery and depression. However, it should also be
remembered that about half of the handicapped young people were rated
as having ‘satisfactory adjustment’, and only about one-third were thought
to have marked problems.

The questions which arise next are, what were the factors associated
with the presence of psychological problems or adjustment, and is there
any pattern which might explain why some handicapped young people
are very worried and concerned about their situation while others are
not? The next chapter will attempt to throw some light on these questions.
 



6

Factors associated with

teenagers’ psychological problems

Introduction

Our aim in this study was not only to decide the prevalence and nature of
the psychological problems of the young people with cerebral palsy and
spina bifida, but also to examine a range of factors which might be
associated with the presence of these problems. Can we give any
indication as to why some disabled young people were relatively free
from marked psychological problems, often despite severe physical
disabilities, while others, sometimes less disabled, had severe problems?
Why was it that the spina bifida girls seemed more likely than the other
groups to suffer from depression and anxiety?

These are important questions since, if we can elucidate even some of
the factors which are strongly associated with the presence of problems
(we have deliberately chosen the term ‘associated’ rather than ‘caused’)
then we are in a better position to do two things. First, we can alert teachers,
doctors, social workers, psychologists and others as to which young people
(and indeed children) are most vulnerable to anxiety and depression so
that they can keep a closer eye on these youngsters and provide extra support
before the problems become acute. Secondly, if we have clues about the
origins of these problems we are in a better position to suggest the nature
of the support and practical help which is required by teenagers and their
families. In Section A we look at the approaches and some of the findings
of other studies, and in Section B at our own findings. The studies discussed
in Section A are mainly of non-handicapped young people, but it seems
likely that factors which influence the adjustment of ordinary teenagers
will have equal relevance for those who are disabled. In chapter 5 many of
the additional stresses imposed by and specific to disability were discussed.
In this chapter we do not neglect ‘handicap’ factors, but also wish to draw
attention to the ordinary adverse factors which affect the psychological
adjustment of all young people.

Section A: Findings from other studies

Clinical Studies

Most studies of psychological disorders in both non-handicapped and
handicapped children have been clinically rather than epidemiologically
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based, and most of the suggestions made as to the possible origin of the
disorders have been made on the basis of clinical experience rather than
systematically gathered statistical evidence. Examples in the case of non-
handicapped young people are the books by Weiner (1970) and Masterson
(1967) and a more recent article by Framrose (1977). We have already
referred to a number of clinical studies of disabled young people—
Freeman’s article (1970) on cerebral palsy, the studies by Bagley (1971),
by Goldin et al. (1971), and Richardson and Friedman (1974) of
epileptics, and Volpe’s study (1976) of Canadian orthopaedically
handicapped children. These and other general accounts, such as
Mattson’s discussion (1972) of the effects of long-term illness in
childhood, are referred to in Pless and Pinkerton’s review (1975) of recent
studies on adjustment in chronically disabled children and young people.

In most clinical studies, the influence of parental attitudes upon the
development of the handicapped child’s self-concept, and the dangers
of parental over-protection or, to a much lesser extent, rejection, e.g.,
Kogan and Tyler’s work (1973), are emphasized. Adverse family and
social factors which might equally well operate in families with non-
handicapped children are also discussed. Such studies are also concerned
with the specific characteristics of disability upon adjustment, for example
the type or site of the lesion, its visibility, the extent to which it is or is
not socially acceptable and so on. Clinical studies can provide valuable
insights into the processes which may give rise to disorders in individual
non-handicapped or handicapped adolescents. However, conditions such
as cerebral palsy and spina bifida are comparatively rare, and very few
clinicians have extensive experience of a group with specific problems,
such as teenagers with spina bifida (an exception is Dorner, 1975; 1976).

Epidemiological studies: factors associated with disorders in
ordinary adolescents

Three main groups of factors have been investigated on an
epidemiological basis in ‘normal’ children and young people. These are,
‘personality’ factors, family factors, and school factors.

‘Personality’ factors. ‘Personality’ factors refer to attributes within the
child, rather than within his family or environment, which influence the
development of his psychological problems. The two most important in
non-handicapped children are sex and age. Rutter and his colleagues
(1970; 1976) have found that rates of childhood psychiatric disorder are
different between boys and girls, and to some extent between adolescence
and childhood, as we have already indicated in chapter 5.

Much less well researched is the relationship between psychological
disorders and what have sometimes been called ‘temperamental’ factors,
that is relatively persistent dispositional traits which are established very
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early in life and are probably partly innate and partly determined by
very early environmental factors. The classic work on such traits was
done in America by Thomas, Chess and Birch (1968). Their New York
longitudinal study, suggested that a wide range of personality
characteristics measurable in infants (including activity levels,
adaptability, intensity, persistence and distractability) may predict later
behaviour disorders.

Their work has in part been confirmed by Graham et al.’s study
(1973) of adverse temperamental characteristics (ATC). They suggest
that while it ‘seems improbable that ATC lead directly to psychiatric
disorders… it appears that particular ATC renders the child more
vulnerable to the adverse effects of family discord and other “stress
factors”.’ The effects of ATC on other people are likely to be influential.
‘The very difficult infant [e.g., the highly irregular, unadaptable child
with preponderantly negative mood] may be more likely to elicit critical
feelings from his mother and more liable to generate discord between
his parents. Similarly, parents are sure to be more intolerant when
difficulties arise later in such unattractive or less lovable children.’
Such characteristics may be modified by organic dysfunction. A
comparative study of ATC in infants with a diagnosis of cerebral palsy
or hydrocephalus would be exceedingly valuable, although there would
be very large methodological problems to overcome. But it is highly
likely that some of the young people in our study, because of personality
traits noticeable to parents from an early age, may have been more
vulnerable to stress or to adverse parental reactions although this was
not something we could measure.

Family factors. The second group of factors which may be associated
with psychological disorders are family factors. Rutter et al. (1975) found
that psychiatric disorders were twice as common in 10–11 year old
children attending school in an Inner London borough than they were in
10–11 year olds in the Isle of Wight. In attempting to account for this
difference they identified four sets of variables which were associated
with disorder and deviance in both areas, but were much more common
in London families. Three were family factors—‘family discord, parental
deviance and social disadvantage’. ‘Family discord’ included marital
discord producing ‘unhappy disruptive quarrelsome homes’, and ‘a
broken home’, that is, where the child was not living with both natural
parents. These factors have been frequently referred to in clinical studies
of disorder.

‘Parental deviance’ included families in which the father had been
convicted of some offence and/or had been in prison, but a more common
type of parental deviance was psychiatric disorder in the mother. Another
study of Rutter’s (1966) shows that children of mentally ill parents were
particularly at risk of developing psychiatric disorders. In the IOW Study,
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psychiatric disorder in the mothers, usually comprising ‘mild chronic or
recurrent depressive or neurotic conditions’ (Rutter, 1970), was present
in half of the mothers of children with psychiatric disorder, but in only
10 per cent of the mothers of ‘normal’ children. The same association of
disorder between mother and child was not, however, found in London
‘largely because of the very high rates of disorders in the mothers of
normal children’.

A factor examined in the IOW Study of fourteen year olds was
‘alienation’ between the teenagers and one or both parents. Teenagers in
the ‘psychiatric disorder’ group were more likely than those in the non-
disorder group to quarrel with their parents, show physical or emotional
withdrawal or communication difficulties, and fewer went out with their
parents. However, most parents said that this alienation had begun when
the child was much younger: only in a very few cases did it arise in
adolescence. Also it was more common in children with persistent
disorders than with new disorders. Thus, alienation arising for the first
time in adolescence was not, the authors concluded, a common causal
factor in adolescent disorder, although long-term estrangement between
parents and children was.

Other factors associated with the presence of psychiatric disorders in
the children were related to social class (children with fathers in semi-
skilled or unskilled jobs were more likely to show disorders),
overcrowding (more than one person per useable room), and family size,
‘four or more children living in the household’ being the best
discriminator in the Isle of Wight families, and ‘five or more children
born to the mother’ in the London families.

School factors. What of the impact of the environment outside the home
upon the child or adolescent? Rutter et al. (1979) introduce their important
study of secondary schools and their effects on children with these words:
 

For almost a dozen years during a formative period of their
development children spend almost as much of their waking life at
school as at home. Altogether this works out at some 15,000 hours
during which schools and teachers may have an impact on the
development of the children in their care. Does a child’s experience
at school have any effect; does it matter which school he goes to; and
which are the features of the school that matter?

 
One of the main conclusions was that the ‘children’s observed behaviour
in the school was strongly associated with school process variables’ that
is, with some of the factors which discriminated between individual
schools. The authors go on to say that there are ‘other aspects of children’s
behaviour which may be strongly influenced by…personal, family and
social variables. But for the behaviours we considered it seemed that to
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a very large extent they developed as the child’s response to the school
environment he encountered.’

Earlier work by Rutter and his colleagues (1975) had already shown
that among 10–11 year olds there was a significant association between
psychiatric disorder and certain school features, that is, children in schools
with a higher turnover of teachers and/or children showing high deviance
rates, such as delinquency and truancy.

Factors associated with disorders in neurologically impaired
young people

The studies described above were all of non-handicapped children and
adolescents. The only large-scale study of disorders among those with
neurological dysfunction, in which an attempt was made to examine
factors associated with disorder, was the study of ‘neuro-epileptic’ 10–
11 year olds (those with cerebral palsy or epilepsy) on the Isle of Wight,
already referred to in chapter 5. Rutter, Graham and Yule (1970) point
out that while the rate of disorder was about four times higher in this
group than in non-handicapped children, many of the associated factors
were similar in both groups. Psychiatric disorder did not correlate with
social class or family size but it was ‘considerably and signficantly’ more
common in youngsters from an overcrowded household, a broken home,
a family in which there was marital discord, and in children whose
mothers themselves had psychiatric disorders.

Section B: Factors associated with disorders in our own study

(i) Clinical impressions of factors associated with the presence
of psychological disorders

Before finalizing our ‘overall adjustment’ rating for each teenager, we
wrote concise summaries for all sixty-one teenagers whom we considered
to have either ‘marked’ problems (N=39) or ‘some’ problems (N=22),
including our impressions of the factors in the child, the family and the
school which appeared to be related to the presence of the disorder. Many
if not most of the teenagers’ problems had their origins prior to the teens,
and although we made no attempt to obtain data relating to the pre-
school or primary school period, parents sometimes raised this
spontaneously. In the majority of cases several causal factors were at
work, including interactions too complicated to disentangle between the
teenager’s reaction to his handicap and that of his parents.

Clearly, this cross-sectional approach has great limitations but we
believe we were able to identify at least some of the main factors which,
at the time of interview and in the year preceding it, had given rise to or
were maintaining the teenager’s problems. In about one-half of the cases
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(thirty) one factor appeared to be of particular importance, for example
the mother’s mental health, or the teenager’s anxiety about incontinence,
or the presence of epilepsy and in the other half (twenty-seven) two major
factors were present. In four of our cases we had no definite idea about
the origins of the disorder. In all cases, however, there were many
interactions between the factors we considered as of particular importance
and other factors in the teenager, the family and society, and especially
the school. These are listed in Table 6.1.

The table speaks for itself and we only wish to add two points. The
first is that we were constantly struck by the association between
problems in the teenagers and adverse family factors. These appeared
to play an important part in the disorder in forty-one of the sixty-one
teenagers with ‘marked’ or ‘some’ problems and (except for c and e)
were factors which have been found to affect the well-being of non-
handicapped youngsters. There is no clear evidence to suggest that a
higher proportion of handicapped than of non-handicapped teenagers
come from such pathogenic families. However, the effect of depression
in a mother, or of a family too burdened to be able to give much time to
any one member, is more likely to be damaging to a handicapped
teenager simply because he or she is more likely to feel insecure,
vulnerable and in need of support.

The second point is that where factors in the teenager were concerned,
there were only four definite and three possible cases (group a) where
the clinical evidence indicated a clear link between the neurological
impairment as such and the disturbed behaviour. All the other factors
recorded here were related to the handicap itself rather than to
‘personality’, although where the parents thought the child had always
been shy (that is, a ‘temperamental’ factor) this might have been entirely
unrelated to the handicap.

(ii) Statistical associations between these factors and the
presence of psychological problems

(1) Factors in the young people—seventy of handicap and
overalladjustment. In chapter 5 we found that there was a much higher
incidence of psychological problems among the cerebral-palsied and
spina bifida teenagers than among the non-handicapped adolescents,
whether these were the 14–15 year olds surveyed on the Isle of Wight, or
our own small control group (see Table 5.1). In our study, it was the
spina bifida girls who showed the highest rates of disorders.

When the incidence of psychological problems was considered in
relation to severity of handicap, the results show that although the
proportion in each group whose adjustment was rated as satisfactory did
not differ greatly (about a half in each group), differences were apparent
between those with mild handicaps and those with moderate or severe



146 DISABILITY IN ADOLESCENCE

Table 6.1 Clinical impressions of particularly important factors associated with
the presence of psychological problems



FACTORS ASSOCIATED WITH PSYCHOLOGICAL PROBLEMS 147

handicaps if the incidence of marked problems only was considered.
Among the mildly handicapped fewer than 20 per cent had marked
problems compared with between 30–40 per cent for those with more
severe handicaps (see Table 6.2). These differences were not related to
type of handicap since in the cerebral-palsied and the spina bifida groups
there were similar proportions of boys and of girls with mild, moderate
and severe handicaps. However, since many studies of disorder show
sex to be an important variable, we looked at sex differences among the
mildly handicapped and among those with moderate and severe handicaps
in relation to overall ratings of problems. The results are shown in Table
6.2. These findings show that, contrary to expectation, there was no clear
relationship between sex and the incidence of problems in those with
moderate or severe handicap, while in the case of the mildly handicapped
teenagers, fewer girls had problems (though the numbers here were very
small).

The presence of specific disabilities and overall adjustment. The
relationship between overall adjustment and particular disabilities such
as incontinence, epilepsy and speech disorders, is examined next. First
we looked at presence of a urinary appliance, since this is a source of
great anxiety to young people. We compared the presence of problems
in those with and without appliances, considering only those teenagers
who were severely handicapped, since it seemed important to hold this
factor constant (see Table 6.3). In fact, all but two of those with appliances
were rated as severely handicapped. Of the twenty-two young people
with appliances, fourteen (twelve girls and two boys) had urinary
diversions, and eight penile bags.

As expected, a much higher rate of disorder was found in the group
with urinary appliances, twice as many of whom had marked problems
or problems overall. It is reasonable to assume that this can be attributed
to the teenagers’ constant anxiety about incontinence management, or
about the possible reaction of others to their incontinence.

Table 6.2 Psychological problems related to sex and degree of handicap
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Many studies, some of which were referred to in chapter 5, have shown
that children and young people with epilepsy are particularly likely to
develop psychological problems. As noted in chapter 1, we did not find
it possible to differentiate between the teenager’s type of epilepsy,
although it is well known that there are particularly strong associations
between behaviour disorders and certain types of epilepsy, in particular
temporal lobe epilepsy. In our own analysis we simply made a comparison
of adjustment in those cerebral-palsied teenagers with and without a
diagnosis of epilepsy, regardless of how well controlled this was. The
results are shown in Table 6.4.

The findings show a marked difference between those with and without
epilepsy both in the proportion with marked problems and in the
proportion with satisfactory adjustment. Over two-thirds of the teenagers
with a diagnosis of epilepsy had marked problems compared with only
one-fifth of those with no such diagnosis, while only 21 per cent of those
with epilepsy were judged to be ‘adjusted’, compared with almost 60
per cent of those without. This was despite the fact that fits were generally
well controlled, and that there were only seven teenagers who were fitting
at least monthly.

Table 6.3 Overall adjustment and presence of a urinary appliance

Table 6.4 Overall adjustment and epilepsy
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Next we looked at those cerebral-palsied young people who had no
speech defects and compared them with those who had a mild defect
and those who had moderate or severe defects. We omitted from this
analysis young people with epilepsy or with ‘other’ types of seizures,
and those with a hearing loss. This left us with seventeen whose speech
defects were marked, eighteen with mild defects, and twenty-four with
normal speech. The findings (shown in Table 6.5) show that there was
no evidence to suggest that a speech defect of itself led to psychological
problems, which is surprising in view of the fact that many parents spoke
of the difficulties and frustrations which the young people experienced
in communicating with people outside the family.

The numbers were small so that the finding cannot be taken as
conclusive, but it is of considerable interest. One possibility is that
teenagers with marked defects had inadequate means of communicating
the extent of their anxieties either to their parents or to the interviewers,
and were in fact a less well-adjusted group than they appeared to be.
However, we do not believe this was so in most cases, and many of those
with severe speech defects, who were almost always athetoids, appeared
both to us and to their parents genuinely to have come to terms with their
disabilities compared with many of the other cerebral-palsied teenagers.
However, the whole issue of coping with a severe speech defect (in those
whose hearing is normal) requires further investigation.

The last group we consider briefly were the five cerebral-palsied
teenagers with marked hearing impairments. This is too small a number
to make any reliable comparison of their adjustment with that of the
other young people. Also, two of the five, both of whose adjustment was
rated as satisfactory, came from Indian families and received a great deal
of support from a large extended family network and for this reason
cannot be considered representative of hearing-impaired cerebral-palsied
teenagers (especially in view of Cochrane’s recent findings (1979) on
the lower rates of psychiatric disorder in Asian families).

Table 6.5 Adjustment and the presence of a speech defect
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Of the other three teenagers with a hearing impairment, two rated
as having ‘marked’ problems. One, a severely handicapped girl,
attended a PH school which her mother felt was not really meeting her
needs, and the staff there reported anti-social behaviour. She found
both her hearing impairment and her poor mobility (she depended on a
wheelchair outside the home) hard to adjust to. At home she sometimes
got into violent tempers and hit people if she was unable to express
herself or if other people could not understand her. The other was a
boy who, after a long series of unsatisfactory school placements, had
recently entered a residential school for children with hearing
impairments and other handicaps. Both he and his parents felt this was
the first appropriate placement he had ever had. Problems noted by the
school included anti-social and aggressive behaviour, although this was
less evident now than formerly. He was still a ‘loner’, didn’t mix well,
and was ‘immature’ in his behaviour compared to his peers; he also
showed much attention-seeking behaviour. At home he had no friends,
and when he could not understand what was going on his behaviour
was extremely demanding.

IQ and overall adjustment. The last main factor in the teenagers which
was looked at in relation to overall adjustment was IQ. The teenagers
were not tested by the researchers, but all the data already available,
including teachers’ ratings, were used to assign them to one of two main
groups: those with IQs of 85 or above, and those with IQs of below 85.
Sixty-seven of the handicapped teenagers (56 per cent) fell into the IQ
85+ category. Within the cerebral-palsied group, forty-nine (55 per cent)
fell into the 85+ range, compared with eighteen (60 per cent) of the
spina bifida group. In Table 6.6 overall psychological adjustment is looked
at in relation to IQ, taking into account severity of handicap.

These findings show a most marked and consistent trend: irrespective
of severity of handicap, a much higher proportion of teenagers with IQs
below 85 were likely to have marked psychological problems, and a
much lower proportion to be in the ‘satisfactory adjustment’ group.

Table 6.6 IQ and overall adjustment, taking into account severity of handicap
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(2) Family factors. At the beginning of this chapter some of the family
factors which have been found to be associated with psychological
disorders in non-handicapped adolescents were discussed. It was possible
to examine some of these in the present study in two main groups; first,
those we term ‘psychosocial factors’, including the physical and mental
health of the parents; a report by the mother herself on over-protection
of the teenagers; marital discord; membership of a one-parent family,
family size. The other group consisted of socio-economic factors
including social class, overcrowding and poverty.

Physical health of parents and adjustment in the teenagers. The ability
of parents to offer teenagers support will to some extent be determined
by their own physical and mental health. Although we focused almost
entirely on the mothers, we did also ask them whether their husbands
had ‘a health problem or handicap’. Our main purpose in asking this
question was to find out whether the health of the parents of the disabled
teenagers differed in any significant way from that of the control group,
and also whether the parents’ state of health was related to the young
person’s adjustment.

The proportion of fathers with physical and/or mental health problems
as reported by their spouses was almost identical for all three groups. Sixty-
seven per cent of fathers of cerebral-palsied teenagers, 65 per cent of spina
bifida teenagers and 69 per cent of control group fathers were said to be in
good health, and only three fathers (two of controls, one of a cerebral-
palsied boy) had severe health problems. We had no evidence that the
father’s state of health was related to the overall adjustment of the teenagers.

The mothers were asked a series of detailed questions designed to
elicit information about the nature and extent of any current physical
and/or mental health problems. On physical health, they were asked how
their health was at the moment, whether, during the past twelve months
they had had any problems or had been to their doctors, a clinic or a
hospital, whether they had been prescribed any medication for their health
and if so whether they were still taking it now. Each question was followed
by very detailed probes related to when the problem had occurred, its
frequency and severity, precipitating factors, and the effect of the problem
on the mother’s functioning and relationships. On the basis of all
information obtained an overall rating was made of the mother’s present
physical health. There was no difference in the incidence of physical ill-
health between the mothers of controls or handicapped teenagers, a
finding similar to Gath’s (1977) in her study of children with Down’s
Syndrome. Half the mothers in each group had mild or moderate
problems, and only three had severe health problems, (two with a cerebral-
palsied teenager, and one with a spina bifida teenager). No relationship
was found between mothers’ physical ill-health and the presence of
problems in the teenager.
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Mothers’ mental health and adjustment in the teenagers. In relation
to mothers’ mental health, one question which differentiated between
the controls and those with a handicapped child was whether the mother
had ‘been to a clinic or hospital in the past twelve months to see a specialist
about a problem with tiredness…headaches…poor sleep…
depression…any pains…nerves?’ Only 13 per cent of mothers of controls
had been to a clinic or hospital compared to nearly twice as many mothers
of handicapped teenagers. This is very similar to the proportion (27 per
cent) of mothers of spina bifida adolescents reported by Dorner (1975)
as having been to the doctor in the last year with psychiatric symptoms.
In terms of severity of handicap 30 per cent of those with severely
handicapped teenagers had been to a hospital or clinic, compared with
21 per cent of those with moderately handicapped teenagers, and 27 per
cent of those with mildly handicapped young people, that is, irrespective
of severity of handicap, the difference between these mothers and the
control group mothers was still marked.  

In Table 6.7 we consider the relationship of type of handicap to self-
ratings of mother’s worries. Here again, there was a very marked
difference between mothers of controls and handicapped teenagers.
Nearly half of the control group mothers said they never or rarely worried,
compared to only one-fifth of mothers of handicapped teenagers. When
it came to the proportion who had a marked problem of worrying, the
main difference was that while half the mothers of the spina bifida
teenagers worried frequently, less than 30 per cent of the mothers of the
controls and of the cerebral-palsied teenagers did so. Looked at in relation
to severity of handicap, nearly one-quarter of mothers of mildly
handicapped young people had a marked problem of worrying, about
the same as in the control group, while the rate for those with a moderately
or severely handicapped teenager was about 40 per cent.

The Malaise Inventory gave another indication of the level of stress
currently experienced by the mothers. This inventory has been used in
other studies with mothers of handicapped and non-handicapped children,

Table 6.7 Whether mother worries much
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although in most cases the children were younger than those in our study.
Rutter, Graham and Yule (1970) compared 160 mothers of 10–11 year
olds who had neurological problems (mostly cerebral palsy and epilepsy)
or severe intellectual retardation, with a control group of 162 mothers
and found generally non-significant differences. Tew and Laurence (1975)
compared forty-one mothers of spina bifida children with mothers of a
control group. The mean Malaise score for the mothers of the spina bifida
children was 7.1 compared to 4.7 for the controls, mothers of severely
handicapped children having significantly higher Malaise scores (9.2),
as did mothers of incontinent children and those with children with an
IQ below 80. Dorner (1975) looked at sixty-three mothers of adolescents
with spina bifida, and found that 32 per cent of mothers had a score of 7
or more on the Malaise Inventory, whereas Rutter found that in the general
population only 11 per cent of mothers had scores this high. The very
high mean Malaise scores (9.0) have also been recorded for mothers of
very severely disabled children all meeting the requirements of the Family
Fund and described by Bradshaw and Lawton (1978).

In our own study, the mean Malaise score was highest, as the findings
reviewed above might suggest, for the mothers of the spina bifida
teenagers (6.3) while there was little difference between the scores of
mothers with cerebral-palsied teenagers and the control group mothers
(both about 5.0). The mothers’ Malaise score was also looked at in relation
to the severity of the teenagers’ handicaps. The mean score for the mothers
of mildly or moderately handicapped teenagers was just over 4.3, while
for those with severe handicaps it was 6.1. The mothers who were most
likely to show symptoms of stress, therefore, were mothers of spina bifida
teenagers and mothers of severely handicapped teenagers (regardless of
type of handicap).

One problem with the Malaise Inventory is that although a high score
may be given, for example, through an interview, the Inventory misses a
high proportion of those suffering from considerable stress, and a low
score does not necessarily indicate an absence of stress. In order to obtain
an overall rating of the mothers’ mental health we relied more heavily on
interview data than on the Malaise Inventory. A three-fold rating (no
problems, mild or moderate problems, and severe problems) was made on
the basis of all our information, and the findings are shown in Table 6.8.  
Table 6.8 Mothers’ present mental health
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Mothers of handicapped teenagers were nearly twice as likely as
mothers of controls to be rated as having a mental health problem of
some kind. Those who were most likely to have problems of mental
health were the mothers of spina bifida teenagers. Although the numbers
with severe mental health problems were small, they were twice as
high (16 per cent) for mothers of spina bifida than of cerebral-palsied
teenagers, while the rate for the control group mothers was very low (3
per cent).

Further analysis showed that mothers with severe mental health
problems were more likely to be mothers of severely handicapped young
people than of moderately or mildly handicapped youngsters. Of the
twelve mothers with severe problems no less than 75 per cent were
mothers of severely handicapped young people. However, over 40 per
cent of mothers were thought to have no problems, regardless of severity
of handicap.

Brown and Harris (1978) have shown that women who have a confidant
are much less prone to depression, and the mothers were therefore asked
who, if anyone, they usually talked over their worries with. The
differences between the groups were not marked, although a slightly
higher proportion of mothers of handicapped teenagers (about 43 per
cent) said they confided in their husbands, compared with the control
group mothers (about one-third). Overall just under one-quarter of all
mothers appeared to have no one in whom they confided but this was not
clearly related to distress. The majority of those mothers who did talk
over their worries said that they found this helpful, this being equally
true for mothers of non-handicapped and handicapped teenagers.

Information about the mental health of the mother of a disabled
teenager is important since, as chapter 12 shows, these young people
rely primarily on their mothers for support, and a worried and depressed
mother will find it very difficult to give consistent support to an anxious,
depressed and lonely teenager. This point becomes even more important
when, in investigating the relationship between the mother’s mental health
and the teenager’s overall adjustment, it was found that these two factors
were strongly associated.

In Table 6.9 we have selected two groups of mothers: those who had
either a severe mental health problem as rated in the way described above
or a score of 10 or more on the Malaise Inventory, and those who had no
major problems. We have then related these findings to the adjustment
of the teenagers, and the results show that nearly half the teenagers whose
mothers had a marked mental health problem themselves had ‘marked’
problems, compared to only one-quarter of those whose mothers had no
mental health problems. However, the proportion of teenagers with
satisfactory adjustment was approximately the same in both groups.

It is difficult to reach conclusions about the nature of the relationship
between mothers’ and teenagers’ psychological problems. A mother may
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have worried more because of her teenager’s problems, or the teenager’s
problems may have been exacerbated by the mother’s personality. The
latter explanation seems the more likely, since mothers who worried
frequently did not, in general, worry only or mainly about the teenager,
but in their own words about ‘everything’. These seem likely to be mothers
who found it harder to give their handicapped children the confidence
they needed to cope with their difficulties.

Relationship between teenager’s adjustment and personal independence.
Another family factor which was examined was the relationship between
the teenager’s overall adjustment and the extent to which the mother
herself reported that she gave him or her too much help. (See Table 6.10.)
Mothers who said they were satisfied with the independence the child
had already achieved (sixteen), or that they were inconsistent in their
behaviour (seven) have been omitted. The findings suggest that teenagers
were less likely to show problems if their mothers encouraged
independence. The findings may well be distorted by differences in
severity of handicap, but it is one worth further exploration. Perhaps
teenagers feel more self-confident if they are doing more for themselves,

Table 6.9 Mothers’ mental health related to overall adjustment in the
handicapped teenagers

Table 6.10 Overall adjustment related to encouragement of independence by
mother
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and if so this is something that could be encouraged in schools and
colleges.

Marital discord, single parents and large families. Many studies have
shown a relationship between marital discord and the incidence of
psychological problems in children. We made no systematic attempt to
measure marital discord, although we did touch on this area. However, it
is worth recording that in the six families with handicapped teenagers in
whom marital discord was overt, four of the teenagers had marked
problems, whereas in the eighty-nine families where there were two
parents and no marked discord only 32 per cent had marked problems.

Other factors looked at were the effect of being in either a single-
parent or a large family. Neither factor appeared to be related to adjustment
in our study. Twenty teenagers came from broken homes, one-quarter of
whom had marked problems compared with one-third having marked
problems where the handicapped teenager was being brought up by both
parents. Fourteen teenagers came from families with five or more children,
but again the proportions who had problems or satisfactory adjustment
differed little from the proportion of those with families of four or fewer
children.

Socio-economic factors. Social class, overcrowding and household
income were also found not to be related to ratings of adjustment, at
least in so far as we were able to measure these variables. The number of
teenagers from social classes IV and V were very small so perhaps it is
not surprising that no relationships were formed. However, there were
twenty-one teenagers from overcrowded homes (that is, where the ratio
of people to useable rooms was greater than 1:1), but they were no more
likely to show psychological problems than those living in less crowded
homes. There were also fourteen children whose parents were at the
time of the study either in receipt of supplementary benefit or on very
low incomes. Again, these teenagers were no more likely to be poorly
adjusted than the teenagers in better-off homes.

This suggests that the socio-economic factors which are associated
with psychological disorder in non-handicapped young people do not
have the same significance in teenagers who are disabled, although of
course the numbers in this study are too small to provide a conclusive
answer to this question.

(iii) School and other environment factors

Teenagers attending ordinary schools are exposed to many more potential
stresses than those attending special schools, in particular to the reactions
of non-handicapped peers including the possibility of overt rejection
(teasing or being ignored) or covert rejection (failure to make close
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friends). They also had to cope with their own feelings about being
‘different’. Many pupils in ordinary schools were self-conscious about
their handicaps, often being somewhat withdrawn and timid in their
behaviour. It must be remembered, however, that many pupils in special
schools showed a very similar or even more marked pattern of fearfulness,
self-consciousness and lack of self-confidence, and as shown in chapter
3 they also suffered from greater social isolation, particularly in the school
holidays.

Table 6.11 shows the incidence of psychological problems in relation
to the type of school attended, and shows that although the handicapped
teenagers in ordinary schools had a much higher rate of ‘marked
problems’ (and problems in general) than did the controls, they also had
a much lower rate of ‘marked problems’ than did the handicapped children
attending special schools. The rates for ‘satisfactory adjustment’ however,
were very similar for the handicapped children in ordinary schools and
those in special day schools.

Earlier we showed that there was an association between the presence
of marked problems and a moderate or severe handicap. It was difficult
to disentangle this factor from the ‘type of school’ factor since relatively
few moderately and severely handicapped pupils attended ordinary
schools compared with the proportion in special schools (50 per cent
compared with 91 per cent). However, this finding at least indicates that
children with a mild or moderate handicap attending a normal school do
not appear to suffer greatly from the problems that this causes for them.

When comparing the teenagers in special day schools with those in
residential schools it was found that a rather higher proportion of the
latter had marked problems (46 per cent compared to 35 per cent) while
a lower proportion had satisfactory adjustment (36 per cent compared to
52 per cent). This finding is not surprising since it is well known that the
decision to place a child in a residential special school is often closely
related to problems in the child’s home environment, or in some cases to

Table 6.11 Type of school (ordinary or special) related to overall psychological
adjustment
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the fact that the child’s emotional and behavioural problems are such
that the family finds it difficult to cope.

Social isolation. Many teenagers talked about the depression they felt
because of their poor social life and lack of social intercourse outside
school hours, especially when left at home day after day during the school
holidays. Consequently, we looked at the relationship between
psychological adjustment and overall ratings of social life to see if these
factors are related. The results are shown in Table 6.12 and indicate that
those with ‘marked’ psychological problems were much more likely to
have a poor social life than were those with ‘satisfactory adjustment’ (56
per cent compared with 34 per cent), while those with ‘good adjustment’
were twice as likely as those with ‘marked’ problems to have a good
social life (20 per cent compared with 9 per cent).

These findings are difficult to interpret for two reasons. First, as already
discussed, those who were severely handicapped were much more likely
to have ‘marked’ problems and were also less likely to have a full social
life, so this result may simply be re-stating the relationship established
earlier between severity of handicap and psychological problems.
Secondly, it is difficult to distinguish between cause and effect. This
result may indicate that teenagers with ‘marked’ problems were less likely
than those with good adjustment to attract friends and social invitations,
rather than that a poor social life resulted in greater psychological stress.
However, our impression was that the quality of the young person’s social
life was a contributory factor to adjustment in at least some cases, and
there were certainly instances where having an active social life outside
the home appeared to protect the teenager from the effects of other
difficulties which he was experiencing.

Summary of the main factors associated with the presence of
psychological problems

Factors in the teenager. As would be expected from previous research
findings on children with handicaps associated with cortical damage,

Table 6.12 Relationship between social life and psychological adjustment
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the rate of problems among the handicapped group was three to four
times higher overall than the rate among the control teenagers, about
half the handicapped teenagers showing overt problems of some kind.
The rate was highest of all for the spina bifida girls, over 60 per cent of
whom were rated as having problems. Severity of handicap was important
in that the incidence of marked problems was highest in the group with
severe handicaps and lowest in those rated as mildly handicapped on the
Pultibec Scale. However, an equally important finding was that about
half of all handicapped young people did not currently have any overt
psychological problems, regardles of the degree of handicap. What is
most important to understand is what factors were associated with an
absence of overt problems among those with moderate or severe handicap,
and what made some of those with a mild handicap more vulnerable to
distress than others.

Looking at specific disabilities (controlling for overall severity of
handicap) the presence of epilepsy, a urinary appliance or low ability
(IQ estimated to be below 85) were all associated with higher rates of
marked problems and lower rates of ‘satisfactory adjustment’. However,
the presence of a speech disorder did not of itself appear in our study to
be related to psychological adjustment. There was a suggestion that
whether or not the teenagers had been encouraged to be independent
was an important factor and these findings need further investigation.

Factors in the family. While in terms of physical health there appeared to
be no difference between the control mothers and the mothers of
handicapped teenagers, on various measures of mental health the mothers
with handicapped teenagers appeared to have a higher rate of overt
problems; more mothers with handicapped children had seen a doctor in
the previous twelve months for a psychosomatic problem, more worried
regularly, and more were rated as having mild or marked problems in
mental health. However, the differences between the control and
handicapped group was not so clear when comparing scores on the
Malaise Inventory.

Furthermore, mothers who were rated overall as having a marked
mental health problem or who had a very high score on the Malaise
Inventory (over 10) were more likely to have a son or daughter with
marked psychological problems. Also mothers who saw themselves as
severe worriers were more likely to have a teenager with a marked
disorder. However, about half the teenagers did not appear to have overt
problems regardless of the presence or absence of severe mental health
problems in the mother. It was impossible to say whether difficulties in
the teenager were caused by the mother’s psychological problems, or
whether the latter were the result of disturbances in the teenager, but the
interviewers’ impression was that these were mothers whose problems
were general rather than specific to the handicap. They found it harder
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to give their handicapped children the support they needed, and their
children were more vulnerable to distress than those with mothers who
were emotionally more stable.

No other specific family factors were found to be of significance in
themselves, but families who were judged to be unsupportive for some
reason (because the marital relationship was poor, family relationships
generally poor, or because of poverty, overcrowding or disorganization)
did predominate among the teenagers with poor adjustment, and it is
likely that these factors worked in some cumulative fashion which we
were unable to demonstrate statistically given the small sample size.

Other factors. Children who attended ordinary school (a higher proportion
of whom were mildly handicapped) were less likely to show overt
problems than those attending special schools, although the proportion
with problems was higher for handicapped children attending ordinary
schools than for the controls. Because of the differences in degree of
handicap, it was difficult to interpret this finding. However, it does seem
reasonable to assume, on the basis of this result, that attending an ordinary
school does not impose severe stresses on those with mild or moderate
handicaps, particularly since all those attending ordinary schools stated
that they preferred this despite any difficulties they had encountered. It
appeared that the quality of social life was related to psychological
adjustment, those with a poor social life being much more likely to have
a poor adjustment and vice versa. Although it is difficult to distinguish
between cause and effect here, it is at least likely that leading an active
social life can act as a factor protecting against psychological stress.
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Post-school placements

of the follow-up group

Introduction

In chapters 7, 8 and 9 we consider the fifty-one young people from the
original sample of 119 whom we were able to follow up approximately
one year after they had left school. Chapter 7 falls into two main sections:
in Section A we look at the general situation facing disabled school leavers
in England and Wales at the end of the 1970s, taking into account other
relevant research findings; in Section B we give a straightforward
description of our own follow-up group, and of the situation in which
they found themselves about a year after leaving school.

Section A: Opportunities open to disabled school leavers: the
presentsituation

On leaving school most disabled young people will have the option of
following one of three broad avenues. The first is to obtain a job in open
or sheltered employment; the second is to obtain some type of higher or
further education, or of vocational training, preceded perhaps by a period
of assessment, the expectation both for disabled and able-bodied young
people who follow the second path being usually that at the end of this
period they will be better equipped to obtain a job, though in the case of
the handicapped, this is not always possible. But there are some disabled
youngsters who are so severely handicapped that they may not be able to
follow either of these paths, or they may not wish to do so if, for example,
training involves leaving home. A third option available for these young
people is some other type of day (or less frequently residential) provision
run by a social services department or a voluntary body. Additionally,
there are a number of young people who, for a variety of reasons, are
following none of these paths and spend most of the working week at
home—and it must be hoped that this is only temporary.

In the first part of this chapter we shall look at current trends affecting
the three main types of placements. Research findings from the other
studies are referred to where relevant, although these are in fact very
few, which throws much light on the current situation of physically
handicapped leavers.
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(1) Employment: trends and prospects for disabled leavers

Employment as the goal of most disabled school leavers. Our own findings
and the experience of others point conclusively to the fact that most
disabled young people are no different from able-bodied leavers in being
quite definite about wanting paid employment, either immediately after
leaving school or after a period of further education or training. This is
hardly surprising in a society such as our own which is still so thoroughly
imbued with the work ethic—an ethic which pervades society and its
institutions, including both our ordinary and most of our special schools.
The reasons for this strong desire to work are both material and, perhaps
especially in the case of disabled leavers, psychological. The material
(financial) incentives to work are obvious. Most young people in
employment can usually expect an adult wage by the age of eighteen
years, and this will have a considerable effect on the quality of their
social lives. Those who are earning will have money to spend on clothes,
records, a deposit for a motor-cycle or a car, entertainment, girlfriends
and so on, while those who are not must depend on benefits which are
simply not comparable to even the minimum adult wage. For example, a
recent (1978) Royal Commission on the distribution of income and wealth
has shown in a background paper, The Causes of Poverty, that there is a
very high incidence of financial hardship among the disabled, especially
those with severe physical handicaps. For example, 32 per cent of disabled
men had family incomes which were at or below the official UK poverty
line. The situation was even worse for single disabled women.

For most disabled school leavers, however, the psychological
significance of obtaining employment is likely to be even greater than
the financial incentive. A job provides a sense of personal identity, self-
esteem, responsibility and dignity, and the feeling that the young person
has been accepted as an adult member of society. People are, more often
than not, categorized and valued in terms of what they ‘do’. For an
unemployed disabled young adult who is not studying or training for
eventual employment it can be very difficult to answer the question, ‘What
do you do?’ without having a sense of being ‘different’, and without
suffering an even greater loss of self-confidence. Having a job enables
an individual to feel that he or she is making an active contribution to the
community, either because the end-product is seen as useful, or, at the
very least, because he is supporting himself.

Another psychological or social function of work is that it gives the
young disabled person the chance to widen his horizons. Work provides
a change of environment, which is desirable for everybody, but which
may be of particular importance to those whose opportunities for social
contacts are limited by their immobility. Work provides the individual
with a whole new range of social contacts and, for handicapped young
people, perhaps their first real opportunity for mixing with and making
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friends with the non-handicapped. It can both assist their social
development and add to the sheer enjoyment of and interest in life,
especially for those whose leisure activities are restricted and who lack
friends.

The need of handicapped young people to find companionship through
work or an equivalent ‘alternative’ is of course shared by other groups in
the community. It is one of the main reasons given by retired people—
especially women—for wanting part-time work, and it helps to explain
why large numbers of women with young children either go out to work,
or wish to do so. An important study carried out by Brown and Harris
(1978) on the social origins of depression concludes that one of the main
factors protecting susceptible women from depression was having a job.
One way in which the authors explain the mechanisms at work is that
having a job provides a sense of self-esteem and also increases the chances
of making new social contacts and developing new interests.

Yet another psychological function of work is that even when it is
boring and repetitive, it provides a structure and a regular routine to the
day. Most people, whether or not they are disabled, need this framework;
and young people who have attended special schools and institutions,
where the day is often highly structured for them and where little thought
has been given to teaching them how to organize their own lives,
particularly feel the lack of a structured routine.

Although most people, including disabled school leavers, would be
unlikely to articulate their reasons for wanting a job in quite these terms,
these are all very cogent reasons for trying to ensure that everything
possible is done to widen employment opportunities for disabled young
people.

Reasons for pessimism. Nevertheless it is becoming increasingly apparent
to young people and their parents that there are many reasons at present
for pessimism about the prospects of paid employment for those leaving
school or colleges of further education or training, and that certain groups
in the community, including the disabled, are particularly vulnerable.
These have been discussed in more detail elsewhere (Anderson and
Tizard, 1979; Jackson, 1978). First, long-term trends in mechanization
are steadily reducing the total number of jobs—or at least the labour
time—needed by society to maintain or increase its standard of living.
Secondly, the number of unskilled and semi-skilled jobs—the only ones
which slow learning young people are qualified to do—is shrinking. These
trends have been marked over the last decade and are likely to be
accentuated in the future by further technological advances, especially
by the application of microtechnology to industry and commerce. In the
UK, the Central Policy Review Staff (1978) and the Department of
Employment (DE) (1978) have been attempting to predict the long-term
social and employment effects of microtechnology, and there can be no
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doubt that it will have a major job displacement effect. Jobs likely to be
particularly affected are those which are repetitive, but require precision
and reliability, as well as telecommunications and clerical work which
in the past have provided sources of employment to many handicapped
young people.

There is clear evidence that youth unemployment has been increasing
over the last decade. In 1973 the Holland Report (Manpower Services
Commission) pointed out that between 1972 and 1977 unemployment
among young people rose ‘three times as fast as unemployment among
the working population as a whole’, with an even greater increase in
unemployment among ‘special groups’, which included disabled young
people. This was true in spite of growing attempts to encourage employers
to take on more disabled people. Disabled young people were not only
more likely to be out of work than the able-bodied, but to be without
work for longer periods.

There have been three recent studies of the employment prospects of
young handicapped people. First, the Tuckey Survey (1973) sponsored
by the DHSS, DES and DE ‘to investigate the range, availability and
suitability of the facilities for further education, training and employment
of handicapped school leavers’. From over 7000 children, covering the
whole range of handicaps, expected to leave special schools in the year
1968–9, a sample of 1700 was selected for further study about whom
basic information was obtained from the schools; 788 of these were
included in the follow-up study carried out in 1971, of whom 247 were
physically handicapped. Information about this group was obtained from
careers officers, the young people themselves, their parents and, where
applicable, their employers.

The findings at that time were reasonably optimistic: 64 per cent of
the leavers interviewed had done some paid work since leaving school
18–24 months earlier, three-quarters of these in open and the rest in
sheltered employment. Some had gone straight into employment and
some had had some training or further education first. However, these
figures conceal the fact that many leavers underwent a long and anxious
period before finding employment and also that periods of employment
are often interspersed with long periods of unemployment. The principal
reasons for leaving a job—especially the first job—appeared to be either
that the work was too demanding or, in a number of cases, because the
pay was poor.

Secondly, a useful Report sponsored by the Scottish Education
Department (1975) of physically handicapped pupils leaving special
schools in Scotland showed figures very similar to those of the Tuckey
Report: 51 per cent went straight into employment, 21 per cent into
sheltered workshops and work centres, 11 per cent into training courses
and 2 per cent only to colleges of further education. At the time of the
survey 13 per cent were unemployed and 2 per cent were in hospital.
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The authors comment on the surprisingly high proportion of those who
found jobs immediately after leaving special school.

More recently, in 1976–7, the National Children’s Bureau carried out
a survey for the Warnock Committee of the employment status of
handicapped school leavers. Their sample was drawn from the eighteen
year olds taking part in the National Child Development Study, and
included all handicapped young people, including ESN(M) leavers, as
well as the physically handicapped. The main finding (Rowan, 1979)
was that unemployment was four times more common in this group than
among non-handicapped young people. Whereas 66 per cent of non-
handicapped eighteen year olds were employed, this was true of only 48
per cent of the handicapped group.

New opportunities in employment. Although it would be foolish to ignore
the major trends which will make it much harder for disabled young
people to find work, there are at least some encouraging pointers in the
direction of finding better solutions to this problem. First, the fact that
employment prospects are today much poorer for all young people has
meant that in the UK, as in other countries, new programmes are being
introduced to alleviate unemployment among school leavers as a whole.
These programmes, particularly the Youth Opportunities Programme
(YOP) could, if exploited in an imaginative way, be of particular benefit
to handicapped leavers. In fact this has not been the case so far, and the
most recent DE estimate (Rowan, unpublished paper) was that only about
1 per cent of those taking part in the YOP scheme were youngsters
registered as disabled.

The YOP (funded by the Manpower Services Commission, but
organized on a local basis) came fully into operation in September
1978. Its aim was ‘to help unemployed young people to prepare for
work and improve their chances of getting and keeping jobs’. It was
intended to help ‘those school leavers and other unemployed young
people under the age of nineteen who have most difficulty in obtaining
employment, usually those with low formal academic attainments, some
with additional difficulties’. Its main elements include work experience
on employers’ premises, project-based work experience (in particular,
work involving environmental improvements), community service
schemes, and work preparation schemes of various kinds. The
participants receive a standard tax-free allowance of £25 per week.
Handicapped leavers can be admitted to the scheme immediately on
leaving school, and can stay on it for more than twelve months if this is
considered desirable. It has also been recognized by the MSC that the
scheme should be helping more of those with moderate or severe
handicaps than has been the case up to now, and greater efforts will be
made to include them in the second phase of the programme. A recent
Working Party Report to the MSC, Special Programmes, Special Needs,
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suggests how YOP and other schemes can be adapted to include the
handicapped, and lists examples of good practice throughout the
country, including both voluntary and statutory schemes.

A second encouraging development is that public attitudes towards
the employment of disabled people are changing, albeit slowly, and it is
beginning to be recognized (as, for example, in the Warnock Report,
paras. 10.76–83) that there are many hitherto untapped opportunities for
handicapped people in open employment. Already, in a number of
countries, important new legislation has been passed to help
disadvantaged people to obtain employment. A discussion of these issues,
and a summary of the steps taken in selected countries belonging to the
Organization of Economic Co-operation and Development has been
prepared by the Manpower and Social Affairs Committee of OECD (MAS
(78) 1: Disadvantaged Workers in the Labour Market in Selected Member
Countries, 30 January 1978) and there is no doubt that much more will
be done in the future to provide ‘positive discrimination’ in favour of the
handicapped. In the UK the Quota Scheme* is now under discussion,
and the Manpower Services Commission and National Advisory Council
for the Employment of Disabled People have recently suggested in their
document Positive Policies to employers how to give full and fair
consideration to disabled young people.

Earlier we spoke of technological change as likely to have an adverse
effect on the employment prospects of many handicapped people. This
is more likely to be true of those who are mentally rather than physically
disabled. Developments in microelectronics may open new job
opportunities as well as superseding some of the older ones, but these
new jobs will probably demand a higher level of education than did the
jobs which will be lost; for example, there will be greater opportunities
for those with skills in mathematics, the physical sciences, and craft,
design and technology. Unfortunately, most of these subjects are ones
young people with neurological abnormalities find particularly difficult.
However, for those who have reached the required educational level, it
should be increasingly possible for those in clerical, professional and
managerial occupations to work from home at least part of the week.
Another potential advantage, to those living outside the major
conurbations, is that ‘the growth of distributed rather than centralized
data processing will offer organizations greater flexibility in allocating
work to different locations’. This opportunity to work at home will be
particularly welcomed by many severely physically disabled people,
although there is of course the danger that they will be socially isolated
in this way.
 
* The Quota Scheme refers to current legislation whereby employers with workforces
over a certain size are required to take 3 per cent of their employees from those
registered as disabled. Outside the public sector it has never been successfully
enforced.
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The last encouraging new development is that within special education
there is an increased emphasis on helping young people to make the
transition from school to adult life by the provision of courses to prepare
them for work either at school or after school leaving, through improved
social and vocational training, and through work experience of various
kinds. Hitherto schemes of these kinds have, in most parts of Britain,
tended to be organized for and geared more towards the needs of mentally
rather than physically handicapped young people, but this situation is
beginning to change.

Sheltered work. Before moving on to look at trends in further education,
the question of the provision of sheltered work must be raised. Three
main types of sheltered workshops exist in the UK—those sponsored by
local authorities; those sponsored by voluntary organizations; and the
Government-backed Remploy, which is an independent, non-profit
making company aimed at providing work under sheltered conditions
for those so severely disabled that it is unlikely that they would be able
to otherwise obtain employment. In the UK about 94 Remploy factories
employ around 8500 people. Those attending Remploy factories must
be registered as disabled, be able to get to the factory by themselves and
work a normal day, and must be capable of producing at least one-third
of an able-bodied person’s output (or two-thirds in agriculture and
horticulture).

The main point to be made, however, is that there is a great shortage
of sheltered workshops, that the existing ones tend to be dominated by
older people who become disabled through accident or illness, and that
comparatively few vacancies occur each year since, by definition, few
members are ever able to move into open employment. Because sheltered
workshops are so anxious to meet production targets and reduce operating
losses, they do very little in the way of rehabilitation or training to help
their employees to progress to open employment as Warnock
recommends. Consequently, it is extremely difficult for handicapped
school leavers to get places. It is sometimes said that it is more difficult
for a young person with any significant degree of physical disability to
get into a sheltered workshop than it is to get an ordinary job.

(2) Further education and vocational training

Studies of handicapped leavers suggest that at least half from special
schools could benefit from some sort of further education or training.
In our own study, we included under this umbrella phrase those in higher
education, placement in ordinary colleges of further education (which
might include both non-vocational and vocational courses), placement
in special colleges of further education and/or vocational training, and
places in centres designed primarily to give long-term assessment, while



170 DISABILITY IN ADOLESCENCE

at the same time providing a further education or training element.
Trends in each of these sorts of placement will be considered briefly
below.

Higher education. The National Bureau for Handicapped Students has
taken a major initiative in trying to make all establishments of higher
and of further education more aware of the needs of handicapped students.
It also provides useful information on the facilities available for
handicapped students in various institutions. The Warnock report
recommends that all establishments of higher education ‘should formulate
and publicize a policy on the admission of students with disabilities …and
should make systematic arrangements to meet [their] welfare and special
needs, including careers counselling’ (DES, 1978).

Apart from problems of access and inability to meet special needs,
the main reason at present for the relatively small numbers of handicapped
students in establishments of higher education is that few young people
have left special schools with the requisite entry qualifications, even
among those who might have the ability to cope with the demands of
higher education, a point discussed in more detail in the Snowdon Report
(1976).

Ordinary further education colleges. While few handicapped school
leavers go on to higher education, many more go on to further education,
and developments in ordinary further education colleges have been
described as a ‘growth area’ in the field of the education of those with
special needs. This has only recently become the case. The 1976–7 survey
of eighteen year olds carried out by the National Children’s Bureau for
the Warnock Committee showed that only 5.6 per cent of handicapped
eighteen year olds were still at school or in further education, compared
with 29 per cent of the non-handicapped group.

Earlier surveys of handicapped leavers, for example the Tuckey Report,
pointed out that many more young people are considered able to to benefit
from further education than actually go on to do it. There is no doubt
that one problem has been the lack of suitable courses, arising either
from a lack of initiatives, finance, or of trained staff and, in the case of
the physically handicapped, accessible premises. Warnock has drawn
attention to the duty of LEAs ‘to provide for all young people who want
continued full-time education between the ages of sixteen and nineteen,
either in schools or in establishments of further education… it is essential
that they should…ensure that an adequate number of places in schools
and establishments of further education are available to and taken up by
young people with special educational needs’. In practice, a flexible range
of provision is required.

Warnock emphasizes that wherever possible young people with special
needs should be given the necessary support to enable them to attend
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ordinary courses of further education (para. 10.37). Frequently cerebral-
palsied and spina bifida school leavers have reached only a low level of
educational achievement and social competence by the age of sixteen,
and many will therefore need or benefit from an extension of their general
education. However, it is becoming more widely recognized that many
of these young people will find an ordinary college of further education
‘a more appropriate setting than a school in which to continue their general
education’. These should aim not merely to improve literacy and
numerary skills. Handicapped young people, because of their more
limited experience, are frequently more immature and more lacking in
social skills than their non-handicapped peers, and further education
courses must recognize and cater for these needs also, as well as providing
suitable courses for the multiply handicapped whose learning capacity
is limited, and who will never be able to move into open employment.
Warnock of course makes recommendations on both these issues (paras
10.38 and 10.39).

Most of the innovations in ordinary further education colleges have
so far been in setting up work preparation courses, usually designed
for those with mental or social handicaps, or only mild physical
handicaps, rather than for young people with moderate or severe
handicaps (that is, the majority in our own study). Only a few ordinary
further education colleges have set up courses specifically aimed to
cater for the needs of more severely disabled young people. Examples
of these are the Work Orientation Unit at the North Nottinghamshire
Further Education College, Airedale and Wharfedale Further Education
College, Bourneville College, Birmingham and Trowbridge Technical
College, Wiltshire. The Bridgend College of Technology provides
courses and also has a purpose-built hostel attached mainly for the
disabled, but taking some non-disabled students. A good deal of
published material exists about the North Nottinghamshire Work
Orientation Unit (e.g., Hutchinson and Clegg, 1975; see also the
description in Anderson and Spain, 1977, p. 278).

Although all ordinary establishments of further education should, as
Warnock recommends (para. 10.42), designate a member of staff as
responsible for the welfare of students with special needs in the college,
and for briefing other members of staff, few ordinary colleges will have
the resources needed to take severely disabled young students. Since the
numbers of this group are comparatively small, some sort of regional
planning is therefore necessary, and one of the main recommendations
of the Warnock Report was that: ‘within each region there should be at
least one special unit providing special courses for young people with
more severe disabilities or difficulties which would be based in an
establishment of further education (para. 10.40). This will require a
coordinated approach to further education provision on the part of the
LEAs within each region.’
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Special national colleges of further education and/or training. With one
exception, all the national colleges which provide further education and/
or vocational courses exclusively for the physically handicapped are run
by voluntary or private organizations. The one exception is Hereward
College in Coventry (See Lowe, 1977) which is administered by a local
authority and provides a year’s foundation course with the opportunity
for further academic vocational courses. In fact most colleges began by
providing only vocational training, but have found that, because many
prospective students could not meet their minimum entrance
qualifications, they had to provide basic academic courses also, and many
students spend the first year in further education before they are
considered to have reached a level needed for entry into one of the
vocational training courses.

The standards in terms of the training provided, the facilities available
and the accommodation offered in these colleges vary considerably. They
also draw from very wide catchment areas so that the students can only
visit their homes infrequently and at considerable expense to the local
authority or to parents. Consequently, some severely handicapped young
people who might have been willing to attend a residential college if it
were near enough to their homes for them to be able to return home at
weekends, or fortnightly, turn down places because of anxiety about
leaving home. Another disadvantage to having a national catchment area
means that it is impossible for colleges to follow up students adequately
when they leave to ensure that they do go into suitable placements, or to
help them with family or residential problems if these arise.

In the Warnock Report it is suggested that these colleges could
eventually provide a more useful function as part of the pattern of further
education provision in their region rather than as national centres catering
for particular areas of disability, and it is therefore recommended (para.
10.44) that they ‘should in time all become part of the regional patterns
of further education for students with special needs’. This
recommendation would, we think, be very much in line with the
preferences of the young people and parents taking part in this study.

However, one advantage which a voluntary society has, is that it can
pioneer developments for a group with very special needs and there may
be a case for exceptions being made to the recommendation above. For
example, one of the newest colleges of further education is Beaumont
College in Lancaster. This college, run by the Spastics Society and opened
in September 1977, offers a day and residential education for seventy
students. It was set up for a very specific purpose: to provide for cerebral-
palsied young people in the lower ability range whose needs were not
being met elsewhere. It is described as an ‘educational experiment’ whose
justification will lie in the design, organization and implementation of
an entirely new curriculum which is ‘planned residentially and based
firmly on the handicapped young person’s needs and abilities’. The aim
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is to provide ‘continued education…conceived in terms of extra time
and as a “bridge” into society’. The curriculum (also referred to in chapter
10), which is described as a ‘social learning curriculum based on
individual assessment of students’ educational needs’, covers the
following areas: basic literacy and language development, basic
numeracy, interpersonal, social and communication skills, activities of
daily living, vocational and personal development, craft studies, and
environmental and community studies.

Colleges with a central emphasis on assessment. One other college
requires a brief individual description. This is Banstead Place, a residential
college for the assessment and further education of physically
handicapped school leavers with severe or multiple handicaps. It aims to
provide ‘total assessment educational, personal, medical, vocational and
social’, with the aim of producing a positive recommendation for each
client’s future, in terms of his occupational and residential needs. The
programmes usually last about a year, and include education, training in
independence and mobility, vocational assessment, work experience,
social activities and use of leisure, learning to drive and use of public
transport.

(3) Day centres and equivalent forms of provision. There are two groups
of physically handicapped leavers whose problems are especially acute.
First there are those who have such severe physical difficulties (for
example athetosis) that it seems highly unlikely that they would ever
find open or sheltered employment, even after special vocational training.
Secondly, there are young people who are less severely physically
disabled but whose level of attainments or ability are such that they have
little chance either of getting employment or of entry into most existing
further education or vocational courses (with the exception of Beaumont).
Young people in these two groups can usually be offered places in local
authority day centres or, for those of lower ability, adult training centres,
while a few may be placed in the Spastics Society’s day work centres.
These centres, which have been surveyed by Schlesinger (1977), provide
for young cerebral-palsied people who are considered ‘unemployable’.
They differ from the typical day centre in being totally work orientated,
but we have not classed them as a form of sheltered employment, since
the clients are not paid a wage, but rather a small weekly sum on the
same basis as some day centres and Adult Training Centres (up to a
maximum of £4 if full welfare benefits are to be retained).

Day centres, with some notable exceptions, have been and probably
still are the Cinderellas of the post-school provision available to disabled
leavers. Recent research into provision for those unable to find
employment has centred on Adult Training Centres, much of the work
stemming from the Hester Adrian Research Centre in Manchester, for
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example Young Persons’ Work Preparation courses, Speake and Whelan
(MSC, 1979), and the publications from the National Development
Group. In contrast, virtually no research has been carried out on day
centres, although a National Institute of Social Work survey
(unpublished) should throw some light on the problems of their clients
and their staff.

Even without such research, however, it is clear that the main problem
for handicapped young people is the fact that the number of potential
users within the younger age range is comparatively small, and most of
those who are disabled and living in the community are elderly.
Consequently, most attenders at centres are over fifty years old while the
number of young disabled people may be very small. An associated
problem is that the users vary enormously in terms of intellect and interests
so that it is difficult to plan a programme which caters for the needs of
all. Some centres are understaffed, or the staff have little training, and
they often feel very isolated. The centres are usually run by social services
departments and often there is little contact with the education authority.
The Warnock Report has little to say about day centres (perhaps because
so little research on them exists) but the committee was clearly concerned
about the lack of education input and recommends (para. 10.53) that
‘there should be a specifically educational element in every adult training
centre and day centre, and the education service should be responsible
for its provision’. Indeed, it was felt that this should be a statutory
responsibility of the education service. Yet another difficulty is that centres
generally provide no training so that there is no clear means of progression
open to users (for example to sheltered work), and furthermore there is
generally no mechanism for reassessment of their clients’ abilities and
potential, which may change quite rapidly during the late teens and early
twenties.

There are some signs that local authorities are beginning to take a
more imaginative approach towards provision for their younger clients,
or potential clients of day centres. For example the recently opened
Michael Flanders Day Centre in Ealing has a special course with about
twelve places for a ‘School leavers’ group’ (maximum age twenty-five).
It was difficult at first to fill the places, even when these were offered to
neighbouring boroughs, which illustrates the difficulty both in making
special provision for a group whose numbers are so small, and of reaching
those young people currently in unsuitable placements who could benefit,
since there is no adequate system for ensuring that information about
such a centre gets to parents or to the young people themselves.

Another approach is that pioneered by the Tuckeys at the Stone House
in Corby, a centre of heavy industry with a population of about 50,000
(Tuckey and Tuckey, 1979). Although the Centre is outside the area in
which our research was carried out, we describe it in some detail to give
an idea of an alternative approach to the usual kind of day centre provision.
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Originally planned as a ‘day centre for the handicapped and elderly’,
the Tuckeys were able to develop what was in effect a community centre.
While concentrating its attention on the needs of disabled people, the
Centre had an open door policy to others in the community, for example
relatives and friends of the users, as well as the parents of handicapped
children, and other people with special needs provided that they were
under fifty years old on arrival, and ‘intellectually capable of organizing
their own lives’ within the context of the Centre. Users were given as
much independence as possible within the limits of their disabilities,
and a minimum of organized help, in order to encourage self-help and
foster a community spirit. At the end of five years there were about 100
people using the Centre in the course of a week (some came daily, others
much less frequently) of whom about sixty were disabled. Most users
were under forty-five years, and some were in their late teens and early
twenties.

When considering the activities of the Centre, the organizers rejected
the possibility of sub-contract work, which, since it involves deadlines,
is difficult to combine with other activities. They thought rather of
‘meaningful and pleasurable activity’ but had no highly structured
programme, aiming rather to ‘create a social ambience in which people
felt confident enough to try a wide range of activities and to help each
other achieve certain goals’. Some activities had an element of
‘volunteering’; users might do toy repairs for the toy library, make
something for the play-group, build a piece of equipment for the Centre,
help an aphasic user practise his speech or reading, or help prepare the
midday snack. Other activities were more purely recreational. Regular
activities which some of the disabled users helped to run, but which
benefited or involved other members of the local community, included a
telephone information service on disability, a toy library for handicapped
children, a mixed play-group and a youth club. The disabled users were
encouraged to make a life for themselves outside the Centre and enabled
them to do so by a flexible system of transport. The managers were more
concerned if a user had no social life outside the Centre than if he or she
was an occasional user only.

The two main developments which the scheme’s organizers thought
were most needed in the future were first, an expansion of adult education,
through improved links with the local Adult Education Department and
the addition of a craft instructor and an adult education tutor, who could
divide their time between the Stone House and domiciliary visits. Classes
and groups could be held on the Centre’s premises (possibly run by some
disabled users who had special skills) but open to anyone who was
interested. The second development thought necessary was the setting
up of an assessment unit at the Centre, to look at the everyday needs and
problems of an individual and his family, together with an appraisal of
the resources available to them.
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Research on spina bifida and cerebral-palsied school leavers

Although many research studies have been carried out into the post-
school placement of ESN(M) school leavers (reviewed, for example, by
Rodgers, 1979), and although severely mentally handicapped young
people are being followed up in research carried out at the Hester Adrian
Centre (Mittler, personal communication, 1979) much less is known about
what happens to physically handicapped leavers in general, and cerebral-
palsied and spina bifida leavers in particular.

An account of studies conducted on the placement of leavers with
spina bifida was given in an earlier book (Anderson and Spain, 1977)
which referred to data available from Dorner’s study (1975) and from a
small-scale survey carried out by ASBAH, the Association for Spina
Bifida and Hydrocephalus (1975). The findings from these studies are
summarized in Table 7.1 and highlight the disturbing fact that one-quarter
of the leavers in both studies had no employment or occupation of any
kind when they were interviewed.

The only other relevant findings are from two studies of adults with
spina bifida cystica. This group, however, comprise a somewhat different
population from today’s spina bifida school leavers, both in the nature
of their handicaps and their school and training experiences. In particular,
a much smaller proportion of them are severely disabled or have
hydrocephalus than today’s teenagers, while fewer of those with severe
disabilities had an adequate education (many only had home tuition) or
any sort of vocational training, compared with young people today. The
larger of the two studies (Evans et al., 1974) was of 202 adults with
spina bifida cystica who had attended the Hospital for Sick Children,
Great Ormond Street, London before 1954. Nearly half (mostly with
uncomplicated meningocele) had no serious disability and were leading
normal lives, but there were forty-seven men and fifty-eight women with
a serious disability. Although about half of this group were working

Table 7.1 Placement of leavers with spina bifida (from Dorner, 1975 and
ASBAH, 1976)

* Four of these were not working because of illness
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regularly, or were active housewives, one-third of the men and about
one-quarter of the women had never worked at all.

In the other study (Beresford and Laurence, 1975) the present
placement of fifty-one adults living in South Wales was investigated. Of
particular interest was the placement of twenty people with ‘moderate’
handicaps (walking with aids and partially continent or continent after
operation) and sixteen with ‘severe’ handicaps, (chairbound, and/or
totally incontinent). Sixteen of those with moderate handicaps and eight
with severe handicaps were in ‘normal occupations’ (twenty in open
employment, three were housewives and one a full-time student). As in
the Evans et al. study half of those employed were in office jobs.

Among the encouraging points to emerge from these studies were
first, the fact that a substantial number of those with moderate and severe
handicaps were coping well in open employment, and secondly, that
office work of some kind offered reasonable prospects for employment
to many of those without severe hydrocephalus. However, a disturbing
finding was that quite large numbers of young people had frequent periods
of unemployment, and even worse, in the Evans study about one-third of
the group had never been employed and would ‘never be able to lead
independent lives in the sense of being able to be both financially self-
supporting and to care for their own physical needs’.

No recent studies on the post-school placement of cerebral-palsied
young people are available. However, a survey published by the Spastics
Society in 1964 reported on the results of an investigation of fifty-four
young people born between 1940 and 1944, and who had attended schools
within the London County Council area. All were over eighteen at the
time of interview. It was found that thirty-three (over 60 per cent) were
in employment, though many had had long periods of unemployment
since leaving school, and there had been much trial and error before a
suitable job was found. Most of those without jobs were in various day
centres (N=10), six others had been admitted for long-term residential
care (mostly those with severe mental handicap), one was a housewife,
one in training and three were unoccupied at home.

Although the study was small and is now out of date, the findings
suggest that the prospects for employment for cerebral-palsied young
people, at least those who do not have severe retardation, is considerably
better than for those with spina bifida, perhaps mainly because a higher
proportion are mobile, and so access is not a problem. However, a more
depressing picture is given from a survey of 209 pupils leaving five
Spastics Society residential schools between 1966 and 1970. By mid-
1971, only one-quarter of leavers were in open or sheltered employment,
15 per cent were in further education or training, 19 per cent were in day
centres and 7 per cent in Adult Training Centres. Only 14 per cent were
classed as unemployed, but 20 per cent were in residential homes and no
comment was made about their employment (Spastics Society, 1971).
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Section B: Findings from the post-school follow up

This section discusses the placement of the fifty-one young people from
the original sample of 119 who had left school in the year following the
Phase I interview and who were available for study. The findings generally
suggest that the young people would benefit from a frank discussion of
their situation and of the things likely to help them deal with their
difficulties. Encouraging closer relationships with their peers to help them
develop skills in confiding is one obvious way in which the teenagers’
situation could be improved, together with encouragement to develop
interests of any kind, both as an end in itself and as a basis for friendships
with people of similar interests.

All those young people from the original sample who were no longer
attending school by the end of the summer term (July) 1978 were seen in
the follow-up study, the interviews taking place 12–15 months after the
teenagers had left school. In all, fifty-six young people from the original
sample had left school within this period, of whom fifty-one were
available for study. In two cases, only the mother could be interviewed,
and in another case only the teenager. This section describes the situation
of the young people in each of the four main placement groups, that is,
work, further education or training, day centre, or no employment. It
also discusses the overall satisfaction of the school leavers and their
families with their present situation and with what had happened to them
over the previous year.

Interviews were conducted with the teenagers themselves, and also
separately with one or both parents, usually the mother. Most of the
young people were interviewed alone in their homes, but in a few cases,
for reasons of timing and/or privacy, the interview was carried out at the
teenager’s college or day/work centre. Because the sample was so small,
results are quoted in a mainly anecdotal way, illustrating the kinds of
issues which arise in practice in the post-school experience of young
handicapped people.

Comparison between the follow-up sample and the original
sample

Table 7.2 shows the numbers in the follow-up sample from each diagnostic
group, compared with the original sample. The proportions within each
group was almost identical to that of the original group and the follow-
up group, although all five eligible for inclusion but not available for
study were cerebral-palsied.

Age, sex and social class. The mean age of the group at follow up was 17
years 9 months and, as in the original sample, just over half the group
(55 per cent) were male. Comparisons between the original sample and
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the follow-up group on type and severity of handicap, type of school
attended, and social class, reveal that there were no substantial differences
between the Phase I and Phase II samples, so that although our numbers
in the follow-up were small, they are likely to be fairly representative.

General situation of the follow-up group as a whole during the post-
school year. Just over half of the teenagers (N=26) in the follow-up group
left school at sixteen years, twenty (39 per cent) left at seventeen years,
and five (10 per cent) left at eighteen or over. There was no difference
between those in ordinary and special schools in this respect. Over three-
quarters left school at the end of the summer term.

It is interesting and somewhat surprising to note that there was also
little difference between those attending the two types of school in age
at leaving, about half in each case (50 per cent in special and 58 per cent
in ordinary schools) leaving at sixteen years. Until the school leaving
age was raised to sixteen in 1972, of course, children attending special
schools were required to spend an additional year in school, on the
grounds that they were usually retarded scholastically and needed an
extra year in school to catch up with their peers. One might have expected
that this tradition of staying on beyond the statutory leaving age would
have continued, but from our discussions with the teenagers it appears
that many could see no value in remaining at school because in many
cases no special curriculum was provided for the post-sixteen year olds
and they considered it a waste of time.

Nearly one-quarter of the follow-up sample had attended ordinary
schools, and 76 per cent had been to special schools including twelve
pupils (24 per cent of the total group) who went to residential schools.
The majority were rather poorly qualified on leaving school as Table 7.3
shows, particularly those leaving special schools, who of course tended
to have more learning difficulties than did those in ordinary schools,
(although it must be remembered that all had been selected as having
IQs of 75 or over). Additional evidence that this difference in ability
does not account for all the differences observed is that several young

Table 7.2 Diagnostic groups

* i.e., had not left school by July 1978
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people leaving special schools with poor qualifications subsequently went
on to further education and were successful in examinations. Perhaps
the main reason for the difference was the small size of the special schools
(discussed in chapter 1), and their consequent inability to offer the range
of subjects and the stimulation that the more able students required.

Over half of those leaving special schools (56 per cent) had no
qualifications at all compared with 17 per cent of those in ordinary
schools, while in ordinary schools over 40 per cent had at least four
CSEs, compared with 20 per cent of those in special schools.

Living arrangements. Over two-thirds of the young people were living
at home full-time at the time of the follow-up interview, while all but
two of the rest were in residential college and living away, for a short
period, during term-time only. Only two young people were living
permanently away from home. One very severely handicapped girl was
living in a residential home while learning to become more independent
and to ease the strain on her mother following a divorce. One boy had
been placed in residential care because his mother, although not
completely rejecting him, was unable to offer him a home due to his
illness combined with a number of other problems, which will be
described later. In four other cases there was a change in the marital
status of the mother, two having divorced in the previous year and two
having remarried, but this did not affect living arrangements. However,
it was apparent that in several cases either the young person or the parent
or both were already thinking about alternative accommodation, and that
in a few cases this was becoming an urgent problem as we shall explain
in chapter 8.

Main placements of the follow-up group. The majority of the young
people had been in the same placement for all or most of the post-school
year, although a few had very complex histories indeed, and they were
classified according to their main placement throughout the year or to

Table 7.3 Summary of formal qualifications on leaving school
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their current placement if this had been of long standing. Four broad
groupings were chosen: employment (including sheltered employment);
education and training (including higher education, further education,
assessment and vocational training, subdivided according to whether they
were attending an ordinary or a special college); day centres of any kind;
and an ‘At home’ group, who were without a placement of any kind and
had been so for a substantial period before the interview took place.
(Those who had left college within the previous six weeks and who were
without a placement at the time of the interview were not included in
this group, but were coded as if they were still at college.) These findings
are summarized in Table 7.4, which indicates that nearly half of the school
leavers had gone on to further education or training of some kind, while
about one-quarter were in day centres, and less than 20 per cent were
employed. Just under 10 per cent had had no occupation for all or most
of the first year after leaving school, but this figure based on the situation
current at the time of the interview masks the very long periods at home
spent by eight young people from the other groups. For example, four in
the day centre group were at home for 6–8 months before being placed,
and four in the employment group had either taken several months to get
a job, or had lost a lot of time from work due to illness or difficulty in
getting a second job when the first failed.

Because over 60 per cent of the sample were in further education at
the time of interview—usually on one-year courses—we thought it would
be useful to contact the sample again at the time of writing (6–12 months
after the Phase II interview) particularly to see what had happened to
those who had left full-time education. The results in the second column
of Table 7.4 show that at this point the number in open employment had
risen to one-third, while the proportion in full-time education or training
had dropped to one-quarter (the proportion in day centres was
approximately unchanged). However, the most disturbing result of this
inquiry was the discovery that almost twice as many young people were

Table 7.4 Main placements of the follow-up group
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then unoccupied, including three of the original ‘at home’ group who
were still without occupation eighteen months or more after leaving
school. The group included four teenagers unoccupied due to illness,
one who had left his day centre without having an alternative placement,
while three had left further education eight months earlier, but had been
unable so far to secure an acceptable long-term alternative.

Placement in relation to type of school attended. Of the twelve young
people in the follow-up survey who had attended ordinary schools,
half were in open employment, three in ordinary colleges of further
education and only three were in special facilities of any kind, all taking
courses at residential colleges with a view to open employment. Of
those who attended special schools, only seven (less than 20 per cent)
were in ordinary placements, two in open employment and five in
ordinary further education, while one boy was in a Remploy
establishment. All the rest were in special facilities of some kind or
were without a placement at all.

Employed group. Of the nine young people in employment, only one
was rated as severely handicapped; she used a wheelchair outdoors, was
incontinent, and could not use public transport. All the rest were rated as
mildly handicapped (all walking well and using public transport). Three
had no visible handicaps, apart from slight limps or clumsiness, but five
had impaired control of at least one upper limb. All had ‘average’ or
‘low-average’ IQs, and seven had obtained some GCEs. One boy had a
Remploy placement although his disabilities were very slight compared
with the rest of this group. It seemed likely that if he’d been to an ordinary
rather than to a special school, open employment would have been tried
for (it was not even considered in his case). At our most recent contact,
he had still not moved into open employment.

Of the eight in open employment, five had office/clerical jobs of some
kind, mostly very junior, but one carried quite a lot of responsibility (by
the end of the first six months he was actually managing the small office
in the section of the firm where he was working). The remaining three
young people in this group had unskilled manual jobs, two as labourers
and one as a messenger.

Only one school leaver had got his first job through the careers service,
although two others used the careers officer for their second job when
their first placement had failed. In both cases the careers officers
concerned secured good placements and really helped the young people
to regain their confidence. The Remploy job was obtained via the local
Disablement Resettlement Officer, although this was only achieved after
a great deal of chasing up by a very determined mother. Many of the
young people in fact made disparaging remarks about how little
preparation for work or help in finding a job had been provided by their
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school or the careers service. A few had been involved in linked further
education courses or work experience courses in their final year at school
which had been helpful to some extent. Only one had been on an
assessment course, but she was not at all pleased with the advice given
and had ignored it. Most felt in retrospect that their last year at school
had not been beneficial, and none wished that they’d stayed on an extra
year. One boy, who had been to an ordinary school, was very explicit
about his feelings that school ‘gives you a wrong impression of the world’,
and described his disappointment on discovering that ‘I couldn’t get a
job [the job he wanted] with the qualifications I had’ (three CSEs). Two
young people stated that they definitely missed friendships at school
and hadn’t been able to replace these.

However, all the teenagers in this group definitely enjoyed being part
of the adult world of work despite any difficulties they were encountering.
With the exception of two who had severe health problems, the stresses
that they had encountered during the year in connection with work were
little different from those frequently encountered by able-bodied young
people in their first year after leaving school, and the experience had
matured them. However, it was a cause for concern that many of the
young people had not succeeded in making friends at work and that in
one placement serious problems had arisen about how much help to accept
from work colleagues. It seems likely that some kind of social skills
training would have been beneficial to these young people had it been
available.

Further education group. Nearly half of the young people seen in the
follow-up had entered some form of further education (FE), vocational
training or assessment. Eight had taken up places in ordinary FE or higher
education establishments (only one being residential), and seventeen had
gone to special colleges for the disabled, all but two of which involved a
residential placement. Only one of the young people in special further
education was in a Unit attached to an ordinary FE college. In fact this
was for less able rather than disabled school leavers, and it is unlikely
that the teenager in question would have been able to attend had she had
anything other than a slight locomotor handicap. The only other special
provision which was not residential was a small unit attached to a special
school.

Although the majority of teenagers and their parents were generally
satisfied with their college placement, there was quite a high level of
dissatisfaction among both those in ordinary and special FE with the
information made available to them about the range of possible options.
Only one-quarter expressed themselves ‘fully satisfied’ on that score.
Some complained that they were ‘given no advice at all’ or that ‘you had
to do it all yourself’ [that is, get the information]. One said, ‘The school
didn’t suggest any alternatives; they just agreed with us.’ Although
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pleased, in general, with the advice given to those who went on assessment
courses, some parents and teenagers complained about the lack of detailed
feedback. ‘No one told us what she really could do, only which college
to go to.’ Another said, ‘We didn’t hear the results of the assessment and
we would have liked a wider range of possibilities in case…[the
recommended placement] fell through’. It was this feeling of lack of
control over one’s own future that bothered the teenagers most, rather
than the choice of placement itself. The common feeling of parents that
all was not being revealed was summed up by one who said she believed
that ‘the school reports they send you give quite a different picture from
the ones locked up in the office’.

Ordinary FE group

Characteristics of the group. Surprisingly, in terms of severity of
handicap, this group of eight young people were by no means without
considerable problems. On the Pultibec Scale only one was rated as
minimally handicapped, five were rated as moderately handicapped, and
two as severely handicapped. Six were cerebral-palsied and two had spina
bifida. However, what is probably most significant is that while all in
this group had some locomotor impairments, none was in a wheelchair
or heavily calipered, and although some had difficulty negotiating stairs,
all but one were able to use public transport unassisted. In terms of upper
limb problems three young people had quite marked problems, two having
poor control of both upper limbs. A third boy had one severely affected
limb, though he could use the other quite normally. Three others were
rather clumsy. None suffered from epilepsy, but two had speech
impairments, one quite marked, while the two spina bifida teenagers
were incontinent of urine, one having rather unreliable bowel control
also. It is interesting to note that only three young people in this group
had been to an ordinary school, while two had been to day PH schools
and three to residential PH schools. All were estimated to be of at least
low average ability.

Type of placement and any special help required. One young man was at
Cambridge University and was the only one in this group who lived
away from home; one boy was attending an art college and one a college
of commerce. The remaining five were in colleges of further education—
usually the one nearest to home. All the young people in this group were
pursuing ordinary courses alongside non-handicapped students. Only
three had needed any special arrangements made for them at college (all
minimal) such as permission to use a typewriter in class or for
examinations, or extra classes. The student at Cambridge was given a
ground floor room in college, with a telephone installed, and was allowed
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to have a car (a privilege denied other students) and he also got a lot of
help from his college neighbour. All the students said how helpful the
staff had been in general, and felt confident that if a difficulty arose they
could consult and receive assistance; two mentioned informal help they’d
received from fellow students (for example, one helped with note-taking
during class time).

Three students walked to college, two were taken in the family car,
and two had taxis (paid for by the local authority) since the alternative
was a complicated journey by public transport. One mother had a transfer
arranged for her son because of a difficult journey. However, one young
man, admittedly with only a minimal locomotor handicap, made a daily
journey to college taking hours, using a combination of moped, train
and walking.

Four young people said they had some difficulties with their courses.
The boy at art college hadn’t done well in his exams at the end of the
first year, and only gained a place in the second year following a special
interview. This boy has managed to continue at the college, however,
and appeared to be doing quite well 18 months later. One young man,
who had previously attended a residential PH school, found the pressure
of work quite hard because the pace was faster than at school, and his
slow writing made for particular difficulties, but he was managing by
working long hours at home. The Cambridge student could manage his
courses well except for the quality of his draughtsmanship (he was taking
an engineering degree), and he was worried about being forced eventually
to change courses because of this. The fourth teenager found the shorthand
part of her two-year course so difficult that she left at the end of the first
year, however she immediately got herself a job using the other skills
acquired and was still working at our last contact.

Apart from these difficulties, none spoke of any serious problems,
either when first starting or at the time of the interview. Neither of the
two people who were incontinent had had serious difficulties, although
both had had some problems in managing without special facilities.

Course content, why chosen and future plans. Apart from the students at
art college and university, all students were on courses which were aimed
at office work of some kind and included academic studies. Except for
the girl who left her course early, all the students were very satisfied
indeed. They liked their teachers and some gave them very high praise
for the quality of teaching and their general helpfulness and understanding
of the students’ problems. All the young people in this group were clearly
aiming for open employment and although sometimes a little
apprehensive, were fairly confident that they would be able to manage
this if they could master the qualifications. A few had very specific ideas
about what kind of job they wanted, but most were fairly open to ideas
because they were a year or more from completing their courses.
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Friendships. The one aspect of college life where these students as a
group were not particularly successful was the social side, although they
found the other students generally friendly, and some offered particular
help where necessary. Indeed three students said that they were offered
too much help at first and had to learn ways of turning this down. However,
only two of the young people claimed to have made many friends whom
they saw regularly outside college, and this included the Cambridge
student whose circumstances were different in any case because he was
residential. The other boy said he’d made ‘tons’ of friends whom he saw
at pubs and discos (although his mother thought that these were all
acquaintances rather than real friends).

One girl was very disappointed indeed with the attitude of the other
students towards her. She had come from a residential special school
where she had been one of the least handicapped students, had few visible
handicaps and had been very popular. She was looking forward to going
to college and mixing with non-handicapped people but found her fellow
students, though not unfriendly, too preoccupied with themselves to have
time for her. She said: ‘They’re all right in class but outside class it’s
“hello” that’s all’. She missed her former school friends greatly and the
warm, supportive atmosphere of the school; she had found the past year
when she had to fend entirely for herself very hard going.

The other five young people, while not complaining about their fellow
students’ attitudes, all wished that they had more contact with them
outside college. Two said this wasn’t possible because they lived a distance
from their colleges and no other students lived nearby; in one case, this
seemed a genuine problem, but in the other it was more doubtful. No
clear reason was given by the others, although one said that ‘some
handicapped people, not me, find it difficult to go out and meet normal
people in case they laugh at you’. Another who did not use public transport
unassisted (although it’s likely in fact that she could have done so) made
the excuse that she couldn’t get out much on her own.

The impression gained was that these young people on the whole
were rather tentative in their approach to their able-bodied peers, and
were not able to make the extra effort needed to bridge the gap of
embarrassment which so often acts as a barrier to relationships between
the handicapped and the able-bodied. In fact, most of the teenagers in
this group denied feeling nervous of mixing with the able-bodied, and
only one admitted to having real problems in this respect. But this is not
the same thing as having the self-confidence needed to make the very
positive overtures which the handicapped need to make, certainly at this
age, if they are to make real contact with the able-bodied. This was
particularly difficult for those who had been to special schools and had
had little practice in how best to make approaches to the non-disabled.

At present, while handicap is still a social stigma and schooling for
the disabled is still largely segregated, the able-bodied have little
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opportunity to learn at a young age to mix easily with the handicapped,
and the onus, unfortunately, must be on the handicapped person to make
the first overtures and find ways of minimizing the embarrassment in
their company that most able-bodied people feel. As with those in
employment, the evidence here suggests that even the most courageous
who are prepared to take the plunge into integrated education still need
some help and preparation if they are to handle social situations
successfully; especially perhaps at this age when all young people have
a heightened awareness of themselves physically, and generally tend to
be somewhat gauche and ill-at-ease in social situations.

Likes and dislikes generally. Despite the difficulties which the young
people had encountered (none very serious but all requiring some effort
to overcome), all but one were enthusiastic about their placements, few
offering any reservations at all. Some were very effusive, saying how
friendly the teachers were, or that the students were ‘a continuous laugh’.
One of the boys whose social life within college was quite successful
was exceedingly enthusiastic, saying that ‘it proved to me that I could
mix—I’ve got to know so many people it’s unbelievable—I found I had
more friends there…than ever I had at D—.’ (His special school.)

The only student who liked college less than school was the girl already
described who found the change in atmosphere from her special school
so great, and even she described her feelings as ‘mixed’ rather than saying
she wholly disliked it. In fact this girl was having a rather unhappy time
at home as a result of the mother’s remarriage, which had caused a rift
between herself and her mother. With more support and a more settled
home atmosphere she might not have found the difficulties with
friendships at college so distressing.

The picture which emerges was of a fairly handicapped group of young
people who had accepted the challenge of competing on equal terms
with their peers in ordinary education establishments and have done
exceedingly well. The goodwill of the staff in their colleges seemed to
be universal; special arrangements of a discreet and sensible kind were
made where necessary, and in general the staff seemed to have inspired
the students with the confidence that if any problems arose they would
be sympathetically dealt with.

Of the five categories of post-school activity we have defined, the
young people in this group were by far the most contented. Their parents
were also without any complaints and most were very positive about
how helpful the college had been and the way the experience had matured
and given confidence to their children. While it is true that this group did
tend to be rather more able academically and to have fewer locomotor
problems than did the other groups, some were quite markedly
handicapped in other ways, so their success cannot be accounted for
entirely in terms of minimal disability.
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The very positive experience of this group is a great encouragement
to those who are pressing for greater integration of the handicapped
within ordinary further education, especially when it is remembered
that no special facilities or staff were allocated to these students. The
main improvement one would suggest which would have made their
experience even more enjoyable and rewarding, would be the provision
of counselling to help with the social aspects of college life for those
who were not gaining the maximum benefit from the potential social
opportunities.

The group in special education or training

There were seventeen young people in some kind of special education,
training or assessment, in nine different establishments altogether, which
varied very widely in course content and general aim. Only two students
were living at home, another came home most weekends, and one visited
his family every Saturday. The other thirteen were in full-time residential
colleges and only came home in vacations.

Characteristics of the group. On the whole this was a fairly handicapped
group, although two young people were rated as ‘mild’ on the Pultibec
Scale, and eight were rated as moderately handicapped. However the
remaining seven were severely handicapped, including four with serious
multiple handicaps. In terms of locomotor function, surprisingly only
four were confined to wheelchairs, while four others walked indoors but
usually used a wheelchair outdoors. Over half the group, nine in all,
walked well either with a limp or an abnormal gait and could use public
transport.

Again, in upper limb function, the number with severe problems was
surprisingly small; three had a problem with both upper limbs (two of
these having very poor control) while two had a severe disability, and
two minor problems in one limb only. Eight had no upper limb problems,
although one was rather clumsy. Only four had severe speech defects,
one of whom had no intelligible speech and used a ‘Possum’ for
communication. Another had a less marked problem, his speech being
perfectly intelligible, while a third had slow speech with some words
mispronounced. Only two students had a serious learning difficulty
(probably borderline ESN). In addition, two teenagers had epilepsy, and
three wore appliances for incontinence.

Three young people in this group had attended ordinary day school,
and one had attended a residential school for the maladjusted (her
handicap was very mild and were it not for her behaviour problems she
could have attended an ordinary school, and indeed did so at the primary
level). Eight had been to day schools for the physically handicapped and
the remaining five to residential special schools of some kind.
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Type of placement and course content. Two young people were attending
one year courses in colleges specifically aimed at assessment. One was
being assessed for office or clerical work, and when interviewed at the
end of the course was hoping to get work in open employment. The
other was a very severely handicapped boy, unlikely even to get
sheltered employment. Two other teenagers were attending purely
vocational establishments which they enjoyed greatly, while six were
in colleges offering basic education plus vocational courses in
commerce or office skills. These courses varied in length from six
months to three years.

Five students, including some of the most severely handicapped, were
attending the same college, Beaumont, which offers a one or two year
course to less able students covering a wide range of skills including
further education, independence training (cookery, needlework, etc.),
drama, art, crafts, typing and environmental studies, with some work
experience available if appropriate. The general aim of the course is to
make the young person as independent as possible, to widen his
experience and to assess his capabilities and interests in both work and
leisure activities.

The remaining two young people were in rather experimental
situations; one was attending a newly established FE Unit attached to a
special school, offering a 2–3 year course with, in principle, the same
range of activities and with the same aim as Beaumont’s, but being limited
currently by the small number of students (six) and staff (three). The
other was in a Work Experience Unit attached to an ordinary college of
further education, designed for less able school leavers. The survey
student was the first with a physical handicap (very slight indeed) who
had been accepted there. The unit offered some further education and
independence training, such as cooking, and a ‘world of work’ course,
including some work experience; it was intended to last one year.

Why the course was chosen. In contrast to the group in ordinary further
education, the majority of young people in this group hadn’t actually
chosen their course or college, but had merely followed the advice offered
by professionals, over two-thirds as a result of a Spastics Society
assessment course. Even where the students were very satisfied with the
placement there was often a feeling that the decision had been presented
to them as a fait accompli and parents also complained about the lack of
consultation.

Again, the impression came through very strongly that these young
people did not feel in control of their own lives. People examined them,
discussed them behind closed doors, and announced a decision, which
was usually passively accepted, but there was no general discussion of
the alternatives available or opportunity for the teenager to participate
fully in the decision making himself. In no instance had a placement in
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an ordinary college of further education been discussed with the student,
even when this was patently a real possibility.

Any difficulties with the course or college. None of the young people
found their courses really difficult. Seven said there were minor
difficulties with some things, such as fine manipulative tasks, but all
were coping. Except for minor complaints about particular subjects
they didn’t like, most students were fairly satisfied with their courses.
Only two had serious complaints, both because they felt they were not
offered enough variety of subjects, and were therefore bored. All but
two travelled to college by public transport, often with a train escort.
None expressed any difficulty about travel arrangements, although some
journeys lasted 4–5 hours.

The majority said that the greatest difficulty was in learning to live
away from home and manage more for oneself. Many were homesick
at first and took a while to settle in, while others had continual
difficulties over matters such as handling pocket money. One athetoid
boy with no speech found it very hard to live away from home, but he
had matured over the year and become more resigned to the idea that
ultimately he would need a permanent residential placement. The girl
who had attended the maladjusted school had particular difficulties at
first in getting on with her peers. None of these problems was severe,
and where help was needed it was usually forthcoming from fellow
students or staff, especially care staff and social trainers who were often
mentioned as being particularly understanding. However, it should be
noted in this context that three teenagers in the ‘at home’ group, whose
histories will be described later, had left their special colleges because
the placement had broken down in some respect. This represents a
failure rate of 15 per cent and given the bleak outcome for the young
people involved, is a serious cause for concern, since it appeared that
there was no system for monitoring students who dropped out of college
to ensure that some suitable alternative was provided. In addition,
several young people wished they had had more discussions with staff
about how they were doing and felt ill-informed generally about their
progress. For example, one boy said his college held case conferences
every eight weeks and felt that he should have been told the outcome
of these.

As for coping with incontinence, the four spina bifida teenagers
concerned were very satisfied. Two were fully independent before
leaving home and had no problems at college, while two on entering
college had frequent problems with leaking bags, but this had greatly
improved as a result of their increased competence due to the advice
received at college. Two cerebral-palsied boys needed help with toileting
but found all the arrangements satisfactory. Two of the ‘at home’ group,
however, had left their colleges partly because of incontinence
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difficulties. One boy had attended a residential college (not one of those
attended by any other survey pupils) where the staff had not been
competent to deal with his incontinence problems and more particularly
his pressure sores. Consequently, he had been sent home after three
months, and the neglect had led to serious medical complications.
Another girl left college partly because she wasn’t independent enough
in appliance care. Since similar cases have been drawn to our attention
it seems appropriate to emphasize that any special residential college
accepting students with incontinence should have competent members
of staff or readily available outside help for students in need. The
consequences of not doing so are not only weeks or months of
immobilization and the disappointment of the student, but possibly the
more serious one of permanent damage to the kidneys.

Parents’ feelings about the placements. The majority of parents were
satisfied with the placement itself and with the course (there were only
three with definite complaints). However, like the students, many parents
complained that they didn’t receive enough information and didn’t really
know what progress their children were making. All but four of the parents
had visited the college before the student was admitted, and only three
had not visited since; most visited their children regularly to go to open
days, or to pick them up at the end of term. Nevertheless, they felt starved
of information. The parents of the two placed in non-residential
establishments and the weekly boarder were the most satisfied because,
being closer to home, they were able themselves to keep in regular contact
with the college.

Of the residential establishments only Beaumont seemed to make an
effort to keep the parents informed, although even then a full report came
only when the student was leaving. One parent said, ‘I don’t know what
the course is…I can see he’s become a young adult, but I would like to
have more information’. Others made similar comments, such as ‘they
don’t keep in touch’, or ‘I’m happy he’s doing what makes him happy,
but I don’t feel I know what’s going on’. The lack of written or ’phone
communication was a very real problem, making personal contact
difficult, as most of the colleges were distant.

Again, here is a picture of professionals working actively, and
successfully in most cases, to help the young people in their charge, but
frequently not communicating the knowledge they had gained to the
parents, nor to the young person himself, to help them understand the
limitations and the potential of the young people. It would seem
reasonable to expect colleges to produce a report at the end of the first
term to inform parents and students of progress or problems to date,
which could form the basis for a discussion at least with the students if
not the parents, to be followed by another at the end of the first year, on
the lines of the Beaumont comprehensive reports.
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Friendships. In contrast to the group in ordinary colleges, most of the
students in this group, being residential, had a very active social life
while at college which they enjoyed greatly. Only four young people
appeared to have had any difficulties. A couple had not made any special
friends although they both said that the other students were generally
friendly. One, an Asian, said he’d prefer to be at home where he knew
people, while the boy with the very severe speech impairment hadn’t
made friends, although the staff claimed this was more due to a lack of
effort on his part to communicate than to an unwillingness on the part of
the other students. The girl in the very small Unit attached to a special
school definitely missed the variety of people available for friendships
at school. She had made only one friend in the Unit but didn’t see her
outside and went back to school and to her youth clubs to see her ‘real
friends’. The girl who had attended the maladjusted school, while initially
having considerable difficulty with friendships, eventually made several
friends, though she too rarely saw them outside because they lived too
far away. However, she was very pleased with the eventual success of
her social life in college. She said, ‘I certainly enjoyed myself with the
boys there’, and speaking of her relationship with her boyfriend she said,
‘It was lovely.’

All the others claimed to have made friends, including some close
friendships. One said with pride, ‘I seem to be popular.’ He had made
friends outside the college as well as inside and thought of moving to
that part of the country when his course was over. Many said how much
they appreciated the variety of leisure facilities available both within the
college and outside, and the freedom to go outside college that was
allowed them in the evenings and at the weekend. One girl said: ‘It’s
changed my life being here, going out more, travelling, freedom.’ She
went out regularly to the local leisure centre as well as taking part in
many college activities.

However, very few felt that they would be able to maintain these
friendships once they’d left college because of the distances involved
and problems with transport. Two with boyfriends had exchanged visits
to each other’s homes for a weekend and one had been to stay the
weekend with another college friend. Only one other student said she
was making arrangements to see friends after the course finished. Apart
from some ’phone calls, most seemed resigned to the fact that the
friendships couldn’t be pursued outside college. For some teenagers it
would indeed be difficult to do so, but having learnt to travel by taxi
and train to get to college, even those in wheelchairs would have been
able to visit their friends for the day or overnight, at least occasionally.
It did not seem as if anyone at college had discussed this with the
students or helped them to find ways of maintaining the friendships
begun at college, at least until other more local friendships had taken
their place.
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In contrast to the activity at college, within their home environment
only two of the young people in this group were rated as having a
satisfactory social life, while eleven were considered to have very
restricted social intercourse. In fact the social situation at home had tended
to deteriorate somewhat from the previous year when they were at school.
In only two cases did there appear to be any improvement in social life
at home between the two interviews (one was a student at a day college
and the other lived near enough to college to be able to visit it easily
after he had left).

The contrast for these young people between the liveliness and variety
of activities available to them at college and the boredom and restrictions
of life at home depressed them greatly, and this perhaps accounts for
their passiveness and failure to maintain the contacts made at college. It
would also seem that even the best of the residential colleges had not
discussed this problem of loneliness in the home and how best to take
steps to broaden social contacts in some way, once the students had left
college.

Likes and dislikes generally. There were six young people who only liked
college ‘on the whole’ or who had ‘mixed feelings’, including some
already mentioned who didn’t like their courses particularly, and the girl
in the very small day unit who missed her school friends. Others who
weren’t very enthusiastic about college missed home and took a long
time to settle in, or would have preferred a job, or were worried about
the future.

Eleven of the young people in special colleges were wholeheartedly
pleased with their placement, mostly because of the general atmosphere
and the social life, rather than because of the course itself. Four talked
about the friendliness and the opportunities for leisure activities, and the
others, while mentioning this, spoke more about the greater freedom
given to them and how much they appreciated this. Typical comments
were, ‘The staff treated us like students not like at school’, ‘You could
do what you wanted without people breathing down you’, ‘You can stay
out late—at weekends till what time you like…it’s freedom.’

When considering what the objective situation must have been, since
any residential college—especially for people in this age group—must
inevitably have a number of irksome regulations and a fair degree of
supervision, one can only conclude that what the young people were
responding to was the contrast between the college atmosphere, which
fostered responsibility and independent decision making, and what they’d
been used to previously at school and at home. It highlights the desire
these young people had to be given more independence and to be allowed
to take decisions and some risks, and suggests that they really appreciated
the opportunities given them at college to do this.
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Teenagers’ future plans at the time of the interview and subsequent
outcome. At the time of the Phase II interview, a high proportion of the
students in special colleges had no clear plans for the future. On the
basis of their handicaps and abilities, only six were clearly eligible for
work and knew what they wanted to do, while two others hoped to get
some kind of work, though they weren’t sure what they wanted. Three
young people were hoping to go on to a special industrial training college
and two others to do further office training, but in no instance were the
plans definite, and this was a cause of anxiety. The remaining four
students, all severely handicapped, had no idea what they would do on
leaving college. Though realistically the most likely outcome was a day
centre, it did not appear that this had been discussed to help them think
through the implications, or to decide what additional activities they might
be able to organize for themselves in terms of leisure or education.

At the time of our most recent contact, eighteen months or more
after leaving school, five of the teenagers were still in further education
while four were in employment. All the remaining students had left
college and were in unsatisfactory situations. Two had been in hospital
but hoped to be able to go back to college eventually, while one girl
had been at home for nearly a year awaiting another training placement;
three were in day centres which they didn’t like, and two were at home
without any occupation, the prospects for both being pretty bleak. The
most distressing aspect was the failure of services to provide any
adequate follow up for those who left college to help them find a
placement, discuss possible alternatives, or make a satisfactory life for
themselves in some way at home.

Day centre group

A higher proportion of young people studied were in day centres or their
equivalent than were in open employment (N=12, i.e. 24 per cent). In a
few cases this was intended as a temporary expedient while awaiting
another type of placement, but for most it was clear that no other provision
was being planned. In addition, several who were in further education at
the time of the interview but who on completion of their courses had no
other placement to go to, eventually ended up or would end up in day
centres.

Characteristics of the groups. Half the group were rated as severely
handicapped, and on the whole these teenagers were very disabled indeed;
all were in wheelchairs and all had an upper limb problem to some degree
(one having little control in both arms). Three had marked learning
disabilities (borderline ESN), three had severe communication problems,
one was partially sighted and two were incontinent. Six young people
were rated as moderately handicapped but only one needed to use a
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wheelchair and even she could walk a little indoors. The other five did
not even need appliances, walking with an abnormal gait or with a limp,
and all but one of these used public transport without assistance. Three
had poor control in one upper limb only and one was clumsy. Two had
mild speech defects, one had frequent epileptic fits, and three were of
poor ability (borderline ESN).

General arrangements. Ten of the young people attended their Centres
full-time, while one went to another Centre on the one day his regular
Centre didn’t operate. Only one attended for four days a week with no
alternative arrangement for the fifth day. All but two spent at least six
hours a day at the Centre (including the lunch break) but of course the
journey to the Centre, usually by special transport, sometimes lengthened
the day considerably.

The activities undertaken at the Centres varied so widely that no
generalizations are possible. Six primarily concentrated on industrial
contract work of various kinds, which was very repetitive and limited in
scope, and included making up cardboard boxes, while craft or leisure
activities were the main occupations in three other Centres. One did half
craft and half industrial work, and only two offered a wide range of
activities including further education, craft, typing, outside visits, cookery,
dressmaking and general self-care skills. Only three teenagers were
engaged in further education of any kind. Four Centres did not offer any
opportunities for continuing education, and the rest could only offer basic
literacy.

Satisfaction with placement. The most striking fact about those in day
centre placements was the very high level of dissatisfaction expressed
by the young people and their parents. The two main criticisms which
were voiced repeatedly were first, that the activities in the Centres were
boring, repetitive and generally insufficiently demanding, and secondly,
that the majority of other attenders in the Centres were elderly. Most of
the young people in this group wanted some kind of alternative and this
should have been possible, at least in the short run, even for those whose
level of disability was high. Only three were so grossly handicapped that
a further education or training placement would have been very difficult
to obtain, the remainder being no more handicapped than others who
were at college, and at least two were less handicapped even than some
of those in open employment.

Only one young man was fully satisfied with his placement. He was
very severly handicapped indeed, and fully accepted the limitations that
this entailed and his expectations were low compared with the others in
the group. However, he was also very lucky in that he was a member of
a new Centre for younger people and had been given the opportunity to
be involved in running it and in choosing the activities. He had been
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placed for the first seven months after leaving school in a day centre for
the elderly which had distressed him very much, and he had really hated
going there, although he had tried hard to adjust to it.

Three of the young people were very unhappy in their day centre and
could see no benefit from it at all, except as a preferable alternative to
sitting at home. One of these, a bright and not too handicapped young
man was placed ‘temporarily’ in a Spastics Society centre while waiting
for a place at a training college, although this never materialized. Most
of the other members at the centre were very severely handicapped and
he found that both depressing and isolating. He had made no real friends
and he thought the machine work he did very boring and repetitive.
Another girl, awaiting a place in a college although nothing definite had
been arranged, was very disappointed with the activities at the Centre.
She said, ‘I’d like to have it all changed. We don’t do intelligent things.
We just sit around and I find it boring’. She found the other members,
most of whom were elderly, ‘not very quick in the mind’, and wanted to
be with more people of her own age and more ‘ordinary people’. The
third young man had been rejected by the training college where he’d
hoped to go and felt very bitter about this, especially as no alternative
placement was offered. He wanted more interesting work and found it
‘depressing that handicapped people are put all in one place’.

The remaining eight young people in day centres, while having similar
criticisms, did not feel as strongly as this, and the general impression
was that the placement was tolerable, provided that it was not the end of
the road. As one said, ‘I like it…but I don’t fancy spending the rest of
my life here.’ Four young people who entered the day centre after many
months at home doing nothing accepted it because ‘anything’s better
than being at home.’ However, the young people had no clear ideas about
what else they wanted to do, and some talked about ‘a job’ without any
real notion of what might be possible. Two were so severely handicapped
that they recognized that a job was impossible but still wanted something
more engaging than their current situation. This included an intelligent
girl with no speech and very poor hand control who did virtually nothing
at the Centre all day, the staff there being quite unused to catering for
someone with this degree of handicap.

The main problem with day centres seems to be that the pace of work
and the type of activities chosen are geared mainly for the benefit of the
older members, the aim being to provide relatively undemanding activities
to keep the elderly members active but not stressed. This is not
unreasonable in that the majority of the disabled in society are middle-
aged or elderly, but the consequence is that the pace and type of activity
offered is quite unsuitable for young people leaving school who are in
fact anticipating, as do most school leavers, an environment which will
demand more of them than school. The desultory atmosphere of these
Centres was evoked by many of the teenagers who explicitly wanted
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more pressure to be put upon them. ‘I would like it more organized…
you can do what you like…I don’t want to just pass the time.’ ‘Unless a
new job comes through you just get on with it [the work] or not as you
like. They’ve just got to keep you occupied, that’s all.’ ‘I can’t see it [the
work] going anywhere; there’s no future.’ Sometimes the young people
had very clear ideas about what activities they wanted to pursue, for
example one wanted more typing and another wanted to paint, but they
didn’t seem to have been given choices or encouraged to make decisions
like this for themselves.

Of course it is probably true that the activities undertaken at the Centres
were no more boring than the repetitive industrial or office routines which
would be the only possible paid work that these young people could be
offered, and which in fact is the lot of the majority of the able-bodied
working population. It is perhaps worth considering why such work is
tolerable to many normal people but intolerable for these youngsters.
Three factors may be important: first, a prime function of work is to
provide self-esteem—a feeling of being useful to society in some way.
However, much of the work at the Centres seemed pointless to the young
attenders in that the goods produced were not saleable (not being of a
high quality) or considered ‘useful’ or ‘wanted’ commercially, while the
industrial contract work usually involved making items like cardboard
boxes which do not have high status. These activities were not respected
by the teenagers’ families either, who tended to see them as time-wasters
rather than as work. One girl reported that her mother had said, ‘It’s all
right for you, you don’t do anything all day’.

A second point is that drudgery, bearable in itself if the remuneration
is good, or at least adequate to allow the worker financial independence,
becomes intolerable if it is poorly paid. In fact the main source of income
for most young people at the day centres was supplementary benefit,
though some were also receiving the mobility allowance and the
attendance allowance. If a centre is organized to produce saleable items,
then up to £4 may be paid to the clients without loss of benefit, although
only five people in the group were earning this supplement. The average
total weekly income for this group was £22, even if the mobility and the
attendance allowances were included (the latter is really a payment to
the mother for her work as care person, although nominally paid to the
handicapped person after the age of sixteen) and £18 if the attendance
allowances were not included (compared with £30 average for those in
employment).

Thirdly, boring jobs are tolerable to many people because of the
comradeship provided by their workmates. Going to work produces social
if not intellectual stimulation, and many of the friendships which people
pursue outside working hours are initiated at or through work. Most of
the day centres could not serve this function for the younger clients
because of the age of the other attenders; indeed, according to the parents,
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the majority were over retirement age. Most of the young people had
made one or two friends, but the choice of friends of a similar age group
was very restricted and it was unusual for friendships to be close or to be
pursued outside the Centre, partly for this reason, but also because
distance and transport problems made contact difficult.

When parents were asked about their satisfaction with the Centres,
only three had no complaints—in each case the young person himself
was fully or quite satisfied. Most parents felt the placement was unsuitable
because the other attenders were too old or much lower in ability. In fact
half the parents didn’t wish their child to be in a day centre at all, while
three others did not disagree with the principle, but thought the teenager
should be doing different activities or should be in a different kind of
day centre.

How placements came about. Given such a high level of dissatisfaction
it is interesting to note how and why these placements came about.
Three of the young people were so handicapped that an alternative
placement would have been difficult to arrange; four had been placed
in Centres intended as a temporary expedient while the authorities
investigated the possibilities of a college placement; three had turned
down the offer of residential college because either they themselves,
or their parents hadn’t wanted them to go away from home, while two
had been rejected by the college where they had hoped to go and no
alternative had been arranged.

The three very severely handicapped young people had had the
Centre placement arranged for them before they left school. One boy,
a severe athetoid with a very marked speech defect but of normal ability,
had rejected the idea of residential college because he couldn’t see the
point given that he obviously would never be able to hold down even
sheltered employment. He liked his Centre which specially catered for
young people. One very severe athetoid girl with no speech had elderly
parents who could no longer care for her physically, since she was
totally dependent and needed two attenders constantly. Her parents were
looking for a residential placement, and meanwhile the day centre gave
the mother some daily relief but offered little to the girl, since she
couldn’t participate in the activities of the Centre and no special
arrangements had been made for her. She was of average ability and
got very bored; both she and her parents felt she’d be better off with
more younger people. The third boy liked some things about the Centre
but some elements he described as ‘babyish’ and generally felt there
was not enough pressure to work. He had especial difficulty in making
contact with the elderly attenders because of his speech defect; he felt
they ‘couldn’t be bothered…I try to make friends with them but they
won’t make friends with me…because I can’t speak well. They haven’t
enough time.’
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None of the other nine attenders was so severely handicapped that
alternative placements would have been impossible to arrange, at least
for one or two years, and they were not physically different from the
group who were in further education or training. The three who had
turned down the offer of a residential college had been left rather high
and dry by the services, and were at home for long periods (six months
or more) before a Centre place was arranged. It seemed very likely that
if the offer of residential college had been repeated a year later the young
people or their parents’ attitudes might have been quite different.

Apart from the severe athetoid boy and two who were awaiting definite
college places, one had the impression that most people in the day centres
had fallen between services in some way, and had ended up in their
particular Centre not because it was really thought to be the most
appropriate place, but because no one had given sufficient thought to
discovering whether there might be a better alternative, or whether the
Centre’s activities could be adapted in order to meet their needs. These
weren’t planned placements in any kind of overall programme to help
the young people gain more experience, become more independent or
achieve a particular goal, other than avoiding the distress of being at
home doing nothing. Three placements had been arranged by a social
worker primarily to help the family out of a difficult dilemma (‘What to
do with him now he’s left school’) and in three cases the placement was
found following the initiative of a family or neighbour because nothing
else had been suggested.

For the four young people who had been at home for a long period
after leaving school, the day centre did offer some kind of relief both to
them and to their families. Two had become so depressed at being at
home that they had become really ill. One stopped eating and lost three
stones in weight over a couple of months. She said: ‘I felt like ending it
all…I thought I’m gonna die and not eat anything because I felt hopeless
and didn’t want to live.’ The other said, ‘I got very depressed …cracked
up really. I felt useless’. For such people the day centre was at least a
release from that ordeal, but hardly a real choice.

Lack of in formation and of autonomy. Once again, most of the young
people and their parents were critical about how little information they’d
been given on possible placement, or on what the day centre could and
could not offer, and even where there were no strong dissatisfactions
with the Centre, there was still a feeling that without full knowledge of
the alternatives no real choice had been possible. This feeling of lack
of autonomy by parents and teenagers came across very strongly. ‘They
just put me here, I couldn’t say nothing.’ ‘You only have the choice of
going away [to college], with no certainty of a job after, or of coming
here.’ ‘You just get put in one of these places.’ One father said: ‘You’re
in other people’s hands…I wasn’t told there are these possibilities—x,
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y, z—I was only told their opinions of where he should go.’ Another
parent said, ‘We weren’t given any idea at all of what J. can do or
where she would go.’ One girl who resisted strongly the idea of going
to a day centre said she felt, ‘they were going to take me over. I started
getting defiant…said I was ill, not going, I wouldn’t accept it.’ It seems
that the very least one can offer these young people is a dignified
discussion of the options available (or lack of them) given the level of
their handicap and the reasons why, if the day centre is recommended,
this is seen to be the preferred option, despite the limitations of the
placement.

Day centre staff. One positive note, however, which came through without
exception, was the fact that the day centre staff were seen to be
sympathetic, friendly people with whom the young people could and
often did discuss their feelings and difficulties. One had the impression,
therefore, that the day centres needn’t have been such an unrewarding
experience if the staff had been helped to design programmes for the
younger members, utilizing outside resources to supplement what could
be offered in the Centres, and making sure they had contact on at least
some days with other young people.

Links between day centres and schools and the quality of social life. Two
further points should be made about the day centres, although these were
not complained of by the teenagers themselves. First, contacts did not
appear to have been established between the Centres and the young
people’s schools and this lack of continuity must have hindered the
development of any training programme for the attenders. For example,
in the case of the severe athetoid girl, who could not participate in the
centre activities at all because of the severity of her handicaps, her
previous school had arranged special assistance for her, and her school
attender had clearly developed skills in helping her to communicate and
participate which could have been passed on to the Centre’s staff to
everyone’s satisfaction and benefit.

Secondly, only one Centre appeared to organize any social events
outside normal hours and none of the others seemed to have seen the
need to help their clients improve their social life at home. Only two
members of this group were rated as having satisfactory social lives and,
given the very poor work satisfaction, it was especially important that
they receive help in broadening their social contacts. It is probably
significant that the only Centre which did have a club and where the
members appeared to meet each other socially in the evenings or
weekends was an adult training centre for the mentally handicapped.
There appears to be a much better appreciation by those concerned with
the care of the young mentally handicapped of the need to help develop
social contacts, and this point will come out more clearly in the discussion
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in chapter 10 of the social skills programmes available in schools to help
handicapped young people in the transition to adult life.

Was the young people’s dissatisfaction justified? A point of view which
is sometimes voiced is that the young people’s dissatisfaction with the
day centres represents their failure to come to terms with their own
limitations. Two points can be made in answer to this. First, there was
clear evidence from the young people that the Centres were not geared
to their particular needs, and where attempts had been made to design
programmes with younger clients in mind, and especially where the
clients themselves were involved in the programme organization, then
the level of satisfaction changed dramatically. It is obviously difficult to
design a special programme for younger people in Centres where the
clients are predominantly elderly, but it should be feasible to discuss
possible activities with the client, his family and his school to discover
his potential and preferences and to arrange that he spend at least part of
his time doing things of his own choice. Links with local schools, further
education colleges and adult education institutes would facilitate this, as
well as perhaps providing the young people with additional opportunities
for meeting others of their age group.

Secondly, perhaps the main problem in the attitude of the young people
themselves was the failure of many to recognize their very slender chances
of gaining employment. However, this is largely the product of the false
expectations raised in them by their schools, and also by others, rather
than a failure in the young people themselves. It did not appear that any
had had a real opportunity to discuss the whole issue of employment—
or its lack, the demands of the market, their chances of gaining work,
how best to deal with permanent unemployment. (This is equally
important of course for those who had gone on to further education, the
majority of whom were unlikely to find open employment, but whose
expectations were certainly oriented towards this.)

This failure to prepare the young people for the realities of life after
leaving school was probably in part a natural, but nonetheless regrettable,
reluctance by the adults in contact with them to raise this depressing
issue (although of course alternatives to work can be very rewarding if
planned with imagination), and partly a failure by the adults to recognize
the capacity of the young people themselves to appreciate their own
situation, and to enter into a sensible dialogue about the choices available.
It was very striking in the interviews that even children rated by their
schools as borderline ESN or low average could be very perceptive about
their situation, and indeed extremely eloquent about their feelings and
responses. One girl in a day centre after seven months at home, who had
been described as borderline ESN by her teachers, summed up her
situation very vividly: ‘When I left school I felt I wasn’t in control of
anything, not even my own mind…I wanted to be independent, get a
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job…I had great hopes at first when I left school but they were all knocked
down one by one.’ The school staff and the careers service must have
appreciated that a day centre was the most likely placement for this young
person. An opportunity to discuss this fully before leaving school as
well as afterwards and to decide how best to make use of her time both
in the day centre and out of it, would have helped minimize her distress
and approach adult life with a more positive and less victimized attitude.

‘At home’ group

The number of young people without any occupation at all was quite
small at the time of the Phase II interview, and consisted of five teenagers
(10 per cent of the total group). They had spent all or most of their time
since leaving school without a placement, and three were still without
any prospects of any kind at the time of the interview. However, at our
most recent contact with them, 12–18 months after they had left school,
the number without occupation had more than doubled, because many
who left special further education after one year found themselves unable
to get a placement (see Table 7.4). It is obviously important to look at
the experience of this group in detail, therefore, both because this situation
was very distressing to the young people and their families, and because
their histories illustrate very clearly what the deficiences are in services
which created this situation.

Characteristics of the group. Three of the five teenagers were rated as
severely handicapped on the Pultibec Scale—all three were in wheelchairs
including two spina bifida young people with incontinence. The other
two were rated as moderately handicapped and were both athetoid, but
quite mobile and could use public transport unassisted. All three cerebral-
palsied young people in this group had upper limb problems although
none was very severe, one being merely awkward at fine manual tasks.
All the young people in this group were average or low-average in ability,
and none had marked learning problems which would make it difficult
for an able-bodied teenager to find a job or a training placement, although
one had quite a marked speech impairment. All had been to special
schools, two of them residential.

Immediate post-school experience. Three of the young people had been
placed, on leaving school, in a special residential college for further
education. Two left college within a few weeks of placement because
they couldn’t settle in. One girl who had attended residential school for
many years nevertheless got very homesick at college, partly because
she was not independent in handling her urinary appliance and this had
caused problems. However, it is probable that worries about home were
a more important cause (though not stated), since her parents had
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separated during the year and the girl, an only child, was exceptionally
close to her mother. She very emphatically wanted to live at home and
be a companion to her mother, but at the time of the interview had been
placed in a residential home for the disabled where she hoped to learn
more independence. She found this placement so unsatisfactory (it offered
her no daytime occupation whatsoever) that by the end of the year she
was prepared to accept anything, at home or away. The other, a boy, had
never been away before, was very dependent on his family and simply
hadn’t been able to deal with the separation. Both he and his parents
regretted the decision to leave in retrospect: ‘Now I wish I hadn’t left…it
was much better than sitting at home with absolutely nothing to do.’ In
both cases the careers officers appeared to be annoyed with the young
people for not persisting with the original placement, but in each case,
with sympathetic support during the first few weeks of college and extra
visiting, the difficulties could probably have been overcome.

The third teenager who had originally been placed in a residential
college had to leave for medical reasons (he developed a bad pressure
sore and urine infection which the college were unable to cope with). He
resented this rejection very much, and the fact that, through neglect, his
condition eventually required extensive hospital treatment. At the time
of the interview he was still in hospital awaiting a skin graft and various
urological procedures. He hoped very much to be allowed to return to
college when his treatment was completed.

The fourth teenager had hoped to get into a training college on leaving
school, and when she failed to do so had tried very hard to get a job.
Various agencies had been involved but she’d been unable to obtain a
place and had spent the year at home doing the housework. She had
parents who were not very supportive and who were, furthermore,
immigrants and consequently not well versed in which services to consult.
She still preferred the option of further education but felt so desperate
that she was prepared to take any kind of job. She was very competent
and, though with marked upper limb problems, was acting as housekeeper
to her family of seven while her mother went out to work. She had lots of
initiative, mixing well with the local able-bodied young people and
probably could have managed in an ordinary further education college
with support, but no one had suggested this.

The fifth, a boy, had also been at home all year. He was very nervous,
very dependent on his family, and had left school rather suddenly
because he was depressed having originally intended to stay on an extra
year. He’d been assessed by the Spastics Society who suggested a
residential course and was waiting for a vacancy, meanwhile doing
nothing at home.

Two of these young people had tried local day centres but both left
after a very short time because the occupation was so trivial and all the
other attenders were elderly. (‘Day centres are like glorified play centres
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to me—useless and boring.’) Two others were offered day centres but
resisted the placement for the same kind of reason, and because they felt
that once they were there, nothing better would be forthcoming.

Subsequent outcome. At our most recent contact with this group only
one of the young people appeared to be in a satisfactory placement, while
one was still in hospital and three were at home and unoccupied. Four of
the five were not easy to place, though their difficulties were no greater
than (and in many cases less than) other young people in the study who
had been successful in getting satisfactory occupation of some kind.
However, one was a very competent, very personable girl who was still
quite optimistic at the interview about her future, despite very
understandable bouts of depression, and she should have been able to
get a college place, given informed help—but this help was simply not
forthcoming from the agencies she’d explored. As one teenager, who
had left school full of enthusiasm to get a job and be independent, said
of the agencies she’d consulted, ‘They put a barrier up straight away—
now I’m defeated.’ The very severe stresses suffered by the young people
in this group as a consequence of their unemployment are dealt with in
more detail in chapter 8, but their plight clearly indicates the failure of
statutory and voluntary services to provide adequate post-school services.
(This is discussed further in chapter 11.)

Comparison of handicaps between the placement groups

It seemed worth comparing the handicaps present in the different
placement groups in order to demonstrate that placement was not
determined by handicap alone, and to show that many in ‘special’
placements of some kind were no more handicapped than some of those
in ‘ordinary’ placements.

To make this comparison each individual’s problems were examined
to see how many different handicaps he had, and how seriously each
interfered with daily living and might therefore cause problems in a non-
specialized setting. A locomotor problem was counted as serious if the
individual was entirely or mainly in a wheelchair, or if he were unable to
use public transport unaccompanied. Clumsiness or only slight problems
with the upper limbs were not counted as serious; however, if both limbs
were affected this was counted as two problems. For speech defects any
real difficulty in understanding the young person was counted as a serious
problem, as was any degree of deafness, epilepsy or incontinence, or if
the young person was of very low ability (borderline ESN). This way of
categorizing and combining handicaps, therefore, was very pragmatic
and based entirely on the young person’s current functioning, rather than
on any standardized scales like the Pultibec. The results are shown in
Table 7.5.
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The table clearly shows that those in ‘ordinary’ placements were less
likely to have problems and multiple problems than the others. However,
it also shows that there were seven people in special colleges and two in
day centres who were less handicapped than many of those in ordinary
placements, and who should have been able to manage in an ordinary
college of further education. Indeed four had been to an ordinary school.
Five young people in ordinary placements had two or more serious
handicaps. Despite their difficulties they had managed well in an
integrated setting with a little sensible help. In the special further
education, day centre and at home groups there were thirteen young
people counted as having two serious problems. While clearly some of
these young people would not have been able to attend an ordinary college
without special facilities and teaching, there is no doubt that some were
no more severely impaired than the most handicapped teenagers who
were managing in an integrated setting. One must conclude that,
considering degree and multiplicity of handicaps alone, about half of
those in special college could have managed in ordinary establishments,
given goodwill by the staff, without any major special arrangements being
required, while the same would be true for one-third to a half of those in
day centres, and for two of the five in the at home group.

The problems of those with very serious multiple handicaps were
such that it is most unlikely they could have managed in an ordinary
college without a special unit of some kind. But with the possible
exception of four teenagers, all were capable of benefitting from some
of the courses offered at ordinary colleges, especially since the latter are
totally familiar with the problems of teaching students of lower ability.

The advantages of integrating as many young handicapped people as
possible into ordinary facilities as soon as they leave school are clear; it
gives them more self-confidence, broadens their experience and range
of interests, and gives them an opportunity to begin making social contacts
with the able-bodied. For those who are more competent, it helps bridge

Table 7.5 Comparison of handicaps between the placement groups
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the gap between the very protective atmosphere of a special school and
the competitive world of work, and must make the handicapped teenager
more attractive to potential employers than those who have never had
the opportunity to prove that they can compete on equal terms with their
able-bodied peers.

There are of course particular advantages that some residential
special colleges offer to young people and which could only be provided
within ordinary colleges if a special residential unit were provided.
First, the experience of living away from home is maturing in itself,
particularly if the college treats its students like young adults, giving
them considerable freedom and responsibility. Secondly, those colleges
which make a special effort to teach ordinary living skills and to
encourage their students to become maximally independent are offering
something that cannot be provided within most ordinary colleges at
present. However, it would not be difficult to provide both these
advantages within a college of further education which had a special
unit attached and a termly or weekly boarding facility. Such a unit
would enable the students to take part more fully in college social
activities in the evenings and at weekends, especially if it were combined
with some counselling to help deal with this.

Not every college of further education could be expected to provide
special facilities to this extent, but it would by no means be unreasonable,
and not excessively costly, for each local authority to make provision for
handicapped pupils within its FE system, offering varying degrees of
extra help or support in different establishments. It should be possible to
provide a special unit with residential facilities within one college in
each large authority, while smaller education authorities could combine
with others to find a residential unit.



8

Stresses encountered

during the transition year

 
In this chapter we are concerned with the question of the stresses
experienced by disabled teenagers during the first year after they left
school. Most of those who write about non-handicapped school leavers
assume that this year will often be a difficult one, and we expected that it
would be even more difficult for disabled young people. However, since
little research evidence was available we wanted to establish, first, what
proportion of disabled school leavers found the transition year stressful,
and to what extent; and secondly, the nature of the stresses they
encountered.

In approaching this question there are three theoretical models of
considerable interest and relevance. The first is the model proposed by
Lazarus in Psychological Stress and the Coping Process (1966). Lazarus
suggests that we need to understand what are the conditions and processes
that determine when stress reactions will be produced and when they
will not. In trying to explain what is or is not stressful Lazarus makes use
of what he calls ‘the intervening variable of threat’. Threat, according to
Lazarus, implies a state in which the individual anticipates a confrontation
with a harmful condition of some sort. Whether or not a particular stimulus
is perceived as threatening will depend on how the stimulus (the
potentially threatening situation) is appraised by the individual. This
depends upon factors in the situation with which the individual is
confronted and include such things as the actual harm that the stimulus
could produce and the imminence of the harmful confrontation; factors
within the psychological structure of the individual, including what
Lazarus calls his ‘motive-strength or patterns’ (which determine how
much meaning the situation has for him); his general beliefs about
transactions with the environment (for example, his past experience of
the amount of control he has over his environment); and finally his
intellectual resources, education and knowledge. If a stimulus is appraised
as threatening, then coping processes (discussed more fully in chapter
12) are set in motion.

If we accept Lazarus’s model, a concrete example would be as follows:
A and B are sixteen year old, mildly handicapped hemiplegic boys who
have attended ordinary schools and will leave in about a month’s time.
Both wish to obtain jobs in open employment but both are confronted
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with a similar situation in so far as jobs are currently hard to obtain, even
for non-handicapped leavers. A is a boy who identifies strongly with his
able-bodied peers. His mother, who is single, works full-time and becomes
rather depressed, and has never been someone he felt he could confide
in or look to for help. He has no absorbing interests and has, like most of
his peers, been eagerly anticipating the time when he can leave school
and start earning. His careers officer has, after a preliminary vaguely
optimistic chat some months ago, passed him on to a specialist careers
officer who has told him rather bluntly that his prospects of obtaining
employment are very poor. A, hitherto a rather happy-go-lucky boy,
suddenly finds the whole situation enormously threatening. B, on the
other hand, faced with the same potential threat, is not experiencing the
same level of stress. His parents have prepared him for the idea that it
may take several months to find work, and in the past have been very
supportive. He feels they will eventually help him to ‘sort out the
problem’. He has already faced up to the prospect that it may be more
difficult for him than for his able-bodied peers to find a job, and while he
feels some resentment about this he is able to discuss the implications of
his disability quite openly, as he has been accustomed to doing this with
his parents.

A second theoretical model which we have found useful is the one
proposed by Adams et al. (1976) in Transition, Understanding and
Managing Personal Change. While Lazarus focused in his model upon
threat, Adams et al. focus on transition. Since in Phase II of the study we
were particularly concerned with young people making what is usually
described as ‘the transition from school to work’ (or to adult life) their
model is highly relevant. A genuine transition is defined by these authors
as ‘a discontinuity in a person’s life space of which he is aware and
which requires new behavioural responses’. The important elements in
the transition are first, that the person must actually experience it as a
discontinuity, and secondly that new behavioural responses are required
either because the situation is new, or the required behaviours are new,
or both. If these two criteria are taken into account a severely disabled
spina bifida teenager, for example, leaving a residential school for the
disabled and going with two school friends to a residential further
education college for the disabled may not be making a transition at all,
whereas a similarly disabled peer, for whom the only available provision
is a day centre whose clients are mainly elderly, will be making a major
transition. Even among those in our study who did experience a
‘transition’, their experience of ‘stress’ varied greatly, some being affected
very markedly and others not at all.

The third model we want to refer to is the one proposed by Brown
and Harris (1978) in their study of the social origins of depression in
women. The psychological problems of the great majority of teenagers
in our study were still of a kind more typical of childhood than of adult
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disorders (a distinction which Rutter et al. also noted in their study of
psychiatric disorders in the Isle of Wight fourteen year olds). Nor were
our young people, with possibly one or two exceptions, clinically
depressed. Nevertheless, they showed many symptoms similar to
(although less severe than) those described by Brown and Harris as
‘borderline’ between women having and not having a depression.

Brown and Harris suggest that there are essentially two factors which
produce depression: ‘provoking agents’, which influence when the
depression occurs, and ‘vulnerability factors’, which influence whether
the provoking agents will have an effect. The provoking agents, as
identified by Brown and Harris, are ‘severe life events involving long-
term threat’. The distinctive feature of the great majority of these events
is ‘the experience of loss or disappointment, if this is defined broadly to
include threat of or actual separation from a key figure, an unpleasant
revelation about someone close, a life-threatening illness to a close
relative, a major material loss or general disappointment or threat of
them, and miscellaneous crises such as being made redundant after a
long period of steady employment’. In more general terms the loss or
disappointment could concern a person or object, a role or an idea. They
also emphasize that they found that feelings of hopelessness could arise
‘simply in response to thought about a possible loss’, not only to actual
events.

Like Lazarus and Adams et al., Brown and Harris note that change is
not in itself threatening, rather that ‘everything turns on the
meaningfulness of events’, and that it is only events involving long-term
threat that are significant, since these usually involve loss and
disappointment. The authors see an actual or anticipated loss as depriving
the individual of sources of value or reward, and as leading to ‘an inability
to hold good thoughts about ourselves, our lives and those close to us.
Particularly important…is the loss of faith in one’s ability to attain an
important and valued goal’. Another relevant point is that it is not simply
the loss of a particular ‘object’ that is important, but the implications of
this for his or her ability to find satisfactory alternatives. A sense of
hopelessness produced by a particular loss or disappointment can
therefore lead to thoughts of hopelessness about life in general, and it is
this generalization of hopelesness which the authors see as the central
core of a depressive disorder.

While the authors give a central role to ‘severe life events’ as
‘provoking agents’, they also note that ‘ongoing major difficulties’ (of
at least two years’ duration) can also play an important part in the onset
of depression. This distinction between ‘major ongoing difficulties’ and
‘severe life events’ is a very relevant one where chronically disabled
people are concerned. Certainly for most disabled youngsters and their
families the disability is considered to be ‘a major ongoing difficulty’,
often giving rise to symptoms such as more frequent worrying, as already
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noted in this study, and to lack of self-esteem. Despite this, as many
teenagers and parents said to us, they had ‘learned to live with’ disability.
The situation may be altered, however, when a disabled teenager is faced
by the equivalent of Brown and Harris’s ‘severe life event’, or by a
transition involving stress. The likelihood of this confrontation with threat
taking place is greatly increased at the time of school leaving, although
it may be postponed for several years if the youngster goes straight into
a special college of further education.

What sorts of ‘severe life events’, ‘transitions’ or ‘threats’ may a
disabled teenager be faced with? One is the realization which often comes
on leaving school or college that it may be impossible to get a job. If this
is something to which the teenager has aspired throughout school (and
he will almost certainly have been encouraged by our whole system of
education to hope for this) a large part of his sense of identity and self-
esteem will depend on getting a job, and the loss of this hope may be
highly threatening. Another severe life event may be placement in a day
centre of the kind which many of the young people in our study
experienced. It is very easy to see how this could engender a sense of
hopelessness. On the personal side, it may not be until late adolescence
or early adulthood that a severely handicapped boy or girl is confronted
by the recognition that they may never find a partner or marry.

However, while only a minority of teenagers in our study were faced
by ‘severe life events’ of the kind which Brown and Harris describe, a
great many were exposed to ‘transitions’ involving ‘stress’, as defined
by Adams et al., or to ‘threats’ of the kind described by Lazarus. This
chapter discusses the major sources of stress experienced by the young
people in the follow-up study, and indicates how many suffered
unhappiness as a result of transitional stresses, or threats to their self-
esteem.

We were mainly concerned with the stresses imposed by the actual
placement, whether this was a job, a college course or attendance at a
day centre, and it is these that we have therefore concentrated on. Other
sources of stress, however, for instance health problems, or events
occurring within the family or in the young people’s relationships outside
of work or college, were also considered. Accordingly, the chapter is
divided into three parts, the first dealing with stresses related to the
placement, the second to stresses related to health and disability problems,
and the third to stresses engendered by personal and family relationships.

Overview of the findings

Before looking at each of these three areas in detail, we thought it would
be useful to provide readers with the broad pattern of our findings, and
to explain briefly why the particular stress items were chosen and the
method of rating.
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When the interview was completed, the researchers discussed the
experiences described by the young people and their parents, and then
drew up a list of the stress situations most commonly referred to, or
those which, even if they did not occur frequently, were very distressing
or had caused a major disruption to the young people’s career at any
point throughout the post-school year. The list of potential stresses
selected is shown in Table 8.1.

The interview material from each of the young people included in the
sample was then reviewed to see whether that individual had been
subjected to any of the stresses listed during the previous year, and was
rated for each potential stress on a scale of 0–2, a rating of 2 indicating a
marked stress, a rating of 1 a mild or dubious stress, while a rating of 0
indicated that that individual had not encountered that particular form of
stress at any time during the post-school year. In Table 8.1, however, we
have shown only the number of young people in each of the placement
groups experiencing marked or definite stress on a particular item, that
is, we have used the more stringent criteria.

This table shows that of the items selected, by far the most common
stress experienced was social isolation, which was a marked problem for
nearly 40 per cent of the sample. Problems within the family or the home
also affected quite a high proportion of the sample—over 25 per cent.
Where social isolation was combined with family difficulties, the young
people concerned were often very distressed indeed and this will be
discussed more fully later in this chapter.

Anxiety with regard to future placement was also a common
experience (for about one-third of the sample). Frustrations because of
the feeling that their abilities were not being fully utilized in their current
placement, while not so common (affecting only about 20 per cent of the
young people), caused much disillusionment and humiliation among
those individuals who endured it.

Two other common sources of stress experienced by about one-quarter
of the sample, were health problems (either hospitalization, or
deterioration in function, or some other serious health problem not
warranting hospitalization); and ‘time to first placement’, involving young
people who had to wait for two months or more after leaving school
before they were placed; in many cases this involved several months of
uncertainty and distress.

About one-quarter of the sample described difficulties they had
encountered on first starting their new placement, but although these
caused severe stress at the time they rarely persisted, and so this was a
temporary situation which cannot in reality be considered a marked
problem in the same way as the other items discussed here. In fact the
sense of achievement in overcoming the initial difficulties in many cases
probably more than compensated for the initial anxieties.
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Table 8.1 Marked stresses experienced by teenagers in different groups

1 Experienced by approximately one-third of young people in that placement group.
2 Experienced by over one-half of young people in that placement group.
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When all the young people considered to have experienced stress in
either a marked or a mild form are included a very similar pattern occurs,
with social isolation still being the most common problem (present for
over 60 per cent of the sample), followed by problems on first starting
(affecting nearly half of the group), anxiety concerning future placement
(44 per cent) and time to first placement (a problem for nearly one-
third of the group). Problems within the family, frustrations concerning
abilities not utilized, and social stress related to placement also figure
prominently.

Looking at the frequency with which the different stresses were
encountered within each of the placement groups, it is apparent from
Table 8.2 that by far the greatest distress was suffered by the ‘at home’
group, while the group in day centres also experienced a high level of
stress.

Teenagers’ own perception of previous year as stressful

(a) Teenagers’ experience of the post-school year as ‘difficult’. The young
people were asked whether the last year had been a difficult one since,
as we noted earlier, change or difference in itself may not be experienced
as stressful. The actual question was: ‘Would you say that you’ve found
the year after leaving school quite a difficult one in some ways or not?’
(If necessary the interviewer then added: ‘Would you describe it as
definitely very difficult or quite difficult or only a few difficulties or not
difficult?’)

The majority of the young people (almost 60 per cent) were quite
positive about the year, because they had enjoyed leaving school and
entering adult life, especially those in ordinary further education, despite
the fact that some individuals in this group had been subject to quite
demanding situations in their attempt to compete on equal terms with
the able-bodied. However, the majority of those in the ‘at home’ group

Table 8.2 Distribution of marked stresses by placement group
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said they had found life difficult, as did over 40 per cent of those in day
centres and in employment.

(b) Comparison between teenagers’ experience of difficulty and the
number of marked stresses. When a comparison is made between the
interviewer’s assessment of the number of marked stresses experienced,
and the teenagers’ self-assessment of the year as being ‘difficult’, although
the two sets of data do not fully concord, there was a large measure of
agreement (see Table 8.3). Twenty-four of the twenty-nine young people
rated as having two or fewer stresses (82 per cent) said that the year was
not a difficult one, while of the twenty rated as having three or more
marked stresses, fifteen stated that they had experienced the year as being
quite or very difficult.

Stresses related to the placement

Time to first placement and resulting stress. We assumed that one of
the most potentially stressful situations facing the young people would
be when the teenager had no definite placement arranged within a few
weeks of leaving school, and we asked each one how long a period had
elapsed between their leaving school and starting in their first placement.
In cases where the waiting period had been more than six weeks (that
is, longer than the summer vacation) they were asked what the problem
was, whether they had any idea why it had taken so long to obtain a
placement, what they had felt like, and who had helped them. The
parents were asked a similar question, including whether their son or
daughter got ‘upset or depressed or worried’ if he or she had left school
without a definite job or placement to go to. On the basis of the
information from the teenagers and the parents, the teenager was then

Table 8.3 Comparison of number of marked stresses with teenagers’ experience
of difficulty
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given a stress rating of 0 (no stress) 1 (dubious/mild stress) or 2 (definite
and/or marked stress).

Nearly 70 per cent of the young people were placed very quickly
(within about six weeks of leaving school) regardless of the type of school
attended. Of the three attending ordinary schools who had to wait longer,
one had taken only just over six weeks to find her first job. However, she
had found this a very distressing experience, since most of her school
friends had found jobs much more quickly. In contrast, while 68 per cent
of those attending special schools were also placed very quickly, near
one-quarter waited over three months before finding some form of
occupation (usually a special further education college or day centre),
and two individuals had had no occupation of any kind during the year
following school.

Looking at time to first placement in relation to severity of handicap,
as one might expect the majority of those who had to wait a long time,
three months or more, were those who had more serious handicaps. Those
who had to wait longest (over 6 months) tended to be cerebral-palsied
with multiple handicaps.

There were fourteen young people altogether who had experienced
delays of over 6 weeks in time to first placement, and all were considered
by the interviewers to have suffered from severe stress as a result. In one
case this was a consequence of protracted orthopaedic procedures and
the subsequent need for physiotherapy, which made it impossible for the
girl to take up her intended employment. Another girl who had a mild
hemiplegia took two months to find an employer who would accept her.
In neither of these two cases could the careers service or the post-school
follow-up services in any way be held responsible for these delays, but
this was not the case in the remaining twelve cases, and it is worthwhile
discussing their problems at some length to illustrate in what way the
services are deficient at present.

First, there were four young people for whom a place in a special
college of further education had been arranged before leaving school
but who had to wait from 3–6 months before a vacancy occurred in the
recommended college, and they were very bored at home during this
time, and worried about the uncertainty over just when they would start.
Although too handicapped to get out of the house easily without support,
some kind of activities could have been arranged for them, for example
they could have participated in the out of school activities of their own
or other local schools or day centres, or perhaps some voluntary work
could have been found to help them through this period.

The history of the remaining seven cases demonstrates the very serious
deficiencies in services if a young handicapped person leaves school
without a pre-arranged placement, because there is no single agency
within the community responsible for follow up. For example, one young
man, who had confidently expected to enter a training establishment and



216 DISABILITY IN ADOLESCENCE

had stayed on an extra year at school in order to qualify for entry, was
turned down on the grounds of his low ability a little before leaving
school. Because his careers officer had left the area about this time, no
one took up his case, and despite repeated ’phone calls to the careers
service nothing was provided for him for twelve months. On the advice
of a friend, the mother contacted the Disablement Resettlement Officer
(DRO), following which a day centre place was provided very quickly.
During this year the boy became very irritable and depressed. He was
obviously quite a capable person, since at our most recent contact with
him he had found himself a job in open employment.

Another girl had a similar history but a less favourable outcome,
perhaps because she did not have supportive parents. She was of average
ability with good locomotor function, and ability to use public transport.
She had a slight speech impairment, but no difficulty in making herself
understood, and although both her upper limbs were mildly spastic, she
could manage most manual tasks very competently. She left her special
school unplaced, having failed to get into the training college of her
choice because her academic attainments were inadequate. No alternative
placement was suggested. Again, the careers officer who had been
advising her left the service and though the local office said they’d let
her know ‘if anything came up’, they failed to contact her. Day centre
places were suggested by the Spastics Society, but there were no
immediate vacancies, and they were in any case unacceptable to the girl
who wanted, quite reasonably, further education or a job. The DRO
suggested Remploy and an application was made but with no result. The
girl herself applied for many jobs without success and became
increasingly despondent over the year, although she was basically a very
competent and outgoing person, with many non-handicapped friends
within her own locality.

The support which the teenagers received during this difficult period
varied considerably. Most young people had found the most supportive
people to be their parents (only three of the fourteen young people said
that they got no help from their family). That they badly needed
additional support during this period is indicated by the fact that nearly
all said they were worried and depressed during the waiting period,
eight indicating that the depression was quite serious. Eleven had had
contact with the statutory services, but only three found this to be
helpful.

Problems when first starting in initial placement. The next area to be
explored was whether the teenager had experienced any problem when
he or she started in his job or college or other placement. The interviewers
rated twelve young people (just over 20 per cent) as having had marked
problems with the initial placement, while a further 40 per cent were
considered to have had milder problems. Those with milder problems
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on the whole referred to the same kind of difficulties and worries that
any young person is likely to have on making the transition from school
to a post-school placement. The most common worries were about how
they’d get on with other people and about the work itself presenting a bit
of a challenge. Usually these problems were not related to the actual
handicap, except of course that those in open employment or ordinary
further education felt themselves to be somehow ‘on trial’ in this situation
of competing with the able-bodied on equal terms. A few going to
residential college were homesick and found the change from living at
home hard at first, but again this is not an uncommon experience for
many young people who go away to college. However, some young
people did have problems related to the handicap such as ‘how to tell the
others about my handicap and explain it to them’, or difficulty in getting
acclimatized to all the walking that was required of them. One teenager
worried that the staff at the day centre wouldn’t know how to cope with
her if she had a fit, and another about a mild pressure sore (with good
reason because this subsequently developed into a very serious problem,
as described in the next section).

Of those considered to have serious problems on first starting, the
majority were placed either in day centres or in special residential
colleges. There were four young people attending day centres who found
it very hard to adjust to the idea of being placed there. One boy said he
felt ‘on the scrap heap’, especially since he had been turned down for a
hoped-for college place. Another boy travelled to his work centre in a
bus labelled ‘Spastics Society Work Centre’, which he said made him
feel ‘like an animal in a cage’. One teenager described her depression
when she first went to the work centre: ‘I felt useless…I nearly cracked
up …it took a long time to settle, nearly eight months.’ Another boy
described how he used to feign illness so as not to go, and persisted with
the Centre only because he realized that in going there daily he was
relieving the strain of care on his mother.

Four young people were very homesick in their residential colleges,
including one boy with a very severe speech difficulty which made it a
great effort to communicate with the other students. This college
recognized his problem and invited the mother to live in for a few days
to help him settle and ensure that care staff knew how to interpret his
needs; he was also allowed to go home frequently at weekends. In another
case the girl in question was not allowed home visits at all, though her
parents had recently separated and she very much wanted to spend more
time with her mother, to whom she was very close. After a few weeks,
the principal asked the mother to take her home on the grounds that she
couldn’t cope.

Only three (less than 20 per cent) young people in ‘ordinary’
placements (employment or ordinary further education) had marked
problems at first. For example, one boy had been placed in a college a
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long distance from home and he found the two-hour journey, which
included a change of bus, too tiring. On the advice of the student
counsellor, a place was found for him in a college closer to home after a
few weeks. Another found the walking and climbing stairs a great strain
at first, especially during fire drill, which occurred on a couple of
occasions when she first started; she lost a stone in weight which she
attributed to the walking.

In fact most of the problems the young people described were relatively
short-lived, and all but one of those with mild problems eventually settled
down. Of the twelve whose difficulties were rated as marked, three were
able to change their placements, while three others gradually overcame
their problems within their initial placements. The situation remained
very unsatisfactory for five, however—three in day centres, who never
really found this acceptable, and two who solved their problems with
residential college by leaving for no alternative placement. This result
suggests that there are a small number of young people (10 per cent in
our sample) who have serious problems with their first placements which
remain unresolved, and who definitely need more help and advice than
is currently available through this difficult transition period.

Stress resulting from breakdown of placement or one or two changes
in placement. There were five young people (10 per cent of the total
sample) who experienced such difficulties within their first placement
that they had to abandon it. Two were young people who had found
themselves jobs on leaving school, but both were found to be too slow
and given the sack. Naturally both were very upset, and it was a great
blow to their self-confidence; both were unemployed for some months
after. Nevertheless both were later successful in getting another job,
using the careers service. The other three, however, were unable to
solve their difficulties satisfactorily. One was the boy attending a special
residential college mentioned in the previous chapter who had to leave
because the college couldn’t cope with his pressure sore. This had
developed just before going to college, but it was not adequately cared
for there and progressed to a stage where clearly he needed medical
help. Unfortunately, because his mother was unable to provide him
with a home, on being sent away from college he was placed in a
community care centre where the staff were even less experienced in
coping with his medical needs than those at the college. His condition
deteriorated until eventually the boy himelf contacted the paediatric
hospital under whose care he had been as a child, and he was
immediately admitted for major surgery. The last two young people
whose residential placement failed have already been referred to.
Neither of them found a satisfactory alternative during the rest of that
year, and indeed one still had no alternative placement eighteen months
after leaving school.
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These accounts again demonstrate the need for follow up during the
post-school year by someone with a fairly wide knowledge of handicap
and of the placement possibilities. If such a person had been available
with the responsibility to oversee these young people, these serious
problems could have been avoided.

Demands of course or job very stressful. Seven young people were
assessed as finding their job or college placement very stressful because
of the demands made on them, while a further three encountered mild
stress in this respect. Three of the ten were in special colleges, and the
other seven were in ordinary placements (representing about 40 per cent
of those in ordinary placements).

Three experienced severe stress in relation to work placements. The
history of two of these was mentioned in the previous section, both
had lost their first job and were consequently very nervous in their
second in case they would not make the grade, though both eventually
were quite successful. The third person with severe stress at work was
a young man in a Remploy placement who had found the work very
arduous, particularly during his three month probation period, mainly
because he also had a journey of two hours each way. He commented:
‘When I was at school I didn’t think it [work] was as hard as what it
is…now I know different …you can tell you’ve done a day’s work at
the end of it, you feel beat.’ (Nevertheless he was at pains to insist that
it was ‘well worth it’.)

Three young people in ordinary higher or further education had found
the work very difficult because of problems of hand control, though each
managed to find his own solution to this difficulty. The one teenager in
special further education rated as having a serious problem was a girl
doing an assessment course, which of necessity introduced her to a
number of work areas which she found very difficult to manage as she
moved from one course to another.

On the whole the problems presented by this group were not very
serious viewed objectively, although they were often experienced by the
young people themselves to be very stressful indeed. None was radically
different from the kinds of problem encountered by many able-bodied
young people during their post-school training years, and there is certainly
no evidence that, even where this was experienced as very stressful by
the young people, they were unable to cope with the problem, and all in
some way or other produced their own satisfactory solutions.

Frustrations because placement does not fully utilize the teenagers’
abilities. This was a common problem, experienced by thirteen of the
young people in the sample (25 per cent), and was considered to cause
severe stress in ten cases. The majority in this group (N=8) attended day
centres where the work was boring and tedious (see chapter 7). It was
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considered to cause severe stress in five cases. Because this has been
dealt with at considerable length already it is only necessary to quote a
few instances here. One girl said, ‘We don’t do intelligent things here’,
another felt he was ‘wasting his time’ because the work was so tedious,
and a third said that the necessity of the staff to create work some days
made it ‘ridiculous—you put paper in envelopes one day and take it out
the next’.

Five young people, comprising the at home group, were without any
occupation for very long periods and had become very bored and
despondent about the apparent lack of interest anyone in authority showed
towards their plight. Again, since this has been explained fully in chapter
7 it is not necessary to go into details here, but obviously their situation
caused these young people severe stress, and because they had been
unoccupied for so long (8–12 months in some cases) they had begun to
believe that life held nothing for them.

The last young person in this group was in open employment, having
found himself a job as a warehouseman, but both he and his mother felt
his talents to be very under-utilized. His mother said, ‘He’s not stupid’
(indeed he was regarded as of normal ability by his school and left there
with three CSEs). His discontent was heightened by the fact that he was
poorly paid, as will be described later. He felt that his employer was
taking advantage of him because of his (mild) handicap and that his
prospects for improving his situation were fairly slight.

Again, the implication from the histories of these young people is
the need for someone in the post-school period who can supervise
their placements to ensure that their talents are fully utilized in some
way, by vigorously pursuing the possibilities of alternative placements
or, if this is not possible, finding other outlets for the young people’s
energies through the use of adult education courses or voluntary work
of some kind.

Anxiety about future placement. Altogether twenty-two people (about
43 per cent of the sample) experienced anxieties about their future, and
this was considered to cause severe stress in seventeen cases (over one-
third of those interviewed). One was the young man in open employment
described in the previous section, and ten who were coming to the end of
ordinary (two cases) or special courses without firm prospects. Some
were realizing that they might well have no option but a day centre. One
teenager said: ‘Nobody’s interested in me…no one will talk to me’ about
alternatives.

Six of the young people in day centres were considered to have
anxieties about the future, while the five young people at home for all or
most of the post-school year were clearly worried about their future
prospects. The experience and feelings of both groups have already been
described.
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At our most recent contact with the teenagers, 12–18 months after the
Phase II interview, ten of the twenty-two with anxieties about the future
appeared to have solved their problems, at least temporarily, while four
had found a partial though somewhat unsatisfactory solution. The
remaining eight had not found any means of meeting their needs, nor
was there much prospect of this in sight.

Other stresses related to placement. There were six young people with
problems of varying degrees of severity related to their placement but
which did not fall neatly into any of the other categories. Two, who were
attending ordinary further education, had found it difficult to get grants;
one of these was an Asian being supported by his brother, and the other
was a member of a large single-parent family. Neither was clear about
what he was entitled to, nor how to apply for a grant. In both cases the
problem was rated as mild, since although it was a cause of concern to
the young person, it was the brother and the mother who were taking the
brunt of the financial strain.

One young man, already mentioned, considered that he was not
receiving adequate pay for his work—£28 for a 44-hour week. His
workmates supported his claim for higher pay but with no success. The
boy resented greatly what he considered to be exploitation of his situation
as a handicapped person with limited job opportunities, and we rated
this stress as severe.

The three others in this group had problems with travelling to college,
one being considered to have a severe problem because he had a very
long journey by public transport each day to reach his day centre, which
he disliked intensely, and which cost far more than his IRC allowance of
£2 per week.

Conclusion

In concluding this section we must make the comment that since so
many of the young people interviewed were still in higher or further
education or training of some kind, we could not really examine the
full extent of placement problems, the most severe of which would
only come later when the young person left college, or if he failed to
improve his employment situation as he grew older. (It is quite
acceptable at seventeen or eighteen to start in a fairly menial position,
as a junior clerk or warehouseman, but if promotion is too slow this
will lead to frustrations.) We attempted to overcome this problem by a
limited follow up by ’phone contact at the time of writing, but even at
this point twelve young people (23 per cent) were still at college, and
of the sixteen at work, none had been in their job for more than 18
months. It will require a later follow up to determine the full extent of
the problems discussed in this section.
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However, one can say, on the basis of the evidence available to us,
that the services were deficient in adequately following up the welfare
of those young people with particular problems of occupation, either
because of the severity of their handicaps, or because their own or their
families’ knowledge of what services or opportunities were possible was
insufficient to allow them to make the best use of what was potentially
available.

Stresses related to health problems or handicaps

Stresses related to health or disability. There were fourteen young people
(27 per cent) with health worries during the post-school year, seven
involving hospitalization. The stress that the health problems caused was
considered to be severe in eight cases, five of whom required
hospitalization. These young people missed a great deal of college, or
had a long delay to first placement, or were unable to participate fully in
college life because of their illnesses. For example, one teenager had
needed three shunt operations within five months, missing about eight
weeks of college life altogether in consequence. She also suffered from
pressure sores and urinary infections during the year which produced
further periods away from college. By the end of the year she was
seriously worried about her health, especially about whether her shunt
problems were likely to continue. Another girl went into hospital for a
foot operation soon after leaving school. She was in plaster for three
months and then broke her leg during convalescence so that she spent
nine months altogether either in plaster or receiving rehabilitation
treatment, and this delayed her starting work for eleven months from the
time of leaving school. Another teenager suffered from regular
occurrences of pressure sores over the whole of the year, which although
they never developed into a serious problem, kept her in her wheelchair
most of the time and were a constant worry.

Of the five people with less stressful health problems, two needed
short periods of hospitalization—a few weeks only—while one teenager,
though not seriously ill, was ailing most of the year with various
complaints and had a great deal of time off work. This group also included
a couple of young people who, though very concerned about their
problems, did not objectively appear to have serious reason to do so.

It appears, therefore, that while there were relatively few people with
serious health problems in the post-school year, this usually caused serious
disruptions to the careers of the teenagers concerned. In at least two
cases this might have been avoided if they had had better care when the
problems began. It is interesting to note that of the eight young people
with severe problems, five suffered from spina bifida, several of whom
had had difficulties finding an interested and competent adult doctor—
indeed, one had only secured adequate treatment for himself by personally
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contacting his former paediatric surgeon, who agreed to admit him despite
the fact that, procedurally, one is not normally allowed to admit someone
over the age of sixteen to a paediatric hospital. This difficulty in finding
an adult surgeon or physician who understood their problems exacerbated
both the problems and the worry to the teenager and his family. Just at
this critical point in their lives they had lost not only the supervision and
support of the experienced nurses in their special school, but they had
also been obliged to leave the paediatric hospital where they were well
known and which had provided medical cover from birth.

Stress problems related to the management of incontinence. Very few
teenagers reported continuing problems in this area. Only four of the
young people with urinary appliances complained of difficulties, and all
these were considered to be mild stresses only. Three young people had
worries in case the new people they encountered would discover their
incontinence because of accidental leaks or by feeling the bag when
lifting was required. A fourth young person had become careless about
his appliance because he’d got fed up with having to cope with it,
especially since he was depressed as a result of a year of severe pressure
sore problems. However, on the whole, the year had been a positive one
in this respect, several young people finding that since going to college
they’d got more confidence about self-care and some having received
better advice about appliances which had helped to avoid accidental leaks.

The problem of telling other people, especially boy or girlfriends,
even as a hypothetical difficulty, was an ever-present one for these young
people, nonetheless, especially for those whose experience of social life
had been restricted previously to special school and home, and who had
never before had to think about discussing the subject with someone
who was not already aware of the problem and what it entailed. This is
discussed in more detail in chapter 9.

Stress due to difficulty with relationship within the family and
those in need of alternative accommodation immediately or in
the near future

Thirteen young people were judged to have serious problems in relation
to their families, while four had minor problems. There were five
teenagers for whom problems were so acute that they were considered
to require alternative accommodation rather urgently. A few typical
examples are given as illustration.

One has already been referred to—a boy whose mother could not
offer him a home because she was unsupported and had five other children
living in her small house. She was fond of her handicapped son but simply
couldn’t manage him at home permanently, and felt it would also be
unfair to the others. After leaving his residential school, he spent a few
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months with a foster family until he went away to a residential college,
but when that broke down because of illness he was placed in a community
care centre for the lack of any suitable alternative. This he greatly resented,
calling it a ‘centre for juvenile delinquents’, which indeed was probably
not far from the truth. This boy, though quite severely handicapped,
emphatically did not want to live in a hostel or home for the disabled,
but wanted eventually an adapted flat or a mixed hostel with both able-
bodied and physically handicapped residents. He was also rated as having
severe stress due to family relationships because he resented not being
able to live at home, and was upset by the fact that he did not have a
close relationship with his mother or feel as happy when in his home as
he felt he should.

Another was a girl whose parents divorced just before she entered
residential college (her history has already been referred to, see p. 203).
She was an only child and very close to her mother who had always been
an over-anxious person and suffered from agoraphobia. When her college
placement broke down she returned home for a while, but the mother’s
social worker arranged for her to be admitted to a residential hostel closer
to home where the mother could visit frequently, without having to cope
alone with the full responsibility for her care. Despite the frequent visits
she never became reconciled to the placement, especially since almost a
year passed until a suitable daytime occupation was found for her. She
said of the hostel, ‘It’s not Colditz Castle or anything but it’s just not
home.’ She wanted to live at home until she was capable of moving into
a shared flat—perhaps an unrealistic ambition within the present context
of accommodation available, but not an impossible one given her potential
level of independence. This girl was also rated as having severe stress
because of family relationships since she was very distressed about the
divorce (she had previously been very close to her father also but now
had no contact with him) and because she was very concerned about her
mother’s mental condition.

A third teenager, who had always been at residential school, considered
previously that she had had a close relationship with her divorced mother.
She was looking forward to living at home and entering the local further
education college for secretarial training. However, in her last year at
school her mother remarried and was so engrossed in her new relationship
that she had little time to spare for the daughter on her return. She tried
hard to conceal her feelings from her mother, but simply did not take to
her stepfather and felt greatly the loss of her former closeness with her
mother. She felt very isolated at college, where she did not make any
friends, and very much missed her residential school where she had been
very popular and had had a confiding relationship with one of the teaching
staff. She said, ‘At school they did everything for you, they were always
there. Now I feel there’s no one to fall back on if I do things wrong.’ She
was overwhelmed by the sudden transition from the warmth of her school
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to the relative coldness of her present situation. ‘It’s thrown on top of
you all at once. It takes time to find your balance again.’ She saw the
solution in the long term as getting a good job which would allow her to
move out into a flat on her own, quite a realistic ambition in her case in
terms of self-care, although perhaps not in financial terms. Because of
her distress about her family situation she was rated as severely stressed
on this account also.

Difficult relationships within the family only. There were eight other young
people who were rated as having severe stress because of family
relationships and four whose stress in this respect was considered to be
less severe. None was currently thinking of moving out of home, although
for some this seemed to be the best solution in the long term, if a suitable
alternative could be found. Two young men had very poor relationships
with their whole families. In both cases the difficulties were of long
standing and had been solved partially during their school years by their
attendance at residential schools.

The history of one girl demonstrates the problems. She had
previously had a violent temper, but over the years as she matured, she
had overcome this and the family situation had somewhat improved.
However, the effects of the previous stormy history still lingered, and
she was seen by the rest of the family as irritable, sullen and miserable.
Apart from her sister, no one in the family appeared to appreciate
Sheila’s real difficulties arising from her handicap. Her father said,
‘She just sits and refuses to meet people.’ Though she had had
difficulties with relationships at school, at her residential college she
was thought to be a pleasant and mature girl, well liked by the staff and
other students. She had obviously made great strides in confidence and
in skills in personal relationships, but the difficulties at home persisted.
While she was prepared to live at home immediately after leaving
college, she saw that she would ultimately need to leave. She wanted,
if possible, to live in a specially adapted flat which, from the viewpoint
of her independence skills, should have been a possibility although in
practice such flats are very hard to find.

Two boys had rather bleak home backgrounds because their mothers
were themselves very disturbed, one with frequent depression, the other
being a very unconfident and isolated lady who was herself slightly
spastic. In the latter case the son had, not unnaturally, acquired much of
his mother’s lack of confidence and was described by his (ordinary day)
school as being solitary, not much liked by the other children, and
frequently worried and fearful. On leaving school he was successful in
gaining a place in an art college, but this was a long way from home and
this fact, plus his reticence, meant that he had been unable to participate
in college social life, though he seemed to have good, if superficial,
relationships with his fellow students.



226 DISABILITY IN ADOLESCENCE

Another girl had a very disturbed home life, but was rated as only
having a mild problem since she had never yet lived permanently at home,
and because she had a good relationship with her mother, though not a
close, confiding one, since, as she said, ‘She [the mother] had enough
problems of her own’. This girl was the eldest of three, her brother was
mentally handicapped, and her sister was very wild and had recently had
an illegitimate child, whom the mother was also caring for. The father
had been in a mental hospital previously, and frequently got drunk and
became quarrelsome with the family. Added to this there was a serious
problem with overcrowding and when she was at home she had to sleep
in the living room, with no privacy for dealing with her urinary appliance.
Despite all this, she insisted that although her family life did get her
down, she never got really depressed about it or felt that life was hopeless.
She was accepted at the residential college of her choice, but
unfortunately, lost a lot of time during the year due to illness. On our
most recent contact with her she was in hospital and awaiting a Remploy
assessment course. Because of her loyalty to her mother she did not
wish to move away immediately. She hoped eventually to be able to live
in an adapted flat, but was prepared to consider a home or a hostel of
some kind ‘if it came to that’.

In summary there were thirteen people (one-quarter of the sample)
suffering from severe stress because of their family relationships, and
four in addition who had milder problems. Five of the thirteen were in
immediate need of alternative living accommodation, two of whom were
capable of caring for themselves independently, while two were very
dependent currently, though both hoped, perhaps unrealistically, to be
able to live in adapted flats. The fifth young person was quite willing in
principal to accept a hostel placement. In addition there were four young
people whose family situation was such that one could foresee the need
for alternative accommodation at some stage over the next few years,
since it seemed unlikely that anything would happen to improve things
within the family itself. Two of these might be capable of living
independently with special adaptations, though neither had an income
which would allow this at present.

However, the prospects of any of these young people finding suitable
hostel or adapted accommodation are, at present, fairly slim—there is a
great paucity of suitable places available for disabled young people. The
only boy whose accommodation situation was so urgent that alternatives
simply had to be found had spent time with a foster family and then in a
community care centre. In the case of the only girl facing such a problem,
she had been placed in a hostel largely for older people and with many
restrictions which she had found quite unacceptable.

Again, running through all of this is the general feeling of inadequate
follow up for the post-school leavers, of lack of help or advice with
family problems and of someone to ensure that a residential college place
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is found early if staying at home seems likely to exacerbate a family
problem. The other obvious deficiency was the lack of suitable alternatives
to home where this became necessary. Most young people’s preference
was for an adapted flat rather than a hostel, but the chances of obtaining
one, especially considering their incomes, were fairly slender.

Stress resulting from the social aspects of placement

Twelve young people suffered from stress related to the social aspects of
placement. For half, all of whom were in day centres or special colleges,
this was considered to be severe. None of those in ordinary placements
was thought to suffer marked stress in this respect.

Examples of young people in ordinary placements (either ordinary
college or at work) included a teenager who had had difficulties with her
workmates in her first placement, who initially were over solicitous, but
later seemed to resent giving her help. This problem was short-lived,
and not repeated in her second job. Another young person was attending
an ordinary local college where she found the students not unfriendly,
but unwilling to enter into a closer relationship with her. Her current
situation contrasted markedly with her school experience where she’d
been very popular both with staff and students. Describing the change
from school to college, she said, ‘It’s like having a custard pie thrown in
your face, that’s it.’ She felt that the other students were ‘too busy
worrying abvout themselves to be friendly’. However, since she had
always attended a special residential school and was not used to the
company of the non-handicapped, it is likely that she was lacking in the
skills necessary to help her to accept rebuffs and to make satisfactory
overtures to the other students, who at this age were no doubt too
embarrassed by the presence of handicap to know how to relate to her in
a natural way, and therefore tended to avoid contact. Some simple
counselling would probably have been both effective and welcomed in
this case.

Three young people attending special colleges had some social
problems (one considered only to be slight). One was a girl who had a
long-standing difficulty in controlling her temper, which though much
improved with maturity, still caused her difficulties at college with staff
but especially with the students, where her over-reaction to teasing was
the main problem. Another complained that her special (day) college
was so small (only six attenders) that she felt she had no choice of friends,
and no possibility for an active social life with such a restricted range of
companions.

Four out of the twelve attenders at day centres were considered to
have severe problems stemming from the social aspects of the placement,
while one had less severe problems. These problems have already been
referred to, and need only be mentioned briefly here. One teenager had
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spent his first eight months after leaving school in a day centre with
largely elderly attenders which had made him very depressed. He said,
‘It was as if I left school and was retired, all in one week’. Another
young man was in a Centre where the other attenders were much more
severely handicapped than he, both physically and mentally. He was very
upset by this and felt isolated and different from the others. The third
young person had no speech and found that she was ignored by most of
the other attenders because of this. She used a language board for
communicating and was of average ability, but obviously the elderly
attenders found the effort to enter into a dialogue with her to be too
great.

In summary while about 23 per cent of those in ordinary placements
had problems with social relationships at work or college, none was
considered to be severe, while about 30 per cent of those in special
placements had such difficulties, the majority causing severe stress. In
other words, while it would be naïve to suppose that the placement of a
handicapped person within an ordinary setting immediately opens the
doors of society to him, there is no evidence from this study that social
stress for those placed in an ordinary setting was either more common or
more severe than for those placed in special environments. Indeed, if
anything the reverse is true, especially for those in day centres. Failure
to find satisfying social relationships was particularly distressing for the
latter, where the work was boring and the pay poor, and so unless the
day was at least enjoyable because of the company, it made the whole
thing seem like a total waste of life.

Stress arising from loss of friends not replaced or loss of a close
friend

Ten young people were considered to suffer stress because of the loss of
school or college friends not replaced with others over the previous year.
In six cases this was thought to cause severe problems. All these young
people had attended special schools and none had made friends in their
own locality with non-handicapped youngsters. Four had been in
residential schools, where in many ways they felt closer to the staff and
students than they did to their own families, so it was particularly difficult
for them, especially as in three cases there were also severe difficulties
with family relationships. The loss of a special adult confidant on the
school staff was felt very acutely.

It is difficult for any young person to initiate new social contacts
without the assistance of another young friend whom they can trust. If
there is also a handicap this compounds the problem in many ways, not
least the sheer physical difficulty of getting out of the house. One of the
main drawbacks to attending a special school, even if it is a day one, is
the consequent lack of opportunity to make friends in one’s own locality
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who can act as confidants and give support in initiating new social contacts
at clubs, and so on. This is an age where the peer group is very important
and without peer support social initiatives seem to be excessively
daunting.

Four young people had lost close personal friends over the previous
year, and this was considered to cause severe stress in three cases. Two
other young women had lost boyfriends, one because she’d met him at
her residential college and he lived far away. They ’phoned each other
regularly, but she felt her parents didn’t understand how deeply she felt
and were not sympathetic to her distress. Another girl made friends with
a boy at her day centre but when she brought him home her parents
greatly disapproved of him and forbade any more contact. Again the
parents appeared to underestimate the girl’s feelings and how disappointed
she was at their reaction.

Stress due to social isolation

This was the most common form of stress experienced by the young
people. Over 60 per cent of the sample were thought to have experienced
it in some form, and in nearly 40 per cent of cases the stress was
considered to be severe. Because this subject has already been covered
to some extent and will be dealt with more fully in chapter 9 it is only
necessary to make some brief comments here. Perhaps first should be
noted the fact that eight of the thirty young people considered to have
stress from social isolation also had severe stress arising from family
problems. The situation of these young people was quite desperate in
that they were almost totally bereft of support from family or peers.

The second point is that in the majority of cases of social isolation the
young person had previously attended special school and had therefore
had little opportunity to make friends in his own locality. Once having
left school they were too distant from school friends to continue with
these contacts, especially if they had attended residential schools or had
a severe locomotor handicap.

Seven of the seventeen young people in ordinary placements were
considered to be severely isolated partly though not entirely due to the
fact that they had made no friends since leaving school. In most cases,
the young people would have benefited from counselling to help them
acquire the necessary social skills to develop easier relationships with
their non-handicapped peers.

Twelve of the seventeen young people who attended special colleges
had a very poor social life at home, which contrasted greatly with their
excellent social life at college. In six cases the stress caused by social
isolation at home was thought to be severe. It seemed surprising that so
few efforts were made to keep up contacts made at college, at least by
’phone and letter. Since all the young people had had to travel by public
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transport to residential college, it should have been possible for them to
make an occasional visit out of term-time to one of their friends, but this
very rarely happened. In no instance did the college appear to have discussed
with the young people how to go about making friends in their own locality,
through joining Adult Education (AEI), classes for example*, and either
seemed to be unaware of the problems facing the young people in transfer
from the richness of college life to their bleak social situation at home, or
to feel that there was nothing they could do about it.

Eight of the twelve young people in day centres suffered from social
isolation, in four cases thought to be severe, which was the result both of
losing friends from school and the impossibility of making new ones in
the daily environment they now found themselves in. Only one boy found
that he mixed socially with his day centre mates, he attended an Adult
Training Centre for the mentally handicapped which seem generally to
be more attuned to the issue of improving the attenders’ social lives than
are day centres for the physically handicapped.

Of those in the ‘at home’ group, all but one were considered to suffer
from severe stress due to social isolation. Two spent most of the year
moving between different residential settings, one having been bedridden
much of the time. Another had a severe locomotor handicap, and, because
the family had no car, hardly went out at all. He went to a school club
once a week, and once a week with his father to the local pub, and that
was the full extent of his social contacts outside the family. Only one girl
in this group did not suffer from severe social isolation. This was the
relatively mildly handicapped, very personable young lady (see p. 204)
who had a close relationship with her sister, through whom she had made
many local friends, and she usually had a regular boyfriend also.

This problem of social isolation among the young handicapped is
probably the most serious issue revealed by our studies. It affected a
high proportion of the sample, and was so distressing to many young
people that they had begun to feel that life was worthless and pointless,
and some had had suicidal thoughts.

Although there are real physical problems in helping these young
people to make a good social life for themselves, this does not appear to
us to be the main issue. The root of the matter lies in the need for true
‘education for life’ courses at school and at residential college which
would discuss the problem generally with the young people and suggest
solutions, coupled with concerned follow up by someone with a
knowledge of local resources in terms of clubs, AEIs, and transport
possibilities, and who could help each individual to enrich his life by
making use of whatever local opportunities were on offer. This local
person could give individual counselling, initiate discussions between
handicapped young people, act as a support when rebuffs occurred, and
 
* We understand that this is now being included as part of the Beaumont syllabus.
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encourage within the young person the confidence he needed to break
out of the family circle and initiate contacts with the world around him.

Summary

Of the areas of stress looked at in relation to placement difficulties, the
most common problems that the teenagers described were anxieties
caused by long delays to first placement, distress that their abilities
were not being fully utilized currently, or concern about their future
prospects.

These forms of stress were found most frequently among the teenagers
in day centres or those without occupation, though concern about the
future was expressed by a number of young people in further education
also. The teenagers’ worries in these respects were quite firmly founded
in fact, of course, in that employment for the more severely handicapped
is not easy to find and the facilities available for alternatives to work are
not adequate at present, although it is certainly true that more interesting
opportunities do exist if the personnel were available to help each teenager
find his own solution within the opportunities existing in his area.

A breakdown of placement, while not such a common stress, caused
much anxiety to the teenager and to his parents when it occurred. Perhaps
in some cases these could not have been avoided no matter how good the
services, but in some cases it was likely that professional help at the
appropriate point could well have avoided the crisis.

Problems of some kind as the young person settled into his placement
were also very common, but although sometimes posing quite serious
difficulties, these were usually resolved satisfactorily. However, there
were a few instances where the right help was not forthcoming and the
problems persisted, the majority of these being young people in
unsatisfactory day centres. Relatively few young people described stress
due to demands made on them by their placement and where they
occurred a satisfactory solution to the difficulties had been found in all
cases.

Stresses arising directly from poor health or the effects of the disability
itself were, fortunately, relatively uncommon. In terms of incontinence
management things seemed to have improved during the year following
school, although the social problem of how to explain their disability to
others remained. However, a small number of young people, mainly those
with spina bifida, had quite severe health problems, some involving
prolonged hospitalization, which caused them to miss a good deal of
time from their placement, in addition to the stress arising from the
condition itself. In a few cases the medical problems of the teenagers
were exacerbated by the lack of adequate medical cover, in part because
of unfamiliarity with their problems in special colleges, and in part
because there are as yet few centres which can give proper medical cover
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for spina bifida young people once they have passed through the care of
the specialist paediatric hospitals.

Many young people were undergoing strain because of disturbed
family relationships, in some cases resulting in general family strife or
continuous tension, and in others in the silent misery of the handicapped
young person. Some family problems were probably no greater than
those to be found in many families with a teenage member, although
where the teenager is dependent on his family the effect of any family
tension is experienced more acutely. However, there were a number of
instances where the difficulties were quite severe and likely to be resolved
only by the young person moving away from home and into a satisfactory
substitute. In five cases the need for an alternative to home was considered
to be quite urgent, and in several others, although there was no immediate
crisis, a need was likely to arise in the near future.

Social isolation was by far the most common source of stress among
the teenagers, affecting over 60 per cent of the sample to some degree
and judged to be severe for 40 per cent. Most of those with severe
difficulties were moderately or severely handicapped and had been to
special schools, so that they had the dual difficulty of not being socially
mobile as well as not having had the opportunity to make friends during
their school days within their own locality.

Young people in ordinary placements, who were usually rather less
handicapped, did not so commonly have such severe problems with
relationships as those in special placements, but there were some
difficulties in relating to non-handicapped peers and some form of
counselling would have been beneficial. On the other hand all but one of
those in the ‘at home’ group had very little contact with anyone at all
outside the family, while most of those in day centres could derive little
social benefit because few or no other young people were attending.
Many of those in special colleges, while having a rich social life at college,
were entirely dependent on their families at home.

Many young people missed their friends from school, especially those
who had been to residential school who sometimes felt closer to the staff
and friends there than they did to their own families. Once having left
school or college it is exceedingly difficult for young handicapped people
to make new social contacts, unless they are in a placement which provides
opportunities for social outlets outside work-time as well as within it.

What is a cause for even greater concern is the fact that nearly one-
third of the young people suffering from social isolation also suffer from
stress due to family relationships. These young people were bereft either
of adequate family support or the support and comradeship of their peers,
and the plight of some in this group was very distressing indeed.
 



9

Change and development

in the post-school year

 

Introduction

The follow-up study had three main aims. One was to look at the
placements of the young people, the processes by which they were placed,
and their satisfaction and that of their parents with placements. The second
was to try to identify some of the factors causing stress during the post-
school year. The third aim was to take advantage of the longitudinal
aspect of the study by looking at changes in the young people during the
year after leaving school. We did not expect to see marked changes in
the majority of the group, first because a year is a comparatively short
period and secondly because, unlike non-handicapped school leavers,
many young people did not have a very marked change of environment
during this time, since they moved on the whole from one type of
segregated institution (a special school) to another (a college or day centre
for the disabled).

The first area to be considered was the development of personal
independence and maturity. Although we were not able to collect very
detailed information on this we were able to assess changes with regard
to basic self-help skills (including driving) and to get some idea what
changes occurred both in the teenagers’ and the parents’ attitudes to
independence and self-help. Another general area of potential change
was in the social lives of the young people, including their peer
relationships, and the use they made of their leisure time. Here the crucial
question was whether the quality of their social lives, particularly away
from work or college, had improved since leaving school. The third area
to be considered was whether or not there were detectable changes in the
young people’s present situation and aspirations with respect to
relationships with the opposite sex and their hopes and expectations about
marriage and children.

Another important area was the young people’s emotional adjustment,
including their relationships with their families. Were there changes in
overall psychological adjustment ratings, and if so how could these be
accounted for? Could changes be identified in specific areas found to be
important in Phase I of the study, in particular in fearfulness, worrying
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and depression? Had the mother’s mental health changed at all over this
year? Did they worry more or less now? Had the relationship between
parents and their children changed at all over this period? To end this
chapter we discuss the responses of the parents and the young people to
questions about the way in which they viewed the long-term future.

The development of personal independence after leaving school

Attitudes to independence

This was an area where the parents were definitely pleased with the
progress made by their sons and daughters over the year. Over 45 per
cent (N=22) said that they thought the young person was definitely
striving for more independence now. As one mother put it, ‘There’s no
stopping her now. She really thinks for herself’.

About 20 per cent of mothers felt that their own attitude had changed
over the year; many blamed themselves for having been too protective
in the past and, in the case of those at residential college (a third of the
sample), saw the advantage to the child of having lived away from home
in an environment where he was expected to take care of himself. One
said, ‘I’ve had to change a lot of my ways. He’s grown up a lot since he
left college and he says I must let him do things now’. Another said, ‘It
was a good thing him being away at college…At home…I was running
round after him all the time’. However, some mothers, quite
understandably after years of anxiety and total responsibility for care,
obviously found it difficult to ‘let go’. One mother of a seventeen year
old boy who was managing very well at his residential college said, in a
tone of some surprise, ‘He doesn’t want his hand held now, so I just walk
behind him in case he falls’. Another said, ‘I’ve still got at the back of
my mind she’s my little girl. I blame myself a lot’.

Self-help skills

In terms of improvements in the basic self-help skills such as hair washing
and dressing there had been some real progress (see Table 9.1) as well as
in being able to stay unattended at home and in making a snack. However,
over half were still unable to make themselves a meal while even on
such basic tasks as washing, dressing and taking a bath or shower between
13 per cent and 24 per cent of the teenagers still needed help.

Parents were also asked about the management of incontinence and
epilepsy, and again progress had been made—eight out of the ten with
urinary appliances were now fully able to care for and change these, and
only one mother reported any major problem (she had a very depressed
son who was going through a phase of not caring). All seven teenagers
who had epilepsy were fully responsible for taking their medication,
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three of them reordering their prescriptions when necessary without
assistance, three others informing their parents when more drugs were
needed.

Mobility

All the teenagers were asked about use of public transport over the last
year. As previously there was a marked difference between the spina
bifida and the cerebral-palsied teenagers in this, less than 30 per cent of
the former having used a bus regularly over the past year, compared with
over 60 per cent of the cerebral-palsied group. Some who didn’t use
public transport regularly, especially trains or the underground, thought
that they could have used it more frequently, though again this was more
true for the cerebral-palsied group. Only just over half of the total group
could use buses without assistance, and about one-quarter were unable
to use a bus at all.

In terms of car use, although only three teenagers had passed their
driving test (two of them could in any case use public transport), a further
nine had provisional licences. All these nine definitely thought that they
would be able to drive, however about one-quarter of the whole group
thought they definitely would be unable to do so. Rather more parents
than teenagers were doubtful about the possibility of driving, but on the
whole agreement between the teenagers and the parents over this issue
was greater than in Phase I of the study, suggesting that there had been
more discussion about this within the family over the previous year.
However, about half the teenagers and the parents were still unclear about
whether driving would be possible.

Table 9.1 Self-help skills
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Friendships

Friendships at work, day centre or college have already been considered
in chapters 7 and 8. Briefly, all but four of the young people had at least
one friend in their placement, the majority being friends whom they hadn’t
known previously. However, very few (only 12 per cent) said that they
saw their friends regularly outside work or college although nearly half
said that they definitely wanted to have more contact. Indeed 40 per cent
of the young people had no friends at all whom they saw outside work,
college or day centre, and of those who did see friends, the majority
were ones whom they had known from school days rather than new ones.
The proportion who didn’t see friends in evenings, weekends or holidays
was very similar to that reported in Phase I of the study. Over half the
teenagers could name a special friend, but again most of these were long-
standing friends rather than ones newly met. Nearly one-quarter could
never meet the friend at the weekends, evenings or in the holidays, and
only half met as often as once a week.

Despite the new friends made at work or college, the majority of
teenagers (over 70 per cent) felt that they did not have enough opportunity
to make new friends, and one-quarter of the teenagers felt that they had
fewer friends overall this year than when they were at school. Those
who felt this most commonly were the ones without occupation or in
day centres. Nearly three-quarters of the young people felt themselves
to be alone too much and this was related, as one might expect, to severity
of handicaps, since nearly twice as many of those who were moderately
or severely handicapped said this, compared with those with a mild
handicap. Again, a higher proportion of the young people felt themselves
to be ‘too much alone’ this year compared with Phase I of the study.

When the young people were asked about loneliness nearly half said
that this was a definite problem, compared with only a third who did not
feel lonely. While some young people (under 20 per cent) felt less lonely
than they had previously, twice that number appeared to be feeling more
lonely. One boy said, ‘We were protected at school’, another ‘I used to
have loads of friends at school, but not now’. One boy who had had no
placement throughout the year, and whose family had also moved house
said, ‘I’m a hermit. I don’t see anyone here to even say hellow to in the
street’. Many said they were particularly bored and lonely when the other
members of the family were out and they had only the television for
company. This didn’t happen all that frequently, except in the case of
those without a placement during the day, but subjectively it was felt
quite strongly. It is one thing to have solitude from choice but quite another
if one has to accept it without any option. It was the weekends particularly
which dragged. As one girl said, ‘I see nobody my own age. Even though
Mum and Dad take me out when they can, it’s not the same as being with
someone your own age’.
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Questions to parents suggested that while over one-third felt that their
son’s or daughter’s social life was definitely unsatisfactory outside of
work or college, they tended on the whole to overestimate the extent to
which their children accepted the poor quality of social life available to
them; perhaps because the teenagers appreciated the outings provided
by the family, and the parents did not realize their need for more peer
contact. As one girl said, ‘I’ve got my family around, but I still feel
lonely—I just wish there were more people my own age’.

Opposite-sex relationships

In Phase I of the study, the majority of the young people expressed an
interest in the opposite sex, and by the time of the second interview all
but four young people said that they were interested in having a boy- or
girlfriend. The percentage who had a boy- or girlfriend had increased
only slightly from the Phase I of the study, and only fifteen young people
(one-third of those who wished for it) actually had a boy- or girlfriend
currently. Nearly half had never experienced such a relationship. Where
such a relationship existed, the boy- or girlfriend was usually handicapped
and most had met at college or day centre, while a few had met at a club.
Only half saw their friends as often as once a month, and many could
only keep in touch by ’phone. One-third had never met at all outside
college.

Again, as in the previous interview, a major worry for the teenagers
was whether they would ever be found attractive to the opposite sex.
One boy said, ‘I’ve tried hard. Everyone else has a girlfriend, but not
me’. One girl in a wheelchair said, ‘I’m just not attractive from the neck
down’, and another boy, ‘I’m very popular with the girls at college but
not as a boyfriend or husband. When I ask them, they say they don’t
want to go out with me’. A few were worried about sexual relationships,
the boys in particular, whether they’d be capable of this. As before, nearly
all said they were hoping to marry and have children, but most who had
worries about this still had no opportunity to talk things over either with
a friend or with anyone who might have given them sensible advice.
About 60 per cent of both parents and teenagers found the idea of a
disabled partner acceptable, provided that they were ‘right in other ways’.

Clubs

Only about 40 per cent of the teenagers were in a club of some sort
(usually a PHAB-type club or one for the handicapped) when they were
at home, a rather lower percentage than was found in Phase I when, it
will be remembered, many of the teenagers were in clubs attached to
their schools. Some of these school-based clubs do allow former members
to attend after leaving school, but since they tend to be run only in term-
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time, this virtually excludes the young people who leave school for
residential college. In fact nearly all those attending residential colleges
were not members of a club at home, although about half were in clubs
at college. This lack of continuity with social contacts built up while at
school is a cause for great concern, since once lost they may be quite
difficult to revive, and when the student returns from residential college,
his social life contracts abruptly.

Contact with able-bodied teenagers

The young people were questioned about contact with able-bodied
teenagers, how the able-bodied responded to them, and what their own
feelings were when they met able-bodied young people. While they
clearly wanted to have more contact with the able-bodied, most admitted
to having difficulties in relating. Over one-quarter said that they
definitely felt more comfortable in the company of the handicapped,
making remarks like, ‘I feel more at ease with those that are
handicapped, same as me’, and nearly half felt some kind of nervousness
or anxiety when meeting able-bodied teenagers. It was noticeable that
those with restricted social lives commonly expressed anxiety about
meeting the able-bodied, and although this group included the most
severely disabled, it also included many with relatively mild handicaps.
One good looking boy with a right hemiplegia, who was not noticeably
handicapped despite his awkward gait and partially paralysed right arm,
said that in his home area he hadn’t any friends at all. ‘It must be because
I’m disabled, I can’t think of any other reason.’ When he met able-
bodied teenagers he always felt that they were feeling, ‘What’s the
good of having him for a friend’. Many teenagers made comments
such as, ‘I get a bit apprehensive’, ‘I’d like to feel more at ease with
the able-bodied but I just can’t’, ‘I worry about how they’re going to
take to me, about my speech and whether they’ll understand me—I
reckon that’s why I’m a bit shy’, ‘I feel a bit uneasy because I think
how are they going to take to me?’.

Many found the embarrassment and curiosity of the non-disabled to
be off-putting. ‘I get the feeling that they stare at me—as though you’re
not human.’ ‘They mainly have quiet glances at my behaviour, looking a
bit put off.’ Several said they’d had the experience of being ignored. As
one said, ‘Some behave as if you had a disease.’ However, over half the
teenagers either felt that non-handicapped young people had a neutral or
a positive attitude (‘They want to help’), or that it all depended on the
individual (‘There are some…they’ll call you names and you’ve just got
to accept it’; ‘Those at PHAB react very well, they want to help’). Some
young people were so insecure that they distrusted even friendly reactions:
‘I’ve always got a doubt in my mind—they’re only taking me for a ride—
they’re being nice out of pity.’ Saddest of all, however, were the many
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young people who, in response to these questions about the able-bodied,
simply said, ‘I don’t really meet any’ or ‘No one has ever introduced me
except at youth clubs.’

There were, of course, some young people who didn’t worry about
contacts with the able-bodied. One said, ‘I forget I’m disabled.’ But on
the whole the findings suggest that handicapped teenagers do need support
in mixing with the able-bodied, and advice on how to overcome the
embarrassment and unease which both sides are likely to feel initially.
As one boy said, ‘I would like to mix with able-bodied people, but I
haven’t got the nerve to go up to them—I think it’s because I’m
handicapped—they won’t come up to me and I won’t go up to them.’

Quality of social life

In respect of our global ratings of quality of social life, over 40 per
cent were considered to have a very restricted social life compared
with less than one-quarter whose social life was judged to be
‘satisfactory’. These ratings were made on the social life of the young
people while at home, not while in any residential establishment. The
findings indicate no overall improvement in the quality of the young
people’s social life since leaving school, and the majority of those who
previously were thought to have a very restricted social life still had
very few social outlets (see Table 9.2).

The eleven young people whose social lives were thought to be
satisfactory were all either mildly or moderately handicapped, and over
half were in ordinary placements. Of the twenty-three whose social
lives were felt to be very restricted, 60 per cent were severely
handicapped, while only two were mildly handicapped and only three
were in ordinary placements. Clearly, severity of handicap was an
important variable, as it had been previously, as well as type of
placement.
 

Table 9.2 Comparison of current social life ratings with social life ratings from
Phase I
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In contrast to the relatively good social life for those in ordinary
placements, (all but one of whom were living at home) over two-thirds
of the young people in special colleges (most of whom were residential)
were judged to have very restricted social lives, as were nearly half of
those in day centres and four of the five young people without any
placement at all (see Table 9.3). It should be noted that none of the young
people in the at home group had been given a social life rating of ‘very
restricted’ in the previous year, but their outlets had then been closely
linked to school, and they had not had the opportunity to find alternative
social contacts during the post-school year.

Ability to use public transport unaccompanied was looked at in relation
to the overall quality of social life, since one of the problems frequently
mentioned was difficulty in going out because of transport problems.
The results are shown in Table 9.4, quoting those who could use buses.
A rather higher proportion could use a train unaccompanied, but this
was not included here since, for most local journeys, bus travel would be
a more relevant skill. It suggests that ability to travel by bus
unaccompanied was a necessary condition for having a satisfactory social
life, in that all those who had a satisfactory social life had this skill.
However, it was not a sufficient condition in that almost as many as those

Table 9.3 Quality of social life in relation to placement

Table 9.4  Use of bus in relation to quality of social life
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who could use a bus were rated as ‘very restricted’ as were considered to
have an adequate social life. The other factors which seemed to be
important were type of placement, the distance of the placement from
home, and the diffidence and reserve of the teenager himself.

These findings suggest that every possible effort should be made to
ensure that all who are capable of doing so are taught to use a bus
unaccompanied and encouraged to do so regularly while they are still at
school. Over and above this, however, many young handicapped people
need support in finding satisfactory social outlets, especially those who
are timid or shy of making contact with the able-bodied. Those whose
disabilities are such that they cannot use a bus unaccompanied need to
have volunteer transport and to be taught how to use a mini-bus or taxi
with the minimum of assistance, as well as support to help them find and
maintain their own social outlets independent of their families.

Parental perception of changes in psychological adjustment

Before asking about changes in relation to specific behaviour, we asked
the mother this general question about psychological adjustment, early
on in the interview: ‘I wonder whether you have noticed any changes in
X’s behaviour since he/she left school, either changes you are worried
about, or changes you are pleased with.’

As might be expected, because the time interval between the first and
second interviews was so short, many mothers (nearly one-third) felt
that there had been no noticeable changes in their child’s behaviour.
However, nearly half the mothers reported improvements in the young
people—they were, ‘more mature’, ‘more adult and grown up’, ‘[has]
come out of herself more’, ‘gained in confidence, does things on her
own more’. One or two referred specifically to the young person’s attitude
to his handicap—‘He’s beginning to accept things more now that he’s
older.’ As one might expect, there were a few parents who said that while
in some ways the young person had matured, this had brought some
problems also. (‘She rejects me as a normal process of growing up, but
she’s definitely matured.’ ‘He’s more aggressive now, but also more self-
confident and sensible.’)

Only five parents (10 per cent) reported changes for the worse. In one
instance it was simply that the daughter was becoming more
argumentative and assertive, from being formerly very timid and docile,
and the mother recognized this to be part of the growing-up process.
Another teenager had been miserable and depressed all year because he
was unplaced, but his family were very sympathetic to this. The behaviour
of the other three young people had become very difficult to tolerate,
however. They had always been rather aggressive and resentful towards
their parents, but this had become much more pronounced over the last
year and they were now very difficult to live with.
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Overall, eighteen parents (36 per cent) reported some difficulties in
the teenagers’ behaviour, usually because their son or daughter was
unhappy or depressed much of the time (with good reason in some cases,
owing to placement difficulties or constant illness), while others described
general timidity and lack of self-confidence. One or two were worried
because their teenager was ‘a loner, doesn’t mix at all’ or because it was
difficult to get them to do anything. (‘She just sits doing nothing.’ ‘He
won’t do anything unless you tell him.’) A few reported irritability due
to boredom and frustration, and one or two that the young person was
resenting the disability and becoming truculent in consequence.

Worry and anxiety

Both the parents and the teenagers agreed that the teenagers had been
more inclined to worry over the previous year than in the past—25 per
cent of parents said this and 43 per cent of teenagers, compared with
only 12 per cent who said that they now worried less. The parents of the
‘at home’ group thought they were more worried, now, ‘about the future’,
and this was confirmed by the teenagers themselves.

The teenagers usually described worries about getting a job or getting
married. One said, ‘It keeps me awake at night’, another ‘I’m bored …I’ve
got so much time on my hands because I haven’t got a job. I don’t see
myself breaking down but if this carries on I suppose I will’. One or two
contrasted their carefree state at school with the present reality. ‘At school
you’re always there, going there tomorrow…it’s all planned…Now I
don’t know what to do.’ ‘I used to put things out of my head, now I face
up to them—my disabilities. I realize now I have to come to terms with
it.’ Several teenagers expressed concern about their handicap, either in
relation to specific problems (‘In case I have a convulsion’) or more
generally (‘Being with people who think I’m different’, ‘Why I can’t go
out on my own…like my brother does’, ‘Things I can’t do’).

Fearfulness and lack of self-confidence

This seemed to be an area of general improvement. No teenager was
thought to have a severe problem with fearfulness (compared with 5 per
cent in Phase I) and none was thought to be more fearful now, compared
with over one-third who were thought by their parents to be less timid
now. The parents made comments such as, ‘He’s come out of himself a
bit’, ‘She’s getting more independent now’, ‘She’s more confident in
meeting people’ and ‘She’s more self-confident because she knows now
she can make friends’.

Nonetheless, on the Malaise Scale twelve young people (23 per cent)
described themselves as fearful, and nearly 40 per cent of parents still
felt there were some problems with this, despite the fact that there had
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been improvements. Many instances were cited. ‘He’s always been
with people and he fears to go out alone.’ ‘She’s fearful about
travelling.’ ‘He gets scared stiff about things sometimes and won’t
sleep.’ ‘She’s nervous about trying new things. I have to talk to her.’
However, this did seem to be an area of improvement and it was
encouraging to find that even in such a short space of time the young
people were gradually gaining in confidence provided that they were
in supportive situations where they had opportunities to make new
friends and learn new skills.

Misery and depression

As in Phase I, more teenagers than parents reported that depression was
a problem (60 per cent of the teenagers, 35 per cent parents). In fact,
one-third of the teenagers said that they’d felt life to be hopeless at some
time during the previous year, and 10 per cent had thought of suicide.
The same sorts of issue were discussed by the parents in relation to
worrying (‘He gets unhappy about not being able to do things’, ‘He’s
got no job to go to’) but other problems were raised (‘She found it difficult
having to be independent at college’, ‘She didn’t want to leave
school…she misses her friends’). The teenagers themselves, in describing
their unhappiness, commonly referred to feelings of lack of worth because
of not having a job or other suitable placement. One said, ‘All the people
I know have got things to do. I haven’t got anything’. Another said, ‘I
felt terrible…when I went to the DRO and he said he’d help and then
nothing came of it’, and yet another, ‘I just don’t enjoy life any more.
People think I’m not capable of anything’. In describing her feelings on
leaving school and having no placement one girl said, ‘I thought, is it all
worth it?—I thought I wanted to die’. Another girl (who was doing an
FE course) said, ‘Most of the misery at the moment is caused by being
unemployed and stupid. I feel I should be working but I can’t.’ Those
who had been ill a lot during the year because of their condition said
how depressed this had made them. Others said that they were unhappy
because of leaving school—they missed their friends, teachers and care
staff. ‘You have no social life at all …I think, how long am I going to be
like this? I need someone to talk to about it.’

The sixteen young people who had felt life to be hopeless at some
time during the year also frequently mentioned despondency about their
placement: ‘I’ve thought this many times when I haven’t wanted to go
back to my day centre’, ‘I think I’ll never get a job. I’ll be like this all my
life’. Indeed, nearly 60 per cent of those with suicidal thoughts were
either in the day centre or the ‘at home’ groups (comprising over half of
the young people in these two groups), compared with only two in
employment or ordinary colleges (less than 12 per cent of all those in
ordinary placements) and only five (30 per cent) of those in special
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colleges. Teenagers in ordinary placements or special colleges who felt
like this were very often those who had poor or deteriorating relationships
with their parents.

Conversely, those who were thought by their parents to be happier
since leaving school (about half of total group) were usually those who
had placements they enjoyed. ‘He’s happy to be working and earning
money’, ‘He’s been much happer this year—he really liked [his special
training college]’, and ‘He’s much more contented now he’s at college.’
Greater independence was also seen to contribute to happiness: ‘He can
do his own thing more now in a different environment’ and ‘He’s more
independent and therefore happier.’

Irritability

Although irritability was not felt to be a serious problem, there was a
slight increase according to the parents in the amount of irritation and
aggression now shown. According to the parents 14 per cent of the
teenagers had a severe problem with this, and 40 per cent a mild problem.
(As previously, the teenagers themselves gave lower figures, only 4 per
cent stating that they had a severe problem.)

Sometimes irritability was seen as a response to boredom: ‘He’s got
very moody but only through boredom’ and ‘If he gets frustrated or
wants to go out and can’t.’ In other cases it was seen as a sign that the
young person was trying to establish his independence. Only a few
obviously reacted with anger and irritation as a reflection of a generally
poor relationship either with their parents or with other members of
the family. The teenagers themselves usually referred to feelings of
frustration when asked to describe the situations which made them
irritable ‘When I can’t do something other people can’, ‘If I think too
much about how I am’, ‘When I feel sorry for myself’ and ‘When I
think about the future’. Few teenagers openly admitted feelings of
aggression towards their family even when this was reported by the
parents, and when, in other parts of the teenager’s interview, it had
been clear that problems did exist.

Changes overall in psychological adjustment

In making our overall ratings of psychological adjustment we followed
the same procedures described for Phase I (p. 118). Most of the questions
put to the teenagers and their parents were identical, or very similar, the
main difference being that we probed in some detail to find out whether
changes in behaviour had taken place. Taking into account all the data
available, the overall ratings of psychological adjustment in the follow-
up group are shown in Table 9.5. They are compared with the findings
for the same group of teenagers in Phase I of the study.
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Overall about half the young people were judged in exactly the same
terms as they were on the previous occasion and only six teenagers (less
than 12 per cent) had changed their status radically. The majority of
those young people judged to be without overt problems in their last
year at school were still seen as having no major problems at the time of
the second interview, and only two were thought to have major problems
at the time of the second interview. Both of these were teenagers showing
severe anxiety and depression as a consequence of a disappointing year
of inactivity with little hope for improvement.

Of the sixteen young people previously rated as having marked
problems, half were judged still to have severe difficulties, but four were
thought to have no problems currently, all young people for whom the
year following school had gone well and who had gained much in
confidence and stability as a result. Another four had considerably reduced
problems in consequence of their better circumstances and opportunities
to enhance their self-esteem.

Of the eleven young people previously rated as having mild difficulties,
most were judged to be the same or rather better, and only three were
thought to have more serious problems at this stage. In one case this was
the result of an unsatisfactory placement with no prospect of improvement
which had increased all the anxiety and fearfulness the young person
had previously shown. In the other two cases, this was because of
deteriorating relationships with their families. Both were young people
with long-standing personality problems which had become more marked
over this period.

Factors associated with a change in psychological adjustment

As already indicated, whether the year had been satisfactory in terms of
placement seemed to be a major factor in psychological adjustment in
that a very distressing year in terms of placement was commonly
associated with a deterioration in adjustment, while a good year, offering

Table 9.5 Overall psychological adjustment before leaving school and one year
after leaving school
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opportunities for enhancing self-esteem and improving confidence,
frequently resulted in a lessening of difficulties. The prospect of
improvement in placement, such as the promise of a place on a training
course, helped to make a poor situation tolerable, and conversely the
lack of any hope for improvement caused unhappiness which was close
to despair.

Relationships with parents appeared to be another important factor
associated with psychological adjustment, although of course it was often
difficult to say whether poor relationships were the cause or the result of
psychological problems in the teenagers. However, all but one of those
teenagers whose mothers claimed to have a poor relationship with them
(N=6) were judged to have marked psychological problems, and all but
four of those judged to have marked problems appeared to have
considerable difficulty in relating to their parents.

Although on the whole relationships between parents and teenagers
were fairly harmonious, in this respect things were not as good as they
had been in the previous year. On the teenagers’ own assessment only
one-third thought that they got on ‘better than other teenagers’ with
their parents (compared with 50 per cent in Phase I), while 13 per cent
(six teenagers) thought that they did not get on as well as others (and in
our judgement this was something of an underestimate) compared with
10 per cent in Phase I. Surprisingly, the parents’ perception of family
relationships did not always coincide with that of their son or daughter,
except in the most extreme cases of family disharmony. A few teenagers
definitely felt more distanced from and more out of tune with their
parents than previously, which their parents appeared to be quite
unaware of, and similarly in a couple of cases the parents viewed a
relationship as poor or deteriorating when the teenager apparently did
not feel this.

Where relationships were strained this caused a severe problem for
the teenager, however, especially if this handicap was more than fairly
mild. It is difficult to adjust to the idea of long-term dependence on one’s
family at a point in time when one’s non-handicapped peer group is
becoming increasingly independent. If the dependence is on family with
whom one is out of sympathy, the distress involved is difficult to
contemplate, especially since the prospects of an alternative congenial
living situation are so poor.

And what of the future?

Mothers’ feelings about dependence

Surprisingly, when asked about the amount of physical care needed by
the teenager, over half the mothers said that their teenager needed no
extra help (N=26) compared with their other children. Of those who
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admitted that their son or daughter needed considerable help (40 per
cent) most said that this did not really worry or depress them; only one
said that this worried her greatly. This was the elderly mother of a very
severely handicapped girl who had already made enquiries about a
residential placement for her daughter and was fully aware of the difficulty
of finding anything suitable.

When asked about the future, however, the picture was somewhat
different, and over 20 per cent said that they worried about what
arrangements could be made to ensure that their child got adequate care,
while a further 20 per cent said that this was a major source of worry to
them. Some of those who were not depressed were optimistic about the
degree of independence that might eventually be achieved, partly because
so much progress had been made in the past year. One said, ‘I think it’ll
slowly come to him. He’ll probably learn to live independently.’ Another
said of her daughter, well settled on a three-year residential course, ‘She’s
made the break now’. And another, ‘I’m not worried because I can see
she’s still developing.’ However, many were fending off anxiety simply
by just not thinking about the future, for example, ‘I say when the time
comes we’ll see’, or ‘I’ll just have to live forever’. Others declared that
they were employing the same tactics that they had always done with
regard to their handicapped child—‘We just live for today’.

Apart from the physical care needed, many parents felt that their
teenager still needed help with such things as handling money and
decision taking. A few said that this was changing—‘He takes more
decisions now’—but others saw this as a permanent problem—‘She’ll
always need help in making decisions’, or ‘She needs to be more
aggressive, she’s too sweet, doesn’t answer back enough, I don’t think
she ever will’.

Teenagers’ accommodation preferences

Quite early on in the interview, the teenagers were asked about their
accommodation preferences for the future. First of all they were asked,
If they had a choice in a year or two’s time of living away from home,
would they prefer this? Quite a large number (20 per cent) were quite
definite about preferring to live at home. Although the others did not on
the whole have very clear ideas about what kind of accommodation they
would prefer, most spontaneously suggested flats rather than hostels.
However, when we asked them to consider a list of different types of
accommodation that might, in theory, be available to them, they were
much more definite. The choices included adapted and serviced flats,
lodgings and mixed hostels, as well as hostels specially for the
handicapped, or fully-staffed homes. When given these choices the
majority of teenagers liked the idea of adapted or serviced flats or lodgings
as opposed to special hostels or homes. The results suggest that in order
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to meet their preferences, a much wider range of provision is required,
with a lot more emphasis on adapted or serviced housing, although hostels
and homes were an acceptable option for some young people, especially
those who were more severely disabled. Although some young people’s
ambitions in terms of independence may have been unrealistic, many
who wanted this should have been able to manage in adapted or serviced
accommodation. These, of course, would need to be provided at
subsidized rents.

How the parents and teenagers viewed the future

At the end of the interview both parents and teenagers were asked to
imagine the future. The parents were asked, ‘What sort of life do you
think X will be leading in about ten years from now?’, while the teenagers
were asked, ‘What do you really hope to be doing by the time you’re in
your mid-twenties?’

Those parents who expressed a definite view about their child’s future
usually gave suggestions which were quite realistic in terms of their
child’s capacity, even if over-optimistic in terms of what services can
at present be provided. Fourteen parents (28 per cent) thought that their
son or daughter would be living independently in some way, though
perhaps needing adapted accommodation, while a further ten (20 per
cent) spoke of marriage and a job—in most cases quite a reasonable
ambition. ‘She’ll be looking after herself, I hope, leading an ordinary
life and being independent’ (the mother of a hemiplegic girl who was
at a special college when interviewed, but who subsequently found
herself a factory job). ‘Working and leading an ordinary life like
anybody’ (the mother of a bright hemiplegic boy with a speech defect,
in a day centre at the time of interview and hoping for a place in a
special training college). ‘I hope he’s met a nice girl, is planning to get
married and have his own car. I’d like him to live with us’ (the mother
of a cerebral-palsied boy with an awkward gait and slight speech defect
who was working as a messenger boy in the City and saving up to buy
a motor bike).

Nine parents (18 per cent) thought that their child would either be in
an institution of some kind or still fully dependent on them. ‘I’m not
sure. She’ll probably be away from home somewhere—she’ll always
need help, but I hope she’ll be working’ (the mother of a severely
handicapped spina bifida girl of average ability, who was at a special
college). However, nearly one-third of the parents (N=16) could give no
answer to this question. These were mainly mothers with a moderately
or severely handicapped teenager, who were clearly very confused and
anxious about what the possibilities might be, and one suspected many
feared that the future was likely to be fairly bleak. Some openly admitted
this: ‘I dread to think. There are so many people out of work with
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qualifications and he hasn’t any’ (the mother of a cerebral-palsied boy
with an awkward gait and little use of one arm who was in a special
college).

When the teenagers were asked what they were hoping for themselves
by their mid-twenties, the most common thing mentioned was a job
(referred to by over two-thirds of the group, although this was quite
unrealistic for at least half of those who hoped for it, given the current
employment situation). ‘I hope to have a job, like gardening, and earning
good money’ (a boy with a marked right hemiplegia, of borderline ESN
ability who was also epileptic, and currently in a day centre). ‘Have a
secure job’ (a severely handicapped spina bifida girl of low average ability
at a special college).

Being married or having a boyfriend was mentioned by sixteen young
people (over one-third), while a further eight spoke of their hope of living
independently. ‘I hope to marry, have a child, a house and a car’ (a
moderately handicapped cerebral-palsied girl of low ability, currently in
a day centre). ‘I hope to get married, to get a lot of money and to be a
better person’ (a severely handicapped quadriplegic boy with a marked
speech defect and lowish ability). ‘To settle down in a place of my own
and I’d like to be quite near home’ (a severely handicapped spina bifida
girl). Nine young people also mentioned having a better social life (‘Go
out more often’, ‘Going out when I want to’), while several others said,
‘Enjoying myself generally’. A few young people expressed a wish to
help others, one very specifically wanting ‘to help other people with the
difficulties I’ve had—to go to clubs and give people advice’.

In many cases it seemed likely that, given the present level of services
and opportunities for work and social interactions, the hopes expressed
by the teenagers were unlikely to be fulfilled. This was particularly so in
the case of those who hoped for a job, and it seems unfortunate that so
many had not been helped to realize that open employment would not be
feasible for them, nor to discover alternative ways of feeling useful and
wanted, or of achieving the far more reasonable ambition of getting about
more and making more friends. In terms of independent living we found
again this desire for one’s own home, although given the amount of
suitable accommodation available at present this was another ambition
unlikely to be achieved.

Summary

In many respects both parents and teenagers saw the post-school year as
a constructive time during which the young person made progress towards
greater independence both in attitude of mind and in actual self-help
skills. Although timidity was still a problem for many, the parents noted
a general growth in confidence and a greater willingness by the young
people to attempt new things. The experience of living away from home
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for those who had the opportunity appeared to be beneficial both for the
teenagers and the parents, and contributed to the growth of independence
and to building up self-confidence.

One important area of independence where there was little change
from the previous year was in the ability to get about outside the home
unaccompanied, although this is so crucial a skill particularly in
establishing an independent social life. Only half the group were able to
use a bus unaccompanied, and less than one-quarter had a full or
provisional driving licence (and most of this group were also able to use
public transport). About half the young people were not sure whether or
not they would ever be able to drive, and clearly had not had the
opportunity to discuss this with anyone outside the family. It is quite
remarkable that a skill which is so important if a disabled person is to
achieve an independent adult life had not been thoroughly explored by
this age so that the teenager would know whether or not this was a realistic
ambition.

While most of the young people had made new friends at work, college
or day centre over the previous year, there had been no improvement in
the proportion able to see friends regularly in the evenings or weekends
or in the holidays (in the case of those at college). Forty per cent never
saw friends in their leisure time, while of those who were able to do so,
one-fifth met less than monthly, or could make contact only by ’phone
or letter. At the same time, rather fewer young people were members of
clubs compared with their last year at school. Three-quarters of the
teenagers felt themselves to be too much alone, a rather higher proportion
than had said this in the previous year. With regard to the able-bodied,
most of the disabled teenagers wanted to have more contact, but did not
have much opportunity to do so, unless they were in an ordinary
placement. Many young people said that they felt anxious and
uncomfortable in the presence of able-bodied peers and clearly needed
help and support if they were to overcome their anxieties.

In general we did not find substantial differences in the overall quality
of social life between Phase I and Phase II of the study, in that at both
interviews about the same proportion of this group of young people were
rated as having a ‘very restricted’ or a ‘satisfactory’ social life. In other
words, their situation was still very poor; less than one-fifth were thought
to have a ‘satisfactory’ social life compared with nearly half rated as
‘very restricted’. Where individuals had changed their status, the most
important variable seemed to be the placement situation (although of
course this is closely related to severity of handicap). We found that a
poor social life when at home was common among those in special
residential college, those in day centres and those without any occupation.
The fact that the proportion of young people in these last two categories
is likely to increase as the young people pass through special colleges
(see chapter 7) does not give one much hope that social isolation will
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decrease as the young people move into adult life unless more help is
offered so that they can overcome the very real difficulties they have in
making better social contacts.

By the time of the Phase II interview, nearly all the young people
were expressing an interest in the opposite sex, though only half of those
interested had had any experience of this. About two-thirds of the
teenagers wished to marry and most of these believed that this would be
possible, although their parents were a great deal more pessimistic about
their chances. Most of those who hoped to marry wanted children,
although they expressed many anxieties about this, such as whether or
not they were capable of parenthood, what effect the presence of a urinary
diversion would have on pregnancy, and how they would physically
manage to have intercourse. The most common worry expressed was
that their child might be handicapped. The spina bifida teenagers were
more likely to worry about this, with good reason, but they had had little
opportunity to discuss this, and a few seemed quite unaware of the
potential risk. Some cerebral-palsied teenagers were also worried about
this, quite needlessly, and again had not had the opportunity to voice
their fears to anyone who could reassure them. Their parents were often
quite unaware that the teenagers were worrying about parenthood or the
genetic risk of child bearing, but in any case they were in no position to
help because they did not themselves have enough information to do so.

In terms of psychological adjustment, the parents were inclined to
see an improvement because they were aware of the increased maturity
and greater independence, although nearly 40 per cent thought that their
child still had a definite problem, usually described as depression or as
lack of confidence. In fact, apart from some improvement in confidence,
the teenagers did not show a decrease in psychological problems. Nearly
two-thirds said that they suffered from depression and one-third had felt
life to be hopeless at some point during the previous year. Misery was
particularly a problem for whose who did not have a satisfactory
placement, and conversely those who were content with their placement
were less likely to have been depressed. Many teenagers said that they
worried more this year than previously—usually about their future,
whether and how they would get a job or get married—and those without
occupation or in an inadequate day centre with no prospects for
improvement were, very understandably, the ones showing most concern.
The other major factor contributing to adjustment in Phase II was whether
or not family problems were present.

When considering what the future might hold for their children, many
parents felt encouraged by the progress made in the last year and were
hoping that their son or daughter would eventually be able to lead some
kind of an independent life. However, one-fifth said that they were very
worried about the future while another fifth admitted to some anxieties.
Getting on for 20 per cent thought that the teenager would either be in an
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institution or fully dependent at home, compared with almost one-third
who thought that their son or daughter would be independent to some
extent.

When the teenagers were asked to say what they hoped for themselves
their wish to live as independently as possible came across very clearly,
as did the extent to which their self-esteem was bound up with achieving
this. Although some could not conceive of living away from home, when
asked to consider possible accommodation options, about twice as many
young people said they’d prefer adapted or serviced flats to hostels or
homes. To ‘get a job’ was the most universally expressed wish even by
many whose chances of doing so were minimal or non-existent, and this
again emphasizes that no one appeared to have helped the teenager
appreciate this fact or to consider alternative ways of feeling useful and
fulfilled.

It is a cause for great concern that both the psychological well-being
of the disabled teenagers and the degree of social isolation are related so
closely to achieving a satisfactory placement, when the long-term
prospects for many are so poor in this respect. At the time of the second
interview, most of the teenagers saw themselves in a transition stage,
and if not satisfactorily settled, many clearly hoped that their situation
would change for the better. Consequently, although the distress caused
by uncertainty about the future and the lack of social outlets was high,
many were protected from its worst effects by their expectation for
progress. In addition those in residential colleges were better able to
tolerate the boredom and social isolation while at home in the holidays
because for most of the year they were busy and active at college.
However, once their furthur education course was complete, many young
people were likely to be greatly disappointed with the lack of
opportunities available to them at home and disillusionment and despair
were likely to result.

One would be naïve to deny the difficulty in ensuring that the more
disabled teenagers develop their skills and talents in some way which
will give them contentment and a feeling of self-worth, or the problems
involved in helping them extend their social contacts. Nevertheless, it is
apparent that they are being offered a very poor service in this respect at
present, and that at school and at college we are seriously failing to prepare
them adequately for adult life.
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Provision made in schools to

facilitate the transition to adult life

Adolescence is generally recognized as a time of particular stress. The
‘symptoms’ of adolescent turmoil, and those of the handicapped teenagers
in particular, have been discussed in chapters 5, 6 and 8. The years around
the age of leaving school are of crucial importance for all young people
in gaining personal independence and confidence, but even more so for
handicapped teenagers. Moving from the secure and sheltered
environment of school to the unknown, outside world can be extremely
traumatic and, apart from the search for employment, coping with daily
living and getting out and meeting new people requires social skills and
confidence which may not develop unaided at school.

Anderson and Spain (1977) suggested that spina bifida school leavers
have three main kinds of problems to deal with. These include the physical
factors of impaired mobility (and possibly incontinence), problems related
to general or specific learning difficulties, and finally personality or social
factors. These are essentially the same kinds of problems which cerebral-
palsied teenagers also have to face, although of course the physical
problems for any particular cerebral-palsied young person often include
other faculties, such as speech, which are not usually affected for
teenagers with spina bifida.

In the opinion of Mary Greaves (1972), it is the level of social maturity
and personal adjustment which are important when considering
employment prospects, rather than the severity of the handicap; and while
this may be true, nonetheless the handicap itself will limit the young
person in many ways. It will obviously influence the extent to which he
can engage in particular activities, but over and above this it will influence
the extent of his experience and depth of understanding. There may be
many gaps in the experience of very common things which able-bodied
peers take for granted—for example walking in the countryside, going
to clubs or discos, or shopping in a busy shopping centre. In addition
limitations in social contact are inevitable where the handicapped young
person cannot use public transport and does not have a car.

Schools, whether ordinary or special, can do much in preparing school
leavers for the world of work and making the transition to adult life as
trouble-free as possible by helping the handicapped pupils to learn ways
of coping with some of these problems and come to terms with them
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before leaving school. Projects, discussions, visits and assignments can
help to substitute for ‘lost’ experiences. The handicapped teenager must
be prepared for citizenship in a complex and highly literate society which
will make few allowances for his disabilities.

As early as 1963 the Newsom Report considered the education of
13–16 year olds of average or less than average ability. It was pointed
out that ‘the school programme in the final year should be deliberately
outgoing, an initiation into the adult world of work and leisure’. This
same emphasis for handicapped pupils was recommended by
Younghusband et al. in Living with Handicap (1970): ‘The school
curriculum, especially in the last year, should give due consideration to
the need for preparation for life after school, particularly personal
independence, social relationships and pre-work experience.’

The Warnock Report has more recently drawn attention to the gaps in
services for young people with special educational needs in the transition
from school to adult life. It emphasizes that skilled support must be
available to teenagers and their parents at this time and that this should
be provided according to each individual’s requirements. The Report
recommends that ‘a pupil’s special needs should be reassessed with future
prospects in mind at least two years before he is due to leave school
…[and also] that both ordinary and special schools should give pupils
with special education needs more help to acquire the basic skills and to
develop social competence and vocational interests’ in order to prepare
them at school for the demands of adult life.

The fact that the handicapped teenagers do have special needs that
are not being catered for is exemplified by the fact that most of the young
people in the follow-up study who had either no occupation or quite
unsatisfactory occupation appeared to be completely unprepared for
dealing with this situation, and also by the high level of social isolation
found particularly, but not exclusively, among those who had attended
special schools. In general, the teenagers were poorly prepared for life
as an adult handicapped person on leaving school, and in most cases
were still unprepared at the end of a year in further education.

Preparation in school for adult life must embrace two important areas.
The most obvious is helping in the transition to work which must include
all the things that can be done to maximize the teenager’s chances of
finding a satisfactory placement after school—whether this be
employment, further education or some alternative to work. (The subject
of careers guidance, education and advice will be considered in more
detail in chapter 11.) However, preparing school leavers for work and
helping them to find placements is not the only problem area. It is just as
important to foster skills needed for general social competence, such as
making friends, use of leisure time and dealing with bureaucracy, and it
is here that schools can play a crucial role. A recent study for the OECD
of the ‘preparation for life after school’ programmes in nine local
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authorities in Great Britain (Rowan, 1980) noted that courses of this
kind have become more numerous recently, and will be increasingly
important for both handicapped and non-handicapped secondary age
pupils given the diminishing employment prospects generally.

In fact, in all schools some form of ‘social education’ or ‘education
for living’ takes place whether or not it is on the curriculum. Certain
standards of behaviour are established by school rules and others may
be learned unconsciously by the response of peers and staff to different
behaviours. However, certain aspects of this kind of learning may need
to be made more explicit, and this is especially true for handicapped
pupils who have not had the same opportunities to build up social
confidence and experience in the daily routines of independent living.
Teenagers may need specific guidance about the appropriate behaviour
in social settings which they may have never encountered while at school.
A most important element of this, for special schools, is to find ways of
establishing contact between their pupils and able-bodied young people
in both formal and informal settings, so that leavers are not inhibited in
their social relationships with the able-bodied in adult life. The importance
of a well prepared programme of ‘education for living’ was pointed out
in the Scottish Report (1975) but it does not minimize the difficulties
involved: ‘The achievement of personal identity and satisfactory
relationships in the adult world and with the opposite sex poses problems
to which there are no simple answers.’

Social education programmes in special schools will be particularly
important for pupils who, although theoretically employable, may be
unable to find employment at the present time, or for the more severely
handicapped who will never be able to work. Whether pupils are to enter
open employment, further education or some alternative to work they
must be prepared to cope with their future place in the outside world. At
the very least, they need to achieve maximum independence and develop
social skills so that a more fulfilling life without work can be enjoyed.

In recent years these kinds of programme have been developed in
schools for the educationally subnormal (ESN) but not in those for the
physically handicapped (Tizard and Anderson, 1979). The changing
nature of handicap, due to the decline of conditions like polio, together
with the move towards the integration of the more able into ordinary
schools means that most of the children in PH schools are now very
severely or multiply handicapped and a high proportion have marked
learning difficulties. Spina bifida and cerebral palsy together now account
for about two-thirds of the population in special schools. It would seem
that there has been a time lag in developing a curriculum more suited to
the fact that less able and more handicapped children now predominate
in the special schools.

The OECD Report notes that although many of the transition
programmes in the ESN(M) schools are new and have had their
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difficulties, the curricula are constantly being improved and the valuable
experience gained in the process could be passed on. The courses
reviewed for the Report, covered ‘such aspects as personal life, health,
hygiene, shopping, home management and getting on with other people,
to bring public services like the post office, library, telephone and transport
into familiar use, and to introduce the routines of work—from job
applications and time-keeping to travel and canteens. Visits to local firms
and public offices are arranged and nearly everywhere there is work
experience for one day a week in the final year’ (Rowan, 1980).

A survey of the provision for ‘social education’ for special school
leavers, and the facilities available to them while still at school to make
contacts and relationships with their peers in ordinary schools, was
recently carried out by PHAB (1979). Replies to a postal questionnaire
were analysed for the 128 schools that replied out of 146 contacted. The
survey looked at out-of-school activities, youth clubs, other groups,
contact with other schools and formal links between schools as well as
families’ and teachers’ views on the need for social education. It found
that the kind of provision most often seen as desirable in these special
schools was for greater links with ordinary schools. It concludes: ‘It was
evident that many head teachers were extremely well aware that their
school leavers needed help with the difficult transition between the special
school environment and the outside world. Many were trying hard to
prepare their pupils for this while they were still at school.’ But it also
adds the important proviso: ‘The impression gained from this study is
that there is still a long way to go in enabling special school pupils to
widen their horizons.’

It is apparent that schools play an important part in the social
development of teenagers. The type of school attended and the scope of
the curriculum will either create opportunities for developing confidence
in different social settings or will greatly inhibit this possibility. For this
reason, the staff of the sixty schools attended by the teenagers in the
study (including class teachers, year heads, pastoral care staff, careers
guidance staff and social education staff) were questioned about the
services they offered and their suggestions for improvements. In addition
the teenagers and parents in both phases of the study were also asked
about their personal experiences in receiving advice and help and for
any ideas they had on the improvements needed to be made.

This chapter examines the services offered by the different schools,
including any special arrangements made by ordinary schools to cater
for handicapped pupils, as well as the pastoral care arrangements in all
schools. The social education (‘education for living’) programmes will
also be discussed, and the views of the parents and the teenagers are then
considered to compare the schools’ and the families’ perception of the
effectiveness of these programmes. We shall also consider education for
use of leisure, and how much the schools promoted integration with the
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able-bodied outside school hours. Sex education and preparation for
parenthood programmes are next examined and compared with the
teenagers’ knowledge and opinions about which areas need to be
developed further. In the final section, the schools’ suggestions for
improvements will be described, together with the teenagers’ and the
parents’ complaints and feelings looking back at their schooling a year
after they have left.

Services provided by schools

Handicapped pupils in both ordinary and special schools are likely to
need extra help and support in the transition to adult life although they
may face different problems and the solutions will, of necessity, differ
according to the school setting. While it may seem obvious that attending
a special school will make it much less likely that a teenager will have
friends who live nearby, attending an ordinary school does not
automatically solve the problem of friendship, as shown in chapter 3.
The attitudes of the handicapped teenagers to themselves, and the attitudes
of others to them, will greatly determine their social competence and
sociability in general. Both ordinary and special schools can provide a
supportive framework and make imaginative attempts to help a teenager
overcome these physical, social and emotional difficulties which
determine whether satisfactory social relationships developed at school
and in adult life.

The Spastics Society has been concerned with this very subject, setting
up a working party on ‘The Special Needs of Handicapped Adolescents’
which reported in 1978. This points out that in special schools it should
be easier to identify the needs of handicapped teenagers than in ordinary
schools. It considered that coming to terms with one’s situation may be
considerably more difficult in a large comprehensive school where a
handicapped youngster is the only handicapped pupil than in a small
special class with other handicapped peers and staff who are aware of
their problems. Also in ordinary schools at present, there are few teachers
or counsellors who understand the wide and varied range of individual
needs which many handicapped adolescents and their parents are likely
to have.

In our study, we looked first, therefore, at what special arrangements
had been made by any of the ordinary schools we visited to accommodate
handicapped pupils or to make their participation in the normal school
activities as full as possible.

Special arrangements in ordinary schools

The level of the physical adaptations and back-up services required in
ordinary schools will obviously depend on the number of handicapped
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pupils in attendance, the severity of their handicaps, as well as the size,
physical layout and general organization of the school concerned. The
characteristics of the ordinary schools involved in this study have already
been outlined in chapter 1. The number of physically handicapped pupils
on the school registers varied greatly according to the completeness of
the records and the school’s own definition of physical handicap. One
school said that fifty pupils out of a total school population of 1000 were
physically handicapped, but this included very minor deafness or eyesight
problems, as well as epileptics and cerebral-palsied pupils. On closer
examination, and with stricter definitions, no school had more than ten
handicapped pupils, and most (thirty-one schools out of thirty-four) had
between one and five.

Only three schools said that they had made some physical adaptations
in the school for handicapped pupils. One had built a ramp in the hall so
that the spina bifida girl in the study could wheel her wheelchair in and
out, and they were also planning to make a ramp in front of the school so
that she could get herself in by this. Another school had also built a ramp
into one of the classrooms (not for the survey pupil but for a girl severely
handicapped with muscular dystrophy). Another school, which had two
thalidomide pupils and one muscular dystrophy pupil as well as the spina
bifida boy we interviewed, had arranged for a lift to be installed. A fourth
school had specially arranged the timetable of one of the survey pupils
to minimize the amount she had to move about the school because they
could not provide a lift.

Few schools had arranged special medical supervision of their
handicapped pupils, although five said that the school doctor would have
extra involvement with the handicapped pupils. Only five said that the
school doctor systematically saw handicapped pupils and had extra
responsibility for them, although in only three schools had the doctor
actually seen the survey pupil during the last year. (Two boys had been
seen for medical check ups, and one so that a medical report could be
sent to the careers officer.) Some schools had a school nurse, but only
three of these had special responsibilities for the handicapped pupils,
and in only two was there systematic involvement. Three of the survey
pupils had seen the school nurse in the last year. One was trying to arrange
hydrotherapy at a local special school for a cerebral-palsied girl, and
one saw a cerebral-palsied girl about personal problems. The third saw a
spina bifida boy on the occasions when his bag leaked, but since she had
received no instruction on how to change a bag, she merely arranged for
the boy to be sent home when accidents occurred. However, she had
arranged on her own initiative for this boy’s mother to have a telephone
installed through the Rowntree Fund. In another school, which did not
have a school nurse as such, the spina bifida girl in a wheelchair had a
part-time welfare assistant who was employed by the LEA for this girl’s
benefit and who, in fact, acted as an unofficial matron to the entire school.
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She assisted the spina bifida teenager by helping her with toileting and
in getting around the school in general, had taught her to type while the
other pupils had physical education lessons, and also worked with this
girl in the lunch hour helping her with independence training. This woman
had been given no information at all when she started this work, but by
chance met the Advisory Teacher for the handicapped in Hertfordshire
who was very helpful and arranged for her to spend a few days at the
local special school and to attend a course for school matrons.

None of the ordinary secondary schools which the handicapped pupils
in our study attended had designated a member of the teaching staff to
have special responsibility for handicapped pupils. There were also no
individual teaching arrangements. All the schools, except three, said that
the handicapped pupils attended ordinary classes and no special
arrangements were made for them. However, all but four of the schools
(three of these being grammar schools) had a teacher who was mainly
responsible for the slow learners. This was usually the head of the remedial
department or a teacher with a graded post responsible for slow learners.
The majority of schools (N=20) had a remedial department while others
had ‘remedial sessions’, ‘special classes’ or a remedial advisor who gave
help in ordinary classes. Two schools said that the handicapped pupils
were in full-time remedial classes, and two used the remedial facilities
regularly. In another school there was a special unit, ‘The
Communications Unit’, for pupils with learning difficulties which the
survey pupil concerned was due to enter the following term. This unit
comprised twenty children from the fourth and fifth years with special
learning difficulties. Each pupil spent eight 1 hour 10 minute sessions a
week in this ‘workshop’ getting extra individual help and social skills
training. For example, they were taught how to use the telephone, go
shopping and other such activities. In addition, fifteen schools said that
the physically handicapped pupils occasionally used the facilities for
slow learners. Examples quoted were a boy with spastic quadriplegia
who was learning to type as he could hardly write; a boy who had always
been given extra tuition in English, maths and science; a girl taking the
‘Right to Read’ course; and a boy getting extra individual help with
reading.

On further questioning, eleven of the schools said they had other
special arrangements or facilities for handicapped pupils or other pupils
with special needs. Four of these had recognized the need to cater for
pupils with behaviour problems separately in special withdrawal units
of some kind. One was planning to take all the maladjusted pupils in
North Hertfordshire into a newly opened unit for twenty children. Two
schools had peripatetic teachers for the partially hearing, and one of
these had, in addition, a remedial specialist who also acted as a counsellor
and teacher of social education. She gave extra support to pupils with
emotional as well as learning problems. One large comprehensive school
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with a very large Asian population had appointed a special teacher to
help these immigrant children learn English with the use of the language
centre at another school.

Pastoral care in both types of school

We have already pointed out the emotional and behavioural problems
that the group of teenagers in this study are likely to have (see Chapter
5). In the light of this, and the general probability that adolescence will
be a particularly stressful period for handicapped teenagers, the pastoral
care organization in school would seem to be of prime importance in
providing support at this time.

This is very important in both special and ordinary schools but for
rather different reasons. The special school will need to stimulate the
confidence of their pupils to mix in the wider community and to face the
prospect of leaving the protective atmosphere of the special school. In
the ordinary school the special emotional problems faced by the
handicapped pupil may well be overlooked, but the evidence from this
study suggests that these pupils did appear to need special help,
particularly for girls in their relationship with the opposite sex. A
counsellor who understands the handicapped teenagers’ situation and
empathizes with the teenagers’ special worries can help in their transition
to adult life and in coming to terms with their position in life. The Spastics
Society’s Working Party (1978) has recognized this, and has called for
personal counselling services to be readily available to handicapped
adolescents in all types of schools as one of the major priorities for this
age group. They further point out that as fewer people in mainstream
education are likely to be aware of the needs of handicapped adolescents
this should receive priority consideration, although of course they state
that it is equally important to recognize the needs of those in special
schools.

With this in mind, it is interesting to look in detail at the pastoral care
and counselling arrangements in both the special and ordinary schools
that we visited. When asked generally about pastoral care in the school,
the staff in ordinary and special schools demonstrated a distinct difference
of opinion about how such matters should be conducted.

The ordinary schools tended to outline a formal system of pastoral
care, describing a hierarchical system of responsibility starting with the
form teacher, the child being referred on, if necessary, to the year head
and sometimes to the head of the lower, middle, or upper schools. A
number of schools also said that the deputy head was an important person
in the pastoral system. Alternatively, the house system was the pastoral
unit, and the house tutor or head of house was the key pastoral figure.
Four schools also mentioned a school counsellor who played a part in
individual guidance in addition to the more formal structure of care.
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Most of the ordinary schools (N=25) said the person likely to have the
most knowledge of a particular pupil’s personal and emotional
development was the form tutor or class teacher, while a number (N=8)
said this would be the year head, and a few (N=4) that this would be the
head of house, the head of middle school or the head teacher. Only one
school said the school counsellor knew pupils best.

The picture given by the special schools was quite different. They
were generally in favour of an informal, personal approach made possible
by their small size compared with the ordinary schools. Most said that
personal problems were dealt with on an informal basis by a variety of
staff members—the class teacher, the head teacher, medical staff, welfare
assistants or house parents. It may seem surprising that only two special
schools mentioned formal arrangements in the form of a regular
counsellor, although two said that structured case conferences were held
regularly about pupils. In no school was there a member of staff with
specific responsibility for the pastoral care of pupils.

Like the ordinary schools, the form teacher was the person named
most often (by fourteen of the twenty-six special schools) as the person
who knew pupils most intimately, yet in only one school was time
assigned for form teachers to discuss personal and social relationships
with the pupils in their classes. Some mentioned other members of
staff in conjunction with the form teacher. Four of the residential schools
mentioned the matron, and three others mentioned either the
houseparent or the form tutor. Two schools thought the welfare assistants
or child care staff would know the children best, and one school said
that the head or deputy head would have most knowledge of each pupil.
It was difficult to see how most of the systems described could
adequately identify any but the most severe and obvious problems, and
this would appear to be an area in which great improvements could be
made to help the handicapped teenager cope with this particularly
stressful time of life.

Counselling

Chapters 5 and 6 describe how the physically handicapped teenagers
suffered from a higher rate of psychological problems—especially the
so-called ‘neurotic’ disorders—than their able-bodied peers. The specific
problems described include depression, anxiety, loneliness and lack of
self-confidence. Over half the handicapped teenagers had problems in
adjustment, and one-quarter had marked problems which indicated the
need for counselling by someone experienced in the field of handicap.
The Spastics Society Working Party (1978) named ‘the need for personal
counselling services to be readily available to handicapped adolescents
in all types of school…as one of the major priorities for this age group’.
Warnock also recommended ‘that better counselling on personal
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relationships should be available to young people with special needs and
their parents from a variety of sources, including the health and social
services and voluntary groups’ (para. 10.96).

First, let us look at what is meant by ‘counselling’. The Spastics Society
define it by its aim: ‘The ultimate aim of counselling is to help people to
come to terms with their difficulties and solve their own problems.’ They
note the problem in defining counselling by method because of the wide
range of counselling techniques currently used, which include group or
individual counselling, while the role of counsellors may be seen as giving
advice or guidance or, to follow Carl Rogers’ philosophy, simply to listen,
understand and accept (Rogers, 1942). There is also a blurred distinction
between social work and counselling. Counsellors can include trained,
partly trained or untrained personnel appointed by statutory or voluntary
agencies, or friends, teachers and parents. As far as trained counsellors
for adolescents are concerned, there is a lack of information about the
number throughout the country and how many are currently working
with handicapped teenagers.

The Warnock Report concluded that ‘young people with special needs
may require advice on a range of personal matters including health, and
personal and sexual relationships’. Counselling on sexual relationships
is discussed separately, pp. 281–2, and we shall deal here with counselling
in schools on other personal matters.

Ordinary schools. Most of the ordinary schools had no special counselling
service as such, but two had full-time counsellors, and seven had part-
time school counsellors. These counsellors mainly gave help with
personal and social problems, either in group sessions or individually,
but a few said that they gave some educational and vocational guidance
as well. Two schools also had informal arrangements for counselling,
which were very interesting. In one the two heads of the upper school—
a married couple—took charge of the pastoral care of the boys and the
girls separately. Every six weeks pupils who were considered not to be
working for one reason or another were seen by them and this often
generated counselling for personal problems. Pupils would often approach
them to talk about personal matters. In the other school a well organized
system of ‘communities’ was set up with the specific purpose of pastoral
care. The communities were like houses in structure, but had no
competitive element. The head of the community kept files on all the
pupils and would deal with any individual problems. The form tutor would
get to know pupils in tutorial periods but refer any pupils who needed
extra help to the respective community head.

As far as their teachers were aware, only three of the thirty-seven
survey pupils in ordinary schools and one of the control teenagers had
been to see the school counsellor in the past year. One girl had been
referred to the senior mistress by her form teacher because she was very
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isolated, nervous and depressed; another had sought help of her own
accord because of headaches and feeling the pressure of impending GCE
O level exams. A third survey pupil had been seen by the counsellor on
a casual basis because of complaints from the staff about her laziness
and untidiness, and she also saw this pupil in connection with funding
her travelling expenses to a Spastics Society’s assessment course. One
control teenager had been to see the school counsellor on several
occasions about feeling upset and inadequate in comparison to her sister
who was brighter and doing much better at school.

The majority of the ordinary schools said that they had no contact
with social workers. Only three had social workers attached to the school
(all on a part-time basis) while ten said that they could contact a social
worker if necessary. One school said that they used the health visitor
(who visited weekly) to contact families if there were problems, while
another said that the educational welfare officer (EWO) acted as a ‘special
sort of social worker’. In fact, most of the schools mentioned the EWO’s
as sources of help to deal with general family problems as well as with
truancy. The social workers who were used in ordinary schools usually
dealt with particular families and not with the teenager personally unless
referred by the school because of discipline problems. Only one of the
survey pupils in an ordinary school had been in contact with a social
worker in the last year as far as the school knew. This was a hemiplegic
boy whose family were quite notorious with the police in the
neighbourhood, and he received no personal support from home. He had
mixed at school and outside with ‘criminal types’ according to the school
counsellor and had recently been put on probation.

When the school staff were asked what sort of problems adolescents
with spina bifida or cerebral palsy generally wanted guidance about,
most of them said they did not know, or could not generalize from their
limited experience of individual cases. Two said that handicapped pupils
usually had very similar problems to their peers, and only three thought
that they were also likely to have problems specifically related to the
handicap. Indeed it seemed unlikely, with the counselling systems
described by the schools, that many handicapped pupils’ needs would
have been identified, or that any extra help they required would have
been recognized.

Special schools. Since special schools are dealing with handicapped
pupils who are known to have more problems to cope with than able-
bodied adolescents it might be expected that individual counselling would
be an integral part of the special school structure. However, only eight of
the twenty-six special schools visited (four residential and four day
schools) said that either members of staff (N=2) or visiting professionals
(N=6) were given time specifically for individual counselling. Two of
these were visiting educational psychologists, one who came weekly
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and the other fortnightly; two were attached social workers who visited
at least once a week and would deal with pupils’ problems or act as a
link between the school and the pupils’ home, offering help and assistance
to the parents as well. In another school the social worker had started to
hold group sessions where teenagers could talk about their personal
problems. Only one school had a formal arrangement with a visiting
counsellor for the sole purpose of in-depth counselling of pupils. This
scheme seemed so successful that it will be described in detail later in
this section (p. 267).

Of the two schools which had staff members who acted as counsellors
neither had had any special training. In one the matron was always
available to both parents or pupils, and in the other the deputy head’s
post was seen to be primarily of a pastoral nature, while the head of the
upper school was also free every afternoon to deal with the pupils’
personal problems. Three other schools mentioned ad hoc
arrangements. Two said that their social workers did counsel pupils on
request and if necessary referred them on to an educational psychologist
or some other professional. In another the matron was always available
to the pupils, and an educational psychologist visited if consulted over
disturbed pupils.

Few schools, therefore, could offer a special counselling service,
but it might be expected that where local authority social workers were
attached to special schools they would be available to give advice to
individual teenagers or their families if necessary, as well as dealing
with such things as aids and benefits or other special services. Only
five of the twenty-six special schools visited had a full-time social
worker attached, while six had a part-time social worker. In addition,
ten schools said that they would contact someone to give advice when
help was needed, usually the educational welfare officer or a local
authority social worker, while one school used a health visitor to liaise
with parents and to refer any problems to the appropriate authorities or
local family doctor.

In fact, only nine of the eighty-two survey pupils in special schools
were reported to have seen their teacher or counsellor for help or advice
with personal or emotional problems over the past year. We also asked
what proportion of the secondary age pupils in the special schools (not
just the survey pupils) had received some personal counselling over the
last year. Seven of the schools said they had no idea, while five said that
no pupil had received personal counselling. However, in eleven schools
counselling was commonly provided for children of secondary age, but
this included four residential schools which provided regular counselling
for families although the pupils themselves could not approach anyone
for help or were not seen for counselling individually.

Most of the special schools maintained that there did not appear to be
particular problems associated with teenagers with cerebral palsy or spina
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bifida. Most schools thought that the majority of problems the teenagers
were concerned about were the same ones that any teenagers face or
worry about at this age. Many schools mentioned problems at home,
marital discord or family breakdown, worries about leaving school and
what they would do when they left. Some schools also mentioned sexual
worries, going out with friends independently and meeting the opposite
sex as being a concern of pupils of this age. However, while these are
subjects that may concern all teenagers, they are certainly much more
difficult for handicapped adolescents to overcome without assistance.
Only one school mentioned loneliness as being the biggest problem for
handicapped teenagers and thought this was especially apparent in the
teenage years.

Given that our study revealed that the handicapped teenagers had many
problems and worries specifically connected with handicap, such as
incontinence, epilepsy, and worries about sexual relationships and
relationships generally with their able-bodied peers, it seems
extraordinary that the special schools were unaware of their pupils’
anxieties and of their great need for counselling during the adolescent
years.

One residential school (for cerebral-palsied pupils of secondary age)
did provide a service which seemed far and away the best of any described
to us and it seems worthwhile explaining this in some detail as an example
of good practice. The head teacher, while stressing the importance of
encouraging young people to raise problems with school staff, felt
strongly that pupils should have the right to discuss their personal
problems on a strictly confidential basis with someone who was not
connected with their day-to-day life at school. For more important worries
the head felt that skilled counselling was much more appropriate from
an outside expert, and consequently a counsellor with considerable
experience in marriage guidance has been visiting the school for some
years. This counsellor worked with pupils in a variety of ways. She visited
the school three evenings a week to work with groups and was also
available to do individual counselling if any teenager wished this. At
about 13 or 14 years, groups of about eight pupils were taken for a period
of at least three weeks (and sometimes much longer depending on the
interest shown) to discuss their sexual development and personal
problems. Attendance at these sessions was not compulsory and any
teenager could opt out if he or she felt uncomfortable, but all pupils
were encouraged to go. These groups might be mixed or single sex
according to the pupils’ own preference; no member of staff was present.
These sessions were entirely confidential and pupils knew that they could
go to the counsellor on an individual basis at any time. The head arranged
the appointment but would not ask about the problem. The head thought
that this arrangement was a great success and that there had been a definite
decrease in general tensions since formal counselling had been available.
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Also during the past few months the school had been trying out
counselling for those with no speech, since the needs and problems of
this group of young people is considerable. They felt that some success
had been achieved by involving the speech therapist on the same basis of
confidentiality as the counsellor. The therapist discussed with the child
what he or she wanted to talk about and the counsellor dealt with that
subject. The head pointed out that this was very time-consuming but was
showing positive results as tensions were being reduced. From his
experience, he thought that counsellors must be prepared for the fact
that more problems will arise as young people are taught to examine
themselves, and emphasized that parents must be involved at an early
stage to help them face their own problems and understand more about
their child’s development and adjustment to adult life.

Schools’ perception of the adequacy of counselling and pastoral services.
Given the paucity of counselling services available, it is interesting to
note that a large proportion of both the special (48 per cent) and the
ordinary (42 per cent) schools thought that the counselling or personal
guidance services available within the school were meeting the needs of
the handicapped teenagers quite adequately. However, almost equal
numbers thought that while services were fairly good they could be
improved in some way, while about 10 per cent of special and ordinary
schools felt that they were definitely inadequate.

Of the three special schools which felt their counselling services and
pastoral care organization was definitely inadequate, one had only been
opened for two years so had not fully established any arrangements yet;
another said that the teenagers did not approach the staff with their
problems and felt that perhaps a person from outside the school could be
more helpful in counselling; while the third, a residential school, felt
that the teachers suffered from a lack of contact with the teenagers’ home
background which limited the kind of help they could offer. The three
ordinary schools which thought that their services were inadequate
applied this judgement as far as all pupils were concerned, and not just
for the handicapped pupils. Two of the schools felt that their pastoral
staff did not have enough time to devote to personal counselling and
hence only crisis cases or behaviour problems were seen, and that no
self-referrals were possible. The other school felt that their school pastoral
team (the educational psychologist and social worker) was inadequate
to deal with all the problems since the children came from a very deprived
neighbourhood with many social problems: they felt they needed a full-
time counsellor.

Some of the ordinary schools (N=74) and special schools (N=8)
thought that their counselling services were fairly adequate but could be
improved. Some of the special schools felt that they would benefit from
having a social worker or another visiting professional attached to the
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school to help with counselling, for example with genetic and sexual
counselling. Most of the ordinary schools complained that the staff did
not have enough time to deal with pupils’ personal problems as they
were so busy teaching, though this was seen as a general problem for all
pupils and not the handicapped pupils in particular.

These figures again indicate that schools simply did not appear to
appreciate the extent of problems or anxieties experienced by the
handicapped teenagers in their care, or that the amount of counselling
being offered was insufficient to meet the teenagers’ needs. In our
judgement only five of the special schools were providing anything like
an adequate service in this respect. It was a little more difficult to make
a similar judgement for the ordinary schools in respect of their non-
handicapped pupils, but certainly no ordinary school appeared to provide
a service at all tailored to the needs of the handicapped.

Social education

As already mentioned at the beginning of this chapter, a school’s
responsibilities towards its handicapped pupils do not consist solely of
academic teaching but also include preparing the pupils for life after
school, which should include a comprehensive ‘education for living’
programme and should, where possible, also act as a mediator in finding
a satisfactory post-school placement. PHAB concluded in their survey
(1979) that most special schools now recognize the need for social
education programmes to foster social competence and personal
independence as an important preparation for the transition from school
to the outside world. In the nine local authorities surveyed by the OECD
(Rowan, 1980), all the ESN(M) schools looked at had begun to develop
programmes for preparing handicapped teenagers for the world outside
before they left school, and nearly all of those were geared to building
up social competence as much as helping the transition to work.

Since nowadays far more children in schools for the physically
handicapped suffer from central nervous system damage they are often
of low ability, while a high proportion have complex and multiple
handicaps; this means that such programmes must now become a more
central part of the special school curriculum as they have been for some
time in the ESN schools. For the most severely handicapped youngsters
such social education programmes will be a question of nurturing the
most basic independence skills, but for others they should include the
encouragement of attributes of a general nature, such as a willingness to
accept responsibility and make decisions, as well as more specific skills,
such as coping with money and the transport system or various household
activities (buying and cooking food, washing up, cleaning, bed-making
and budgeting). All activities must be aimed at encouraging maximum
physical and also personal independence. Other aspects of ‘education
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for living’, that will affect a special school leavers’ social independence,
are general hygiene and self-care, while health education should be a
regular feature of the curriculum in all schools. Handicapped pupils will
have to face special problems in this area; in the case of spina bifida
teenagers, for example, incontinence management is crucial, while all
paraplegics are prone to pressure sores so that self-care of skin must also
be learnt.

The Scottish Report (1975) indicates another function of the special
schools when it recommends that ‘each PH child should leave school
with a sound knowledge of the aids and equipment which are available
to him as an adult and also exactly how to obtain these, so that he will be
able to assess in a realistic way the extent to which he can achieve domestic
independence and travel to work’. Teenagers also need to be taught while
still at school about the services available to them and about how to
claim for benefits for themselves.

Education for leisure is another important area, especially for the
majority of special school leavers who are unlikely to get paid
employment. Learning how to make use of adult education facilities,
developing hobbies, and considering the possibility of voluntary work
are all important since they suggest to the school leaver ways of making
his life more interesting and satisfactory, and of helping him to meet
non-handicapped peers on equal terms. This is most important for
handicapped teenagers both in ordinary and in special schools since, as
we have shown, social isolation was a great problem for the majority of
teenagers in the study.

However, it is not only in the special schools that education for adult
life is important. Ordinary schools have also started covering this area,
often combined with careers education, and no doubt it will become
increasingly important if unemployment continues to rise and alternative
arrangements to active work have to be considered. If this happens the
amount of leisure time for all school leavers will increase, but especially
for the handicapped whose employment prospects are poor, and who are
likely to have long periods of unemployment. The constructive use of
leisure is a major area in which all schools can prepare its leavers for life
after school.

It is often assumed that these different aspects of education for living
will be part of the curriculum of a special school. This is not usually the
case as our results will show, and the Scottish Committee in their visits
to schools for the handicapped found only one school in which education
for living was an established part of the curriculum and recommended
that much more be done in this area. One example of such a course,
offered by a college of further education rather than a school, is provided
at Beaumont College opened by the Spastics Society in 1977. It aims
specifically to provide a social learning curriculum for slow learners or
pupils in the ESN(M) ability range. The college sees its main task as
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‘preparing physically handicapped and intellectually retarded young
people for an adult life which is to be lived, where possible, within the
wider community; our main concerns are with developing attitudes and
skills associated with a person living a life as independently as would be
possible. A preparation for life in the wider community would for most
of our students involve obtaining optimum independence from the various
effects of physical handicap and acquiring a satisfactory and satisfying
degree of personal growth and social independence.’

The schools’ attitudes towards preparation for adult life. When asked
about things that the school was doing to prepare its PH pupils for life
after school, the ordinary schools unanimously felt that special
arrangements for their PH pupils were not appropriate because each
school had so few. This does present a problem since these one or two
pupils in a school will often need extra support and help in adjusting to
adult life although it is very difficult to know how to provide this without
stigmatizing the pupil as ‘different’. Any extra help offered would have
to be given discreetly, although this should be possible with a good
pastoral care system.

Many of the special schools, however, were able to describe ways in
which they were attempting to facilitate the broadening horizons and
social competence of their pupils. Most schools had not specifically
developed an organized leavers’ programme, but involved the pupils in
shopping expeditions, visits to supermarkets and local facilities like the
library, and encouraged them to attempt washing and cooking in school.
Four of the residential schools had ‘independence flats’ or bungalows
which they used for leavers. Pupils were usually placed in this flat in a
small group for a week or two and had to look after themselves entirely—
shopping, budgeting, cooking, washing and cleaning; their attempts were
usually monitored.

Four of the special schools had developed special ‘leavers’ courses’
and these will be described briefly since they are quite rare at present,
but offer useful models to show what it is possible to do within schools
in this respect. In one this involved the occupational therapist and
domestic science teacher and emphasized independence training both in
the school and on a week’s intensive course by the sea in an ASBAH
bungalow. Some of the leavers went on a one-week residential course
for handicapped school leavers, originally designed for ESN leavers.
Another school (for the ESN(M)), was aiming to make its pupils ‘socially
acceptable’ during their last year at school through a special programme.
They took pupils out to introduce them to local facilities like the sports
complex and youth centre, and also actively made use of certain public
facilities like the library, telephone box, careers office and social services
offices. On one day each week pupils were given work experience in the
school, including clocking in and out, ‘working’ at packing boxes on a
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simulated conveyer belt system, learning about work routines and wage
slips, and how to fill in various forms. The third school leavers’
programme formed part of an overall social studies programme which
was provided both for younger pupils and for those in their last two
years at four levels, according to ability. The course for older pupils
included topics such as contraception, alcoholism, smoking, marriage
and family relationships, as well as subjects related particularly to
handicap, such as the hereditary risks of spina bifida and the management
of incontinence in relation to marriage. The teacher of the leavers’ class,
who also dealt with careers, emphasized that she was trying very hard to
make pupils think about how, as adults, they would use their leisure time.
She felt very strongly that not enough time was available to spend on
this subject which she saw as a priority for handicapped school leavers.
By far the most extensive leavers’ programme was in a residential
secondary school, only in its infancy at the time of the survey but laying
great emphasis on social education, especially in the last two years of
schooling, that is, for 14–16 year old pupils. There were five main
components to this programme—personal self-reliance, functional
mobility in the community (e.g., shopping, using buses, etc.), classroom/
practical knowledge (e.g., social security and benefits, use of money,
using the telephone, etc.), citizenship ‘training’ (e.g., discussions on
topical issues) and the use of leisure. Each term teachers rated pupils in
these areas so that shortcomings could be identified and gaps in the
programme could be overcome. This school was also doing some
questionnaire research in the school with the view to improving the
programme.

Information on handicap. A central problem faced by physically
handicapped teenagers, which has been discussed already in earlier
chapters, is how to achieve the normal adolescent desire to become
independent of their parents and form relationships with other adults,
peers and members of the opposite sex. Achievement of personal identity
and of satisfactory relationships will be hindered by the severity of
handicap itself, but could be further hindered if the young person and
his family do not have a clear idea about the extent of independence it is
possible for him to achieve. A sound knowledge of the nature and extent
of his ability, the modern aids and equipment, and the special services
(for example health and social services) and benefits that are available to
disabled adults are needed to prepare each school leaver for the problems
of adult independence. The first thing that is needed, however, is a good
knowledge about his own condition so that the young person can have a
better understanding of his needs, limitations and potential and thus
acquire a greater feeling of autonomy over his own future.

According to Philp (1978) there is little documentation about how
much handicapped children know about their condition, but what there
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is suggests that knowledge about the nature of handicap or treatment
given is poor. Scott, Roberts and Tew (1975) in a small study of twenty
adolescents with spina bifida looked at knowledge about the need for
penile and urinary appliances. They found that very few knew much
about the nature of their handicap or the reasons for surgery and that
only two adolescents ‘felt that they had a good understanding of their
condition’. This is also a clear finding in Dorner’s study (1976) where
only four of the forty-six adolescents interviewed had a good
understanding of the nature of spina bifida, eight an adequate
understanding, while twenty-four had only a limited understanding, and
the other ten were unable to give any description of the condition. Studies
of children handicapped in other ways (e.g., Feinberg et al., 1974; Burton,
1975), show that this lack of information on the part of young people
about their handicaps is the rule rather than the exception.

Questions to teenagers in our own study (see chapter 2, pp. 41–7)
showed that only about one-third had a good or even fair knowledge of
the nature of their disabilities. It is significant that the majority of teenagers
said that they would like to know more about their handicaps. Some of
the other studies mentioned (e.g., Scott et al., 1975; Dorner, 1976) also
make it clear that teenagers wanted to know more.

This unfulfilled desire to be informed about one’s condition is often
seen as resulting from ‘ignorance among parents’. It seems to be assumed
that parents should and will inform children about their handicap and
the reason for any medical intervention, but Philp’s review of the relevant
research concludes that the information received by the parents of
handicapped children is itself quite inadequate. He quotes numerous
studies of parents of children with spina bifida, cerebral palsy, diabetes
and cystic fibrosis which show that they have had insufficient explanation
of their child’s condition. Pless and Pinkerton (1975) show that this lack
of understanding and information is true for parents with children
handicapped in many different ways. If parents themselves are poorly
informed they obviously cannot inform their own children adequately.
However, the majority of teenagers in this study said that it was from
their parents that they had derived most of their information, although
some also mentioned medical staff, especially the hospital consultant.
Very few mentioned the school as a source of information.

Surprisingly few, only six of the special schools, did attempt to ensure
that their pupils left school well-informed about the nature of their own
handicaps. Three schools said that this was done on an informal basis,
usually by the form teacher, and in only three schools (all residential)
was a systematic attempt made by school staff to inform pupils about
their condition. All the special schools felt that it was important that
their pupils should have acquired a good understanding of their own
handicaps by the time they left school, but varied greatly in who they
thought should be responsible for this. It is interesting that only two of
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the special schools saw the parents as being responsible. Most thought
of it as something requiring special knowledge and coming most
appropriately from a doctor, nurse or other trained expert, although few
ensured that these specialists were available and actually did undertake
this responsibility.

It was of course much more difficult for ordinary schools to arrange
that their handicapped pupils be given knowledge about their conditions.
Anderson (1975), Halliwell and Spain (1977) and Cope and Anderson
(1977) all report that there is a dearth of information about handicap
available to teachers who are expected to integrate a handicapped child
into a normal classroom. Apparently the major source of information
to ordinary school teachers is the parent, and direct contact with medical
personnel is rare since school doctors do not appear to see it as part of
their role to inform the teacher about the medical problems of their
pupils. With information coming largely from the parents, who are
themselves not well informed, little accurate knowledge can be expected
of teachers in ordinary schools, and it was hardly surprising to find
that only one of the ordinary schools made any attempt to inform
handicapped pupils about the nature of their handicap, although all of
the schools, except two, felt that it was important that handicapped
pupils should have acquired a good understanding of their own
handicaps by the time they leave school. However, they did not feel
that this was the school’s responsibility. Ten said it was the job of the
pupils’ parents, two schools thought it should be a social worker, and
only two mentioned the school doctor. Eleven said that they didn’t
know who should be responsible for this.

Services and benefits. The Scottish Report suggests that the school should
allow time in the curriculum to make sure that each pupil leaves school
with a sound knowledge of the aids and equipment which are available
to him as an adult and also exactly how to obtain these. This means the
teenager will need to be given information about organizations such as
the Disabled Living Foundation, the Disablement Income Group and
others (see Appendix B). Teenagers also need to be taught at school
about services available under the Chronically Sick and Disabled Persons
Act, about the Attendance Allowance and Mobility Allowance and about
how to claim for benefits themselves. The Warnock Report repeated the
importance of covering these topics within the school curriculum.

Anderson and Spain (1977) have suggested that the close co-operation
of a social worker might be needed as teachers may not know in detail
exactly what is available to disabled adults. They also point out that the
reasons for teaching teenagers about benefits and facilities should be
explained to parents so that they too can take part in encouraging the
young people to assume as much responsibility as possible for themselves
in claiming and using them.
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It might be thought that most special schools’ curricula would
nowadays cover the many services and benefits available to disabled
people. However, in chapter 2 when we looked at the teenagers’
knowledge of benefits and how to obtain information about them we
concluded that the majority of teenagers were very badly informed indeed.
We commented that the findings suggest that there is still great scope for
more to be done about these matters in the social education programmes
in school. Our findings from our examination of the schools themselves
confirm this conclusion. Most of the schools agreed that it was important
that handicapped pupils know about the services and benefits available
to them, although one special school felt that there was not enough time
to cover this as part of the curriculum. However, in only nine of the
twenty-six special schools was a systematic attempt made to teach older
pupils about what is available, or how to contact local authority services
on their own behalf. The nearest the ordinary schools came to this was as
part of general civic studies programme designed for all students and
not for handicapped pupils in particular, though only seven of the thirty-
four ordinary schools said that they provided general civic studies lessons.

Again, the ordinary schools generally thought that providing
handicapped pupils with this kind of information was not their domain,
and tended to name parents, social workers or other experts from outside
the school. The special schools also named these people but they did see
members of the school staff, including house parents or occupational
therapists, as being appropriate sources of information in this respect,
despite the fact that so few actually taught this.

Mobility and driving. Adequate transport to work and to social facilities
is absolutely vital for adults with limited mobility. The mobility allowance
is a step in the direction of providing this even if the level is not yet a
realistic alternative to the provision of a special vehicle. The Warnock
Committee has recommended that ‘further consideration should be given
urgently to the needs of young people with disabilities for help with
mobility, particularly those aged sixteen to seventeen and those who need
special help to travel to and from work’.

Getting about is much easier for the handicapped teenager if he or
she can drive. Schools should therefore offer constructive help in this
respect, such as helping pupils to decide if driving would be feasible for
them and organizing driving lessons for pupils who should be able to
drive. This is particularly important in special schools where the pupils
are more severely handicapped, but it can be advantageous for many in
ordinary schools as well.

Only six of the special schools had any organized schemes for teaching
pupils to drive. For example, one school had a link with the local driving
school to teach any suitable pupils. Another school (also residential) had
arranged for someone from the Ministry of Transport to come in to inform
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pupils about transport and cars and to arrange for driving lessons. The
situation in ordinary schools was similar—only three schools had a
scheme for learning to drive (for all pupils not just for the handicapped).
No survey pupils at all were learning to drive through their schools.

Those who will never drive, and those who might do so at some future
date but have no immediate prospect of a car, need the opportunity to
find out about alternative forms of transport, such as the possibilities of
travelling by train, to discover whether they can use taxis or minicabs
unassisted, and to find out the best way of getting themselves and their
wheelchairs in and out of cars. Sometimes very simple aids which can
be home-made (such as a sliding board to help transfer from a wheelchair
to a car seat) can make all the difference in terms of making use of non-
family transport.

Teenagers should also appreciate the fact that the mobility allowance
is given specifically to help them with transport, and discussions begun
with the parents to see what portion of the allowance is needed to help
run the family car and how much could be given to the teenager so that
he himself could be responsible for paying for mini-cabs, etc. Volunteer
transport should also be discussed—whether there are any organizations
in the teenagers’ local area, such as the Red Cross or a Rotary Club,
which might be able to offer transport provided that petrol costs were
covered. It is most important that before he leaves school the teenager
knows that there are some other sources of transport available to him, so
that he doesn’t feel he has to rely solely on his family, and that he has
some practice in telephoning and arranging for transport by himself, so
that he feels competent to care for himself in this respect. As far as we
could ascertain no consideration was given by any of the special schools
to raising this important issue with their pupils.

Leisure. Another problem that has to be overcome by handicapped
adolescents is that of social isolation. In chapter 3 we examined the peer
relationships and leisure-time interests of the teenagers in our study and
concluded that one-third of those who attended ordinary schools and
two-thirds of those who attended special schools were completely isolated
once outside school, and many had few leisure-time interests.

Several factors play a part in the social isolation of these teenagers.
On the physical side access to buildings and transport are important but
there are also social and emotional factors. Placement in special schools
can lead to feelings of strangeness and anxiety in social relationships
with non-handicapped peers and it also makes it less likely that a
handicapped teenager will have close neighbourhood friends, or meet
non-handicapped peers. Also the handicapped person may feel anxious
or shameful about being handicapped which may itself interfere with
the forming of friendship. Kathleen Evans (1974) found that the spina
bifida adults she interviewed had many such anxieties. Both ordinary
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and special schools could do much to ameliorate these problems which
play a contributory role in the teenager’s social isolation at school and in
the post-school years.

Special schools especially could organize their pupils, with help from
non-handicapped peers, to carry out surveys of local facilities from the
point of view of access and then use this to put pressure on local authorities
for modification. This would encourage pupils to become accustomed to
speaking out for themselves, as well as introducing them to local
recreational facilities. As far as transport is concerned, as already
suggested there should be someone in each school responsible for
discussing with handicapped pupils and their family the problem of
mobility at home and in the neighbourhood, with the aim of ensuring
that each pupil knows how to get about his own locality and to visit
friends.

In many recent reports (e.g., Scottish Education Department Report,
1975) it has been recommended that contact between children in ordinary
and special schools should increase. School staff could do more to help
pupils in this way by encouraging them to attend youth clubs in their
area. As far as leisure pursuits are concerned more attention could be
paid to the sort of leisure activities that any child is likely to enjoy and
continue in adult life: music, gardening, reading, collecting, photography,
theatre and film going, and sport (either actively involved or as a spectator)
being some examples. These will not only encourage the constructive
use of leisure, but equip handicapped pupils with skills similar to the
non-handicapped and make social contact on an equal basis easier to
achieve.

Since the fostering of social development and the constructive use of
leisure are important both as ways of avoiding boredom and making
friendships, we were particularly interested in the ways the schools we
visited attempted this. Most of the special schools said that they would
like to see more mixing with non-handicapped peers. This supports the
findings of the PHAB study (1978) mentioned earlier which concluded
that teachers in special schools recognized the need for social education
programmes to enable their pupils to have greater links with ordinary
teenagers in order to broaden their experience. Seventeen of the twenty-
six special schools named some way in which they were attempting such
contacts, but most of these were very minimal (though important) such
as having mixed Scout or Guide troops or holding a PHAB club or other
‘mixed’ youth club on the school premises. Some also had volunteer
helpers from local secondary schools who visited the school for one or
two afternoons a week, often as part of a community service option in
their timetables.

Only three of the schools mentioned linked courses with ordinary
schools although this is the most obvious way in which the schools could
encourage contact. In one school this included junior pupils who went
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swimming with the local school, in another pupils from the special school
joined remedial groups from a nearby comprehensive for games lessons,
while some of the able-bodied boys attended the special school for the
CSE cookery course. One of the residential special schools had developed
this exchange more fully so that junior pupils were spending one morning
each fortnight in the local ordinary school, while on the alternate week
the children from the ordinary school came to the special school for one
morning to do joint project work. Also some of the senior pupils at this
school attended the ordinary school for typing lessons.

It is not only special school pupils who suffer social isolation however
since, as we showed in chapter 3, even handicapped pupils in ordinary
schools may lead very lonely lives outside school. None of the ordinary
schools was doing anything specifically to help handicapped pupils take
advantage of clubs or other organizations for young people in their area.
One school, however, did think that these pupils would be catered for in
their active social activities scheme for all pupils. This school was
arranged in ‘communities’ like vertical house-groups, and time was
allocated on the curriculum for a social education programme which
was described as ‘getting to know themselves, their family, the school
and the resources in the town’.

Sex education. During adolescence physically handicapped teenagers
will experience the same physiological and emotional changes as all
teenagers. The achievement of personal identity and satisfactory
relationships in the adult world and with the opposite sex poses problems
to which there are no simple answers. Particularly where their sexual
development is concerned, handicapped adolescents will face doubts
about their attractiveness, about the technical problems involved in
achieving a sexual relationship, or about the possible hereditary nature
of their disability.

Handicapped teenagers, even if they know about normal sexual
development, often know very little about their own particular situation.
Very little research into the knowledge and attitudes to sex of physically
handicapped teenagers has been carried out in this country. In Sweden,
however, Bergstrom-Walan (1978) reported a survey carried out with
seventy-five adolescents in special schools. Among these teenagers there
was a marked demand for more sex education especially about the ethics,
values and norms of sexual relationships, as well as technical information
and aids including, in particular, information about contraceptives.
Anderson and Spain (1977) point out that ‘the restricted social contacts
of handicapped teenagers mean that they have less chance to “pick up”
such information than do many of their non-handicapped peers’.

For the non-handicapped, while in the past it was assumed that parents
would inform their children about the facts of life, it is now usual for sex
education to be taught in school. However, the Warnock Committee found
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that sex education and counselling for the handicapped tended in general
to be handled very badly in schools. This is particularly unfortunate for
handicapped adolescents since their opportunities for learning about such
matters through self-education are limited compared to their able-bodied
peers.

The problem of sexual relationships and adolescence will also be
confounded by the attitude of society, which tends not to recognize that
handicapped young people undergo normal biological and psychological
changes and have normal sexual needs. Until recently, the discussion of
the sexual needs of handicapped adults and young people was very
neglected. The situation is slowly changing, and recent developments
include a survey carried out by the National Fund for Research into
Crippling Diseases of the sexual problems of the disabled (Stewart, 1975),
and the establishment of SPOD (the Committee on Sexual Problems of
the Disabled) which provides information, advice and counselling
services to individuals, schools and groups. This means that information
about sexual development and opportunities for counselling on sexual
and related problems can be provided for the handicapped in both ordinary
and special schools.

We asked the teenagers if they had been taught about the facts of life
in school and if they found this helpful. Nearly 60 per cent of the
handicapped pupils in ordinary schools had been taught in general about
how babies were conceived and born and had found this helpful. However,
between 20–25 per cent claimed that they had not even been given this
basic information. Similar results were found in relation to a question
about whether they had been taught at school how babies are conceived,
although here an even smaller proportion felt satisfied with the
information given.

Most of the teenagers in this study, both handicapped and controls
but especially the handicapped girls, wanted more information about
sex and child development (see Table 10.1). Overall only about 60 per
cent of teenagers and an even higher proportion of handicapped girls
wanted more information about these subjects.

Table 10.1 Subjects on which the teenagers felt they needed more information
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Let us now compare the teenagers’ reports of what they were taught
at school and which subjects they felt they need more information about,
with the schools’ perception of what they cover and their attitudes about
this subject in relation to the physically handicapped adolescents.

It appeared that most of the ordinary schools we visited covered sex
education; twenty-two of the thirty-four ordinary schools provided sex
education to all pupils, six for some pupils only, and only three had no
sex education at all. All included contraception in their courses.
However, sex education was not so commonplace in the special schools:
only thirteen schools (a half of those visited) taught sex education to
all pupils and in another seven schools this was provided for some
pupils only, while five schools did not cover this at all. Only eight
schools taught contraception. The way the schools provided sex
education varied considerably. Twenty-two of the ordinary schools and
ten of the special schools said that their sex education courses also
included the emotional and personal aspects of sexual relationships. In
three of the special schools, sex education was covered in biology
classes, and in two others as part of social studies, which sometimes
also included BBC programmes. Four other schools ran courses that
included sex education; one covered personal hygiene and was called
‘Good Grooming’, another ‘Human Relationships’ in which family
planning representatives gave talks; one school’s human biology course
covered the subject, while another had a human biology class for 12–
14 year olds and then specific counselling for 14–15 year olds from a
marriage guidance counsellor. In other schools sex education was not
part of a formal course but was left to individual teachers to cover in
their preferred manner; while three schools said that the subject was
covered on an individual basis.

The ordinary schools also varied in how they taught this subject. Six
schools covered it in biology classes, five as part of social studies, seven
in biology lessons coupled with some other part of the curriculum (social
studies, health education or housecraft). Six schools incorporated sex
education within courses which were basically on health education, with
various titles—‘Learning to Live’, ‘Social and Moral Education’, ‘Health
Education’. In one a specialist marriage guidance counsellor talked to
small groups and ran discussion groups, while in another group
discussions were run by a biology teacher. One school covered sex and
more general health education in specific tutorial groups as part of the
pastoral care system.

In none of the ordinary schools were any special arrangements made
for handicapped pupils to talk over private anxieties about their own
sexual functioning or sexual relationships. Only four schools thought
that there was a need for this and three of these felt that a doctor or
consultant was the best person to do this, while two felt that it should be
the school counsellor.
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None of the special schools raised with the pupils the specific problems
which certain physically handicapped people may have, for example the
problems of lack of sensation, incontinence, or difficulty in controlling
movement. Most felt that a sex education programme should not cover
such problems on a group basis but only on an individual counselling
basis, although in fact only four schools said that such problems were
ever discussed informally or on an individual basis. However, in one
school a SPOD representative had held a discussion with pupils on this
subject, while Wendy Greengross’s book (1976) was recommended to
pupils as informative reading. Most of the special schools did not know
what the pupils or their parents felt about the sex education programmes,
although nine thought the pupils were satisfied and only one that there
was some dissatisfaction. Two of the schools had held parents’ meetings,
one on adolescence and the other two on sex education (one involving a
SPOD representative), both of which were very well attended. Another
school broached this subject at a parents’ meeting but were told that the
parents were pleased with the way the school was covering the subject.

Nine of the schools suggested ways in which their sex education
programmes could be improved, including such things as starting at a
younger age, making sure that boys are as well informed as girls and
more expansion on potential problems that handicapped people might
have, including genetic advice. Some schools said that they’d like their
own staff to be better informed about sex and the handicapped so that
they could advise parents and help them to be more aware of the problems
that might concern their child. Others thought they should invite more
‘experts’ into the school from bodies like the Family Planning Association
(FPA), Marriage Guidance Council and SPOD.

Of the five special schools which did not teach sex education, only
one felt that this should not be covered in school at all. Most thought it
should be discussed on an individual basis because of the difficulty of
introducing the subject to pupils of widely differing levels, and felt that
group discussion could cause embarrassment and confusion in children
who did not understand. However, they had no clear suggestions about
how to do this and, as one said, ‘No one really has the courage to do this,
especially with the boys’. If staff are themselves embarrassed and diffident
about approaching this subject, then they are unlikely to be able to allay
the fears and anxieties of their pupils.

Sexual and genetic counselling. Anderson and Spain (1976) say that sex
education for those with spina bifida ‘must encompass not simply the
facts of sexual development as related to a particular individual’s
condition but also the opportunity to discuss the implications of these
facts for relationships with the opposite sex and also for marriage and
procreation’. Dorner (1976) has also pointed out that the spina bifida
teenage boys in his study were very concerned about their potency, and
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the girls with the question of marriage and whether they could have
children. Our own research suggests that many cerebral-palsied teenagers
were also worried quite needlessly about genetic risks if they had children
while many worried about how their handicap might affect a sexual
relationship (see chapter 4).

The Warnock Report has called for more research to be carried out
into how sexual counselling can best be provided for young people with
special needs, including the training of counsellors and other staff. They
suggest courses of training for all professionals working with disabled
adolescents so that as many people as possible will be equipped to give
support in this area. They also suggest that in this, as in other areas of
counselling, handicapped people can often best be helped by others who
are also handicapped.

Who the best person is to provide counselling on sexual matters will
depend partly upon how services are organized in a particular area and
on the confiding relationships a teenager may already have established.
There are now a number of psychiatrists with expertise in counselling
non-handicapped people on sexual matters and it may be possible to
contact them or SPOD.

Genetic counselling also needs to be readily available to handicapped
people and their families. This requires expert knowledge of the risks of
transmitting different disabilities. Philp (1978) has concluded that there
is room for the extension of genetic counselling facilities and for more
information to be provided about whom teenagers and parents should
contact if they require such advice. We found that in only nine of the
twenty-six special schools had arrangements been made for pupils to
talk over privately any worries about sexual matters. In five of these
schools, survey pupils had in fact made use of this opportunity in the
past year. Of the schools which did not provide for individual discussion
of worries about sexual matters, nine thought that there was no need, but
six felt this should be provided, usually suggesting that the school doctor,
the GP, or hospital doctor would be the most appropriate person. Only
one of the special schools systematically provided genetic counselling
for older handicapped pupils who might require this, for example those
with spina bifida. Eight other special schools said that this was done
only if the pupil sought advice, and two other schools could not say if
genetic counselling was covered or not; one of these was the school
where the marriage guidance counsellor handled the sex education, as
described earlier in this chapter, while the other said this subject would
be dealt with, if at all, by the school doctor.

Preparation for parenthood. Apart from basic sex education, twenty-
one of the ordinary schools (nearly 70 per cent) but only ten of the special
schools (40 per cent) provided ‘preparation for parenthood’ lessons.
However, these lessons were attended by all pupils in only nine of the
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ordinary schools and three of the special schools. In the other schools
only about half the pupils were involved. Only five of the survey pupils
in special schools and nine of those in ordinary schools had actually
attended these lessons, and the vast majority therefore had had no
instruction on this subject.

The content of this part of the curriculum varied—eighteen of the
ordinary schools and eight of the special schools included the care of
babies, and about the same number covered child development and the
practical problems of family life. In many of the ordinary schools these
subjects were covered as part of the CSE course in child development,
or in tutorials and social studies programmes. Two schools also taught
general household tasks and personal hygiene (including cooking,
laundry, first aid, budgeting, diet and skin care) in their social education
lessons, and one residential school was experimenting with pupils helping
to cook their own lunch, and introducing books about living in a family
setting.

Personal relationships. Apart from individual counselling or preparation
for parenthood lessons, some schools ran discussion groups in which
teenagers had the chance to discuss their personal relationships with
peers, parents or others. Eleven of the special schools and nine of the
ordinary schools reported that they did this, although the organization,
structure and depth of discussion varied greatly. Four of the special
and four of the ordinary schools said that they had such discussions at
least once a week, while the rest held them less than weekly, and two
special schools reported that only ad hoc discussions were held. In
both ordinary and special schools these discussions were usually chaired
by a member of staff, though outsiders were sometimes used. Six of
the thirty-seven handicapped pupils in ordinary schools had taken part
in these discussion groups over the past year, whereas only four of the
eighty-two pupils in special schools had participated in such a discussion
group.

The four special schools which held discussions about personal
relationships regularly (at least weekly) provided this as part of their
general social education or school leavers’ programme. In one school,
as already described, weekly discussions were held by a marriage
guidance counsellor from outside the school which covered the facts of
life and sexual relationships, as well as general counselling. Another
encompassed this as part of the overall social studies programme taught
by the form tutors throughout the school, covering topics in varying depth
according to age. The third school called one section of its leavers’
programme ‘The Home’ where such topics as living at home and leaving
home introduced discussions about relationships with parents, family
and friends. In the fourth—a residential school—the general studies
curriculum covered personal relationships in great depth.
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In contrast, the four ordinary schools which held regular discussions
on this topic did not include them within a wider framework of a social
education programme for leavers. Three of the schools said that such
discussions arose during the periods that were set aside for pastoral
activities of tutors but that these were not structured components of the
curriculum. The other school had recently started a ‘Pastoral Relations’
course, run by the head of the upper school, which she described as
having the objective of instilling self-analysis and decision making. Only
two of the special schools ever held discussion groups of this kind jointly
with non-handicapped pupils from neighbouring schools. In one school,
which was on the same campus as an ordinary comprehensive, some
pupils attended the comprehensive for a course in moral/social studies
and so would be involved in discussions in these classes. In the other
school three girls attended the local girls’ comprehensive to attend the
child care course for one day per week and the arrangement was
reciprocated by four pupils from the comprehensive joining in the leavers’
programme in the special school.

Section B. Suggestions for improvements

Schools’ suggestions

Some of the special schools were aware of their deficiencies in the field
of social education and made some suggestions. These included paying
more attention to helping the teenagers develop constructive uses for
their leisure time, and by providing more opportunities for teenagers to
mix with their able-bodied peers to develop confidences in interaction
with the able-bodied. Another suggestion was that schools should aim to
make teenagers as independent and socially responsible as possible in
matters like coping with money and health problems, and generally to
foster a mature self-reliant outlook, and not ‘protect’ pupils from the
outside world. This, they felt, would help in easing adjustment to adult
life and avoid the acute shock often experienced by handicapped pupils
when leaving school and being forced to face the community and world
of work. Other suggestions focused on giving teenagers more vocational
training or work experience so that they could leave school with a more
realistic opinion of their own capabilities and what would be expected
from them at work.

Parents’ and teenagers’ suggestions for improvements

In the Phase II interviews, we asked the handicapped teenagers and their
parents for their views on ways in which young physically handicapped
people could be better helped before and after leaving school. In particular
we asked if there was anything they thought their school could have
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done which would have made it easier for the teenager to cope with life
after school.

This question provided a wide range of suggestions. The teenagers
mainly spoke about educational matters—being allowed or encouraged
to take exams, getting more advice about leaving school, or having more
basic maths and English teaching to improve their ability generally. Others
specifically mentioned careers guidance and preparation for an
independent life-style. For example, one teenager said, ‘They could have
given you some work to do at school, taught you what it was like to be at
work so that you knew what to expect when you left’. One boy in an
ordinary school felt he could have gained more confidence if the teachers
had supported him and stopped other boys teasing him. It is interesting
that three of the teenagers in special schools said that they would have
preferred more freedom and challenge in school. One girl said, ‘When I
was at…school I felt closed in, I didn’t do much there, it was too
protected’.

The parents’ comments also consisted mainly of criticisms of the
academic curriculum or various aspects of social education. A number
of the parents thought that their son or daughter had wasted much of
their time at school; some felt that the school lacked discipline in following
an academic programme with distinct goals in mind, or felt that more
individual attention would have helped their child to achieve his potential.
Others felt that the teaching did not concentrate enough on the basic
skills of writing and arithmetic, or handling money. One parent felt that
her severely handicapped daughter had suffered academically by being
in a special school because classes were constantly disrupted by toileting
assistance and physiotherapy visits.

The parents, like the teenagers, also felt that not enough time, if any,
had been spent on social education. Typical comments were: ‘They are
all so sheltered there’, ‘they should have spent more time on outside
activities like clubs and discos’, ‘she was not encouraged to be
independent’, and ‘it was sadly lacking instruction in things like filling
up forms and claiming social security.’ Some parents mentioned that
their child had not mixed with able-bodied teenagers at all and felt that
more joint activities could have been held with ordinary schools.

In addition to asking generally about suggestions for school curriculum
improvements, we asked the teenagers to rate some ideas provided by us
about ways in which schools could help, including some concerning
social education. When we asked if schools should spend more time on
activities which they could do in their leisure time nearly two-thirds of
the special school pupils thought that this was a very good or a fairly
good idea, compared with about 40 per cent of those in ordinary schools.
On counselling facilities, we asked whether they would have liked
someone on the staff or someone from outside with whom to talk over
their problems. Nearly 70 per cent of those in special schools thought
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this a good or fairly good idea, compared with over 40 per cent of those
in ordinary schools, indicating that students in both types of school wanted
more help, but especially those in special schools.

The teenagers generally were not so enthusiastic about the idea of
discussion groups to talk about their problems, just under half of those
in special schools and about 40 per cent in ordinary schools believing
this to be useful—but quite a sufficient number to suggest such
arrangements would be welcomed (on a voluntary basis) by many.
However nearly two-thirds of those in special schools and 60 per cent in
ordinary schools liked the idea of some disabled adults coming to school
to talk about their experiences and how they’d got on in life. It is
particularly interesting that such a high proportion of students in ordinary
schools would have liked this.

Summary and recommendations

Possibly the most stressful and problematic time of personal
development is in adolescence, and the transition to adult life is even
more difficult for handicapped teenagers than for their more fortunate
contemporaries. The Warnock Report has singled out this age group as
having particularly inadequate services and support, and has made
several valuable comments and recommendations on how to rectify
this. A school’s responsibility towards its pupils are not only in academic
instruction but in developing social skills and helping in the transition
to adult life. The OECD Survey (Rowan, 1980) shows that social
education is much more developed in ESN schools than in schools for
the physically handicapped. The Warnock Report specifically
recommended that pupils with special needs, whether in ordinary or
special schools, should be given more help in acquiring basic
independence skills and in developing social competence and vocational
interests. It also stressed the importance of training teachers to be aware
of special needs, and to be equipped to cope with them.

When considering the services offered by the ordinary schools, we
noted that there was a distinct lack of supportive help available for
handicapped pupils. While it is true to say that some teenagers did not
need special help, whether medical or social, some certainly did. None
of the schools had designated a member of staff to have special
responsibility for its handicapped pupils to monitor any problems, nor
did they provide individualized teaching arrangements. This is an
important omission, given the Warnock Report’s emphasis on supporting
teenagers with special needs in this way.

Given that fears and anxieties are very common amongst handicapped
adolescents then special counselling is a service required by many of
these individuals. The young people need help to develop their self-
confidence and to take active steps to overcome their feelings of being
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different. We would also endorse the Warnock Report’s suggestion (para.
10.95) that handicapped adults could be used in counselling programmes,
and our findings suggest that the majority of young people in both
ordinary and special schools would welcome this. A counsellor who
understands the handicapped teenager’s situation can help him come to
terms with his position, whether within a special or an ordinary school.
The Spastics Society’s Working Party has recognized this and called for
personal counselling services to be readily available to handicapped
adolescents in all types of schools as a priority.

We found that provision for counselling of the handicapped in ordinary
and special schools was not common. Only seven of the twenty-six special
schools said that members of staff or visiting professionals provided time
for the individual counselling of pupils. In only one special school was
there a formal arrangement with a visiting counsellor for the sole intention
of in-depth counselling of pupils. As the head reported that this
arrangement was a great success and had shown positive results in terms
of reducing tensions, we would wish to see this extended at least to all
special schools and to be available to ordinary schools pupils if required.

It would also be beneficial if social services were more involved with
these teenagers and their families. Only five of the special schools had a
full-time social worker and six a part-time social worker attached to the
school. Warnock (para. 10.96) has suggested that health and social
services personnel as well as voluntary groups could all be appropriate
sources for counselling.

One way in which schools could help their pupils very easily is in
ensuring that they are fully informed about their condition and aware of
its implications. We found a high level of ignorance among the teenagers
in this matter, and the majority said that they would like to know more
about their handicaps. However, only three special schools in our study
made a systematic attempt to inform pupils about their condition, and
although in some others the form teachers were said to cover this on an
informal basis, six schools said that they made no attempt to teach this
whatsoever. It is essential that a teenager should have this knowledge
and that the schools should ensure that this is so, even if they only act as
a referring agency to medical staff with specialized knowledge.

We have also indicated that handicapped teenagers are often not aware
of the aids and allowances that are available to them to facilitate personal
independence in transport or self-care. Schools are certainly in a position
to take the responsibility upon themselves or to call in the advice of
professional social workers to enable maximum independence for the
teenager in adult life. These topics can be easily covered, especially in
special schools, in a civic studies course, but few of the schools in our
study covered this systematically. Service needs in this respect have
recently been reassessed by the Warnock Committee and we reiterate its
recommendation that there is still great scope for more to be done about
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these matters in the social education programmes in schools. Social
workers could be much more closely involved with the social education
of handicapped teenagers while they are at school, and schools could do
more in using the resources of the social services department for
organizing social education programmes.

Mobility is also an important component of physical independence in
adult life, especially transport to and from work. If possible, disabled
teenagers should be taught to drive before they leave school and the
school could make the arrangements necessary or provide their pupils
with the information regarding this. Only two of the schools we visited
had organized driving lesson schemes and we were asked by many parents
or teenagers where and how they could learn to drive, especially by those
who took part in the follow-up study. In addition handicapped young
people need to know how to order mini-cabs or taxis, how best to get in
and out of them with minimal assistance, and what volunteer transport
might be available in their area. None of the special schools appeared to
give instruction on these topics.

Although most of the schools claimed to teach the basic facts of life,
this was certainly far from adequately covered in the majority of cases,
and none systematically provided discussion of the special problems
which certain physically handicapped people may have. This was an
area in which the schools themselves expressed a desire for someone
with expertise, whether from inside or outside the school, to handle this
topic. Also, within the schools we visited there was a dearth of genetic
advice, whether given on a group or individual basis. Very few schools
provided ‘preparation for parenthood’ lessons in addition to basic sex
education. A few schools ran discussion groups in which teenagers had
the chance to discuss personal relationships. In general, however, this
whole area of sex education, preparation for parenthood, and genetic
counselling were not covered well in the majority of schools, with the
result that many young people were needlessly preoccupied with fears
which simple instruction could have allayed.

One important finding is the high incidence of social isolation among
the teenagers in this study, indicating that another major area in which
schools could do more to prepare teenagers for life after school is in the
use of leisure. Unemployment is likely to increase in the 1980s, especially
for the more severely handicapped persons whose employment prospects
are always poor. The OECD Report has shown that alternatives to work
and constructive use of leisure time should be a priority for handicapped
school leavers. Much more needs to be done by schools to encourage
outside school activities as well as developing pursuits and interests within
school that can be continued by individuals later, for example, musical
activities, various kinds of sports, reading and craftwork. Pupils should
be encouraged to find out about these and other activities in their local
area and given support in following up their enquiries.
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We have also shown that a child’s parents are an important influence
on physical and emotional independence (see chapters 2 and 3). For this
reason any effort on the school’s behalf to foster an independent life for
the teenager will be hampered if parents are not made aware of the
school’s efforts and kept in close contact with the school’s work. It is
essential, therefore, to involve parents at an early stage and help them to
face their own problems and to understand more about their child’s
development and adjustment to adult life.

Perhaps the most important omission our survey showed is the lack
of follow up and supportive services available to school leavers. This is
often a period of great uncertainty for all school leavers, but especially
for the handicapped. There may be no immediate job, college placement
or placement of any description, and even those lucky enough to have
employment may experience great difficulty in adapting to working life,
especially if they have spent most of their life in the sheltered and
supportive environment of a special school. They may easily become
isolated at home with no friends in the neighbourhood with whom they
can share anxieties. A major problem when handicapped young people
leave school is that it is often impossible to identify exactly who has
responsibility for them after leaving school as it may be the LEA, social
services department, employment services agency or a voluntary agency.
The advantage of having a member of the school staff responsible for
the follow up of leavers is that there would be a continuing link for the
teenager and family, and this would be someone whom they could
approach if difficulties arose and if no one else seemed to help. This
would also result in valuable feedback for the school about what happened
to each leaver and could be instrumental in curriculum design for the
future.
 



11

Satisfaction with vocational and

other services for school leavers

 

Introduction

In the previous chapter we examined how far the teenager was prepared
for adult life after school. Now we examine what is done to maximize
his chances of finding a satisfactory placement—whether in employment,
further education or some alternative to work—when he leaves school.

There is a distinction to be made here between adequate provision for
leavers in terms of the actual placements available and adequate provision
of careers education, guidance and support from the services. It is very
difficult to assess the current provision for disabled or even able-bodied
school leavers as this can change quite rapidly according to the general
economic situation in the country, and in periods of recession everyone
is vulnerable, but the disabled even more so. The current provision for
disabled leavers was briefly covered in chapter 7. Our findings, and those
of the other studies quoted (Scottish Education Department Survey, 1975;
Tuckey et al., 1973; Spastics Society, 1975; Training Services Agency,
1975) show that in practice the facilities for vocational training as well
as opportunities and alternatives to work are extremely inadequate.

Given that there is generally inadequate provision of satisfactory
placements for school leavers, it is even more disturbing that good
guidance and advice about these somewhat limited possibilities are often
not available. In Warnock’s words ‘our strong impression is that existing
arrangements for the provision of careers guidance for young people
with special needs generally falls far short of what is required’ (para.
10.11). They conclude from their own evidence that ‘fixed ideas are
usually entertained about occupations suitable or unsuitable for young
people with particular disabilities’ and that ‘specialist advice on the
problems associated with different disabilities or disorders is often not
available’. The Report makes two important recommendations for the
improvement of careers education and advice. It emphasizes that careers
guidance of a high standard needs to be available for pupils with special
educational needs both in ordinary and special schools and makes a
specific recommendation about teachers with responsibility for careers
and specialist careers officers.
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For the handicapped school leaver a continuing link with counselling
services is crucial, and it is in recognition of this that Warnock
recommended that a ‘named person’ should be appointed providing a
single point of contact for those with special needs during the transition
to adult life. Often there is an administrative gap through which the school
leaver falls, since those who have responsibilities for school-age
children—whether teachers, paediatricians, social workers or careers
officers—see their role as finished once the teenager leaves school. Even
if they are handed over to other people, without a strong school link the
advice and support they receive will at best be disjointed, if not completely
conflicting or non-existent.

Obtaining a satisfactory placement depends very much on what is
done before the teenager leaves school. The key people in shaping a
teenager’s decision will be his parents, teachers and careers officer. Many
ordinary schools now offer specific careers education programmes, and
some actual work experience. We shall examine exactly what was
provided in the schools we visited shortly. While innovations are being
made in this area there is still a long way to go. For example, in a DES
survey (1974) of ordinary schools for pupils aged fourteen and over, less
than half the schools provided careers education for all pupils, and 28
per cent did not provide it at all.

Other studies (ASBAH, 1975; Anderson and Spain, 1977; Rodgers,
1979) have recommended that it is essential that preparations for school
leaving should begin as soon as possible, preferably at the beginning of
the third year of secondary school life, as it will take the careers officer
time to get to know each pupil, to assess his strengths and weaknesses
and to gain his confidence. It is rather disturbing that a recent enquiry by
Queen Elizabeth’s Foundation for the Disabled suggested that many
problems arise with their trainees because of inadequate (or non-existent)
assessment of their potential. For many pupils the decisions made about
placement need to be very flexible to allow for further assessment and
change.

Surveys of handicapped school leavers suggest that the time immediately
after leaving school constitutes a period of great uncertainty, although this
is becoming increasingly true for non-handicapped young people
experiencing great difficulty in finding employment. For the handicapped
leaver this situation will probably be harder to cope with as he is also
unlikely to have friends he sees regularly with whom he can share his
experiences. It is therefore important that adequate support is provided for
handicapped teenagers after they have left school. It has previously been
suggested (Anderson and Spain, 1977) that follow-up services should cover
three main areas: (i) helping with the practicalities of finding and settling
into a suitable placement whatever this might be; (ii) continuing help for
welfare needs such as accommodation and transport, and also counselling
for emotional needs; and (iii) continuing medical supervision.
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At present, it is often impossible to identify who exactly has
responsibility for a particular pupil after leaving school as this may be the
local education authority, social services department, the employment
services agency, or some voluntary agency, depending upon the placement.
There are now specialist careers officers with responsibility for the
handicapped in most districts, who have been trained in giving vocational
guidance for the handicapped and should also know what is available in
further education and employment. The careers officer can act as a
consultant to careers teachers or the school staff who are in everyday contact
with a handicapped pupil, whether in a special or ordinary school. Problems
may arise, however, when a specialist careers officer is not available or is
found unhelpful by a particular school, as many special schools may not
be equipped with a teacher trained in careers guidance, and ordinary schools
may not be geared to advising handicapped pupils.

In Section A, we shall look at the careers guidance and information
on placements provided by the schools in our survey, then at the teenagers’
and parents’ satisfaction with these services. In Section B we shall
examine the services provided after leaving school, mainly from the
experience of our follow-up group. Finally, in Section C, we shall examine
their views on the general areas where improvements are required, and
make recommendations for changes.

Section A

Services provided while still at school

As we have already stated, for a handicapped teenager to find a
satisfactory placement and adapt successfully to adult life he needs
adequate information and guidance about the possibilities open to him,
and also some understanding of what life at work will be like. Successful
adjustment and adaptation will not be facilitated by giving teenagers
false hopes and ambitions for their future employment. The handicapped
pupil needs careful guidance and advice, and he must be encouraged to
make decisions on his own, realistically facing up to the alternatives
open to him. It is very important that the teenager is fully aware of his
likely prospects and has recognized the problems before leaving school.
Finding a suitable placement can, and must, be assisted by certain key
people in the handicapped pupil’s life—his parents, certain members of
the school staff, and the local authority careers officer—before he leaves
school. Even a disabled pupil who has successfully integrated into an
ordinary school may still need special help with guidance about further
education, training or employment, and this is not always recognized.

Let us now examine the preparation for work provided by the schools
in our survey. The general characteristics of the schools are described in
chapter 1 (see pp. 21–5). It will be recalled that of the total sample, just
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under one-third (N=37) of the teenagers were attending the thirty-four
ordinary schools and just over two-thirds (N=82) were attending the
twenty-six special schools. Three of the thirty-four ordinary schools were
private schools, and one of these was a boarding school, while fourteen
of the special schools were boarding schools.

We were able to ask detailed questions about the careers education
and vocational guidance arrangements in thirty-three of the ordinary
schools and twenty-two of the special schools. It was impossible to cover
all of the schools as sometimes the teachers who dealt with these matters
were absent or unobtainable, and for this reason it was not always possible
to get our questions answered. Consequently, the totals quoted in the
rest of this section vary between different tables.

Most of the pupils attending ordinary schools in our study were only
offered the same careers education and vocational guidance arrangements
that were generally available in the school. Three schools said that they
gave ‘some extra help’ to handicapped pupils in addition to their usual
programmes, but none of the schools offered a different system or
appointed a teacher to be responsible for the guidance of handicapped
pupils to give them earlier preparation or the special support for school
leaving which, as we mentioned earlier, has been generally recommended
as essential.

Careers teachers. Whether or not the leaver finds a suitable placement
depends very much on what is done before he leaves school. The careers
teacher, if there is one, the head, or the class teacher can play an important
role by giving pupils information about the possibilities and by developing
close links with the careers service. Teachers must ensure that the careers
officer is supplied with information about a particular pupil and his needs
at an early stage to allow time to consider future placement carefully.
The Warnock Committee has gone as far as to recommend ‘that a teacher
with special responsibility for careers guidance should be appointed in
every special school which caters for older pupils and that in every
ordinary secondary school there should be at least one careers teacher
with additional training or expertise in understanding the careers
implications of different types of disability or disorder’ (para. 10.14).

Most of the ordinary schools in our study did have a member of staff
designated as a careers teacher. Sixteen of the thirty-three schools had
one careers teacher, twelve had two or more, and only five had no careers
teacher at all. In addition, five of the schools also had teachers who were
designated as counsellors who had some special responsibility for careers
as well as for personal and social guidance. Two of the designated careers
teachers had full-time posts, while in five others the total time given for
careers teaching and other careers work (administration, writing reports
and references) was up to a total of one half-time post, and in four schools
this was more than one half-time post. The other twenty schools said
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they could not estimate the time they spent as it was not calculated
separately from other responsibilities. Most of the ordinary school staff
with responsibility for careers had some training in careers education,
though this was rarely extensive, it included having attended careers or
counselling courses of at least 1–5 days, while seven had attended a
course of over one week, and nine of one term or longer. Over half of the
teachers (fifteen) in the ordinary schools felt that placement in
employment was not part of their duties, while eleven felt it was only a
minor or occasional part; but three considered this a major part of their
task. They tended to see their role as confined to providing information.

The special schools in our study fell far short of the Warnock Report’s
recommendations as only five of the twenty-two questioned had designated
teachers with special responsibility for careers. These were usually the
leavers’ class teacher, although in one school there was a careers teacher
who did not teach full-time who was responsible both for the careers advice
and for liaising with personal problems. Three teachers said they spent up
to a total of half of their time on careers teaching and writing reports,
while two said they could not estimate this time separately from other
responsibilities. Only three teachers had attended a careers or counselling
course, and these were all for only one or two days.

In the other special schools a variety of people shared the responsibility
for careers in the school. These included the teacher of the leavers’ class
or the head and sometimes the deputy head, though in only three schools
had any of these members of staff attended any formal course. In most
instances, the staff could not estimate how much time they spent on careers
work separately from their other duties, and in some schools the
arrangements were practically non-existent, the issue being left almost
entirely to the careers services.

Eight of the nineteen schools who were questioned on this point
thought that post-school placement was not part of their duties at all,
while only three felt that this was a major consideration for a teacher
with responsibility for careers in a special school. This implies that the
special schools generally do not see themselves as acting as a continuing
source of support for a teenager once he has left school. This makes
leaving school even more traumatic for teenagers who have been used to
the very supportive environment of a special school, especially if they
somehow fall between the mandate of the various agencies that could be
involved in their care. We shall discuss this further when considering the
follow up of leavers in general.

Careers service. Because teachers know the pupils well, they are important
as a link with the careers officer, on whom ultimate responsibility for
vocational guidance falls, who should provide a bridge for young people
between school and work. The careers service in the UK is in the anomalous
position of being directed at national level by the Secretary of State for
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Employment, but run locally by education authorities. There is, however,
some logic in the dual connection since, for the handicapped school leaver
especially, the link between school and life after school that a specialist
careers officer can offer could be crucial to satisfactory placement. This is
why the specialist careers officer was identified by the Warnock Report as
the ‘named person’ to provide the single point of contact for those with
special needs during the transition to adult life.

There is some overlap between careers officers and careers teachers
in the provision of information and instruction, in giving vocational
guidance, in acting as links with further education and industry, and in
the follow up of leavers. In relation to finding jobs, there is also an overlap
with the Disablement Resettlement Officer (DRO). The careers service
may keep its clients until they are nineteen years old (or into their twenties
in the case of specialist officers) while the Manpower Services
Commission (MSC) Resettlement Service (which employs the DRO)
deals with young people of any age once they have left school.

The careers officer for the handicapped is a comparatively new
specialism which has developed in the last ten years, and the service was
given its first real boost after the 1974 local government reorganization
when the number of local authorities which could afford to make a full-
time specialist appointment increased. Virtually all authorities now have
a specialist careers officer—there were ninety-six full-time and thirty-
five part-time according to the careers service staffing return for 1978.

The Secretary of State for Employment’s advice to authorities is that
they should appoint one specialist officer for every 200 handicapped
fifteen year olds (according to Rowan (1980) this is about half the normal
case load), but since the method of organization varies widely it is
sometimes difficult to calculate how far this advice is followed. The
Warnock Report’s recommendation that the careers service be
‘considerably strengthened’ (para. 10.5) to provide at least one specialist
careers officer for every 50,000 of the school population has caused some
confusion. It is not clear how this would marry up with the currently
recommended case-load advice, nor what definition of special need
Warnock had in mind in arriving at this figure. The DE calculation is
that an additional ninety full-time specialist posts would have to be created
to provide one for every 50,000 of the school population.

At present, according to Rodgers (1979), few specialist careers officers
will deal with more than 150 leavers per year. However he has estimated
that in a school population of 50,000 there will be approximately sixty
leavers from special schools alone every year, in addition to which the
careers officer will have to deal with handicapped leavers from ordinary
schools. He or she will have to cope with at least four year groups at any
one time, since Warnock (para. 10.7) recommends that every pupil’s
needs should be assessed at least two years before he is due to leave
school, and that ex-pupils should be in contact with the careers service
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at least until their eighteenth birthday. It is immediately apparent that
with this case-load, the careers officer will not be able to get to know
every individual personally.

Warnock (para. 10.16) also considers the problem of liaison where
the careers officer in the locality of the school and the careers officer in
the child’s home area are not the same, and suggests a possible liaison
through an appointed home-school liaison teacher. This is particularly
important for pupils attending residential special schools who intend
returning home when they leave school.

Given the importance attached to the post of careers officer by Warnock
it is interesting to examine how far careers officers were involved in
vocational guidance in the schools in our study.

Careers service in ordinary schools. Careers officers visited all of the
thirty-three ordinary schools in our study. Seventeen were visited by the
careers officer more than twenty-five times a year, usually to see pupils
in the leavers’ year individually. We asked in which ways the careers
officers assisted the schools; in some they helped in the planning of careers
programmes, in the planning of work visits and work experience, and in
planning talks to parents or parents’ evenings, but by far the most common
task (in twenty-nine of the schools questioned) was giving talks and
holding discussions with pupils and, in twenty-one schools, giving talks
and holding discussions with parents. Only nine of the ordinary schools
had ever been visited by a specialist careers officer, and in only one
school had he been more than twice. This was mainly for the pupils in
the survey, eight of whom had been interviewed by the specialist careers
officer. Needless to say, this rate of referral for specialist advice does not
match up to the recommendations made by Warnock.

The careers officer’s main function is to act as a link between the
school and placement after school, and before he can give any vocational
guidance he will need to meet the school staff and find out as much as
possible about a particular pupil. For handicapped pupils in ordinary
schools he may also need more detailed medical and psychological
reports. It has previously been recommended that the careers officer’s
attention should be drawn to the handicapped pupil’s needs early on,
preferably at the beginning of the third year of secondary school. The
ASBAH Report (1975) explained that contact should begin about one
year earlier than for other teenagers since ‘it takes a careers officer some
considerable time to get to know a handicapped pupil, to assess his
abilities and personality, as well as the practical effects of his disabilities,
and to win his confidence and that of his parents’. In our study, however,
only five of the schools said that handicapped pupils were likely to meet
the careers officer earlier than other pupils. This does not allow enough
time for careful consideration of the problems to be faced in any
placements and is clearly an area to which ordinary schools need to attend.
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Careers service in special schools. It might be expected that special
schools would be much more geared to the needs of the individual pupil
and so would have well-established contacts with the careers service. In
fact the number of times that careers officers visited the school varied
greatly, but was generally less often than for the ordinary schools (though
this may be merely a result of the smaller size of special schools). Usually
it was the specialist careers officer for the handicapped who visited. Only
one school was not visited systematically by a careers officer. This was a
residential school where the responsibility for post-school placement was
designated to the careers officer in the area where the pupils lived, who
usually saw clients when they were at home during vacations.

From our results it would appear that the careers officers in special
schools were not very much involved in the planning of the careers
programmes, work experience or planning talks to parents. As in the
ordinary schools, their main role was in talking to the pupils (in eighteen
of the twenty schools for whom we have information) and to a lesser
extent in talking to and holding discussions with the parents. Most of the
schools (fifteen) said that leavers were usually interviewed individually
more than once by the careers officer. In only one of the special schools
in our study was it usual for the careers officer to meet pupils for the first
time in the third year (as recommended by Warnock), while seven schools
said it was generally in the fourth year, and eleven said not until the fifth
year when the pupils were already fifteen years or older. This is
particularly important in the light of the Queen Elizabeth’s Foundation
for the Disabled enquiry, where it was suggested that many problems
arose for disabled leavers because the assessment of their potential at
school had been inadequate. This might be understandable for leavers in
ordinary schools, but certainly not for special school leavers.

The special schools themselves were very restrained in their complaints
about the careers service, and most were favourably disposed towards
them. Few named problems that they had encountered in establishing a
close working partnership with careers officers. One residential school
which had a very large catchment area said that the distance that specialist
careers officers had to travel caused problems in communication and in
visiting their pupils, while three other residential schools said that it was
difficult for their local careers officer to liaise with the careers officer in
the children’s home area. Only one school felt that their careers officer
had insufficient specialized knowledge of handicap. This school had
experienced problems in the past with the careers officer failing to judge
sensibly what particular pupils were capable of, and in raising their
expectations unrealistically.

Other agencies. We also asked schools which other special services or
voluntary organizations they called on to help in giving advice on careers
to individual pupils. Only one ordinary school and four special schools
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said that they regularly used the schools’ psychological service, while
eleven ordinary schools and seven special schools said they occasionally
used this service. This means that about half the special schools were not
using this service at all to assess their leavers. The DRO or Employment
Rehabilitation Centre staff were also rarely used—only one special school
used them regularly.

More common advisors were the voluntary societies—mainly the
Spastics Society—used for assessments of cerebral-palsied leavers
regularly by six of the special schools and occasionally by eight special
and seven ordinary schools. It is worth noting here that while the Spastics
Society assessment courses may have defects (that some teenagers and
their parents in our study complained of), at least they are generally
available and most useful for cerebral-palsied leavers. No similar
assessment procedures are available to the spina bifida teenagers at all
as yet. At the time of writing the Spastics Society assessment service
appears to be under threat from severe cuts, and since they cannot be
replaced by statutory services their loss is likely to have very damaging
effects.

Various other people were also called on for careers advice (but not
on a regular basis) by the special schools. These included physiotherapists,
occupational therapists, social workers, school nurses and, in residential
schools, the house parents. Most of the special schools also used the
school doctor at least occasionally. In general, however, it would seem
that more use could be made of the advice of professional services already
in existence when assessing a handicapped teenager’s future potential.

Parents’ meetings and case conferences. One interesting difference
between the ordinary and special schools is that most of the ordinary
schools (twenty) regularly held parents’ meetings where careers education
was discussed, whereas only five of the special schools did this. Special
schools tended to favour an individual approach and called case
conferences in which parents were included, only four saying this was
not the rule. In theory, the conference should have produced a clear plan
of action for each student, in practice, as our results in chapter 7 show,
the conferences (or at least the follow up from them) were not always
very effective. The normal procedure was for the school to hold a case
conference to discuss the pupil and his future career, usually in the year
before he was due to leave school. The format varied, but the conference
generally took place after the careers officer had met the pupil, and in
two-thirds of the schools the careers officer was present. Various members
of the school staff were involved, usually the head and the pupil’s teacher,
and perhaps also the physiotherapist, doctor, social worker, or any other
people who had been involved in the pupil’s care. (It was rare for these
meetings to occur in ordinary schools—only four of the thirty-four
schools reporting that they had case conferences on particular pupils.)
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It is worth pointing out here that case conferences and parents’
meetings are both valuable and are not mutually exclusive as they serve
different functions. It is important for parents to be informed about what,
in principle, is available for their child and to discuss the advantages and
disadvantages of these in individual case conferences. It is also important
that parents have the opportunity of learning from each other and sharing
their feelings so meetings are a good idea in addition to individual
consultations, although of course these are more difficult to organize at
residential schools.

Careers education. Careers education in schools can include group
discussions, outside speakers and films, while some schools also arrange
visits to colleges of further education and places of work, or
participation in work observation courses, work experience courses or
linked courses. These are all important preparations for life after school.
On work experience courses the pupil actually gets some experience
of work while still at school—for example, helping out in a nursery
one day a week—while for work observation a pupil only visits a place
of employment with the specific purpose of familiarization with the
nature of the work.

Linked courses, on the other hand, can exist between ordinary or
special schools and further education establishments, or with adult
literacy centres. They enable pupils to spend some time mixing with
other students outside school and so can help ease the transition from
school to work both socially and occupationally. Linked courses can
also serve as useful trial periods enabling teenagers to try out their
abilities at different courses before they leave school, introducing them
(and the school staff) to the range of courses that are available in further
education. The Scottish Report (1975) indicated the importance of this
point when it stated ‘that some potential students are not aware of the
opportunities that are open to them. It may be that they or their advisors
feel that the challenge would be too great. We recommend, therefore,
that all physically handicapped pupils in special schools should have
their attention drawn to the types of courses which their abilities would
enable them to pursue in further education. We would also recommend
that the special schools should take steps towards more formal liaison
with further education colleges’. Judging by the special schools we
visited, this is also true in England. As we pointed out in chapter 7,
there were certainly some teenagers in our follow-up study who had
been at home or in day centres since they left school and could have
benefited from further education.

In all but four of the ordinary schools we visited, there was someone
on the staff who liaised with establishments of further education, and in
about two-thirds of the schools linked courses of some sort were available.
The person who formed this liaison was usually the head, deputy head
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or careers teacher. A great variety of linked courses were available,
including shorthand, typing and commercial courses, nursery nursing,
engineering, agricultural studies, catering, art, motor vehicle maintenance,
plumbing, transition to work course, practical electronics, indoor
maintenance, building and CSE courses. Only two of the survey pupils
had been on these linked courses, but half of the ordinary schools had
organized visits to further education colleges for pupils to see what these
were like and what they had to offer.

The picture given by the special schools was very different. While
fourteen of the twenty-two special schools said that they had a member
of staff who liaised with further education establishments (this was nearly
always the head but in a few cases it was the careers teacher), unlike the
ordinary schools only eight had actually arranged linked courses—three
with local ordinary schools and five with local further education colleges.
Only three of the survey pupils had attended these courses. The courses
on which they participated were not very varied or stimulating, and
included the Duke of Edinburgh Award course, art, home economics
and typing. The lack of participation was not because schools had
experienced difficulties in the past. Only one school reported that a local
college had been reluctant to take a pupil (who was only mildly
handicapped) and this had been solved by the careers officer taking the
pupil along to the college concerned.

The fact that so few teenagers had the opportunity of participating in
courses outside their special school either in ordinary schools or further
education colleges is disappointing, both because mixing with non-
handicapped teenagers would be a useful social experience and because
it would give them a broader insight into the range of options open to
them when they leave school. In fact it was rare for special school pupils
even to have the opportunity to visit further education establishments
before they left school. Only seven of the special schools said that they
organized visits to further education colleges, and only three survey pupils
had taken part in this. None had experienced major problems on such
visits—apart from those of mobility and access—but in any case, this is
good training for the teenagers as they will have to cope with these matters
when they leave school.

Twenty-one ordinary schools also made organized visits to firms to
familiarize pupils with industry and commerce. This was not common
practice in the special schools, however: only two schools said this was
done on any scale (for about 20 per cent of pupils) while a few others did
this on an ad hoc basis only. However, four of the special schools
complained that they had found it difficult to do this as firms were not
keen to take handicapped employees. No survey pupils in ordinary schools
or special schools had been on such visits. It is important that, wherever
possible, handicapped teenagers should make as wide-ranging visits as
possible. This will inevitably mean that they meet situations which will



SATISFACTION WITH VOCATIONAL SERVICES 301

be discouraging, but the problems encountered can then be discussed,
ways to get round them can be suggested, and the sort of work that is
possible can be more realistically assessed. While it may be difficult for
special schools to take a large group of handicapped teenagers round
firms offering open employment with different mobility problems, it
might be expected that staff in special schools could cope with the
problems of individual pupils or small groups, and it should certainly be
possible to provide information about and visits to sheltered workshops,
employment rehabilitation units and day centres. Unfortunately, this rarely
occurred in the special schools that we visited and is clearly an area
needing urgent development. It is important that these visits are not so
carefully selected that the teenagers get a distorted view of working life,
but should cover the widest variety of places possible, and not only the
type of place where particular pupils might eventually be placed. This
will at least give leavers a realistic view of the employment world so that
they know what other people do at work.

Another invaluable method of preparing teenagers for work while
still at school, is work experience. Two-thirds of the ordinary schools
(twenty-two) said that work experience was available for at least some
pupils, although some schools complained that firms were not currently
interested in offering work experience since, with high unemployment,
there was plenty of labour available. In fact, none of the handicapped
pupils in ordinary schools had been on a work experience placement.
Some of these placements were organized by the schools themselves
and others by the careers service which operated a scheme for schools in
their area. There is also in existence, a national scheme—‘TRIDENT’—
which some schools participated in.

Of the special schools we interviewed, eight said they had no work
experience available at all, ten said it was arranged for less than 20 per
cent of pupils, and only two said it was arranged for over half of the
pupils. Surprisingly, only two schools reported that they had encountered
problems in placing pupils—one said that transport was a general
problem, and the other had found that they had tried one boy with three
firms which were very co-operative, but the child himself could not cope.
Three of the survey pupils had had work experience. One girl had tried
helping in a nursery one morning a week, but the school said she could
not manage this very well; she was then transferred to a work centre
twice a week with a view to moving there full-time when she left school.
Another girl had spent a week working in a local factory and the third
had been to a day centre. This girl however was not at all happy there
and, since she was given no extra help to find an alternative placement,
ended up without any placement on leaving school.

Another method that special schools could employ to give pupils a
realistic idea of work before they leave school could take a variety of
forms ranging from the setting up of a mock workplace in the school—
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for example, modifying a woodwork lesson to more structured
arrangements—through to attempts to simulate all aspects of working
life in a special unit.

Careers education lessons. We have discussed two aspects of any careers
education programme for handicapped teenagers—vocational guidance
by careers teachers and careers officers, and methods of introducing pupils
to a working environment by visits or work experience—but we also
need to consider the information-giving aspects of the curriculum. This
can take a variety of forms including group discussions, outside speakers
and films. Vocational elements can of course be introduced into all lessons,
for example, the explanation of pay-slips can be brought into mathematics
lessons, with the calculation of net pay forming a useful arithmetic
exercise. Books describing occupations can be used for those who are
receiving reading instruction. Specific lessons can also be devoted to the
world of work with discussions on particular jobs, social security and
allowances and benefits. The qualifications and social skills that are
needed for certain occupations, and for life after school in general, can
also be examined and encouraged. This will include general aspects such
as accepting responsibility, as well as coping with money and transport
(which will overlap with the social education programmes described in
chapter 10).

Twenty-two of the ordinary schools in our survey said they allocated
periods specifically for careers education, and only nine said they did
not. In contrast, only five of the special schools had specific careers
education lessons and thirteen did not. (The proportion allocating time
for careers education in ordinary schools is in keeping with the DES
survey (1973) already mentioned.) It was thus much more common for
the ordinary schools to provide careers lessons; special schools were
obviously not giving this topic priority, although their pupils need more
information about the availability and expectations of different jobs than
do those in ordinary schools.

Most of the schools providing careers education started this in the
fourth year, when the pupils were 14–15 years old, although some
ordinary schools started this in the third year and others not until the
fifth year. This might mean that the special needs of handicapped and
less able pupils were being overlooked in most cases, and pupils may
feel very discouraged and frustrated if most of the jobs discussed are out
of their reach in terms of qualification or ability. The careers lessons in
the ordinary schools were fairly wide ranging, most including the personal
and educational qualifications required for specific occupations and
opportunities in industrial training and further education. Slightly fewer
provided information about local industry or discussed the various aspects
of working life. Only two special schools covered any of the above
subjects. (Rather surprisingly only six of the ordinary schools and two
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of the special schools provided careers programmes for pupils of different
abilities.)

The results suggest that, while careers education is becoming the norm
within ordinary secondary schools, special schools still tend to favour
an individual approach, which is facilitated by their smaller size and
may indeed be necessary because of the very different and individual
problems to be considered for each pupil when discussing post-school
placement. However, pupils also need to know about the world of work
in general in order to appraise their own potential realistically and to
learn how to cope with the various problems they will undoubtedly
experience when they leave school. These aspects can best be discussed
in groups, and much can be done by the special schools to prepare their
pupils in this way.

Teenagers’ perception of school-based career services

We shall now look at what the teenagers themselves thought about the
vocational advice and guidance they were given while they were still at
school. While most of the controls (90 per cent) and the handicapped
teenagers in ordinary schools (81 per cent) said that they had spoken to
their parents about what they wanted to do when they left school, this
was true for only two-thirds (68 per cent) of the special school pupils.
About half of all the teenagers had been given advice by their parents
about what to do when they left school. We also asked them which other
people had given them vocational advice while still at school. Most of
the controls (85 per cent) and handicapped teenagers in ordinary schools
(92 per cent) confirmed that there was a careers teacher of some kind in
their school. This agrees with the number of ordinary schools who
professed to have a designated careers teacher (twenty-seven out of thirty-
two schools). Just over half (57 per cent) of the special schools pupils
said that someone acted in this capacity in their school, and again that
was in general agreement with the schools’ reports. However, over half
the teenagers who mentioned that there was such a service available in
the school (61 per cent of controls, 65 per cent of handicapped in ordinary
schools and 53 per cent of special school pupils) claimed that they had
not talked to this member of staff about their own career, or what they
were going to do when they left school.

Most teenagers had heard of the careers officer (only 10 per cent of
handicapped pupils and 6 per cent of controls had not), but only one-
third of ordinary school pupils (33 per cent of controls and 40 per cent
of handicapped) had talked with one. By contrast, over half (57 per cent)
of the special school pupils had done so. While this is encouraging, it
may in part be an artifact due to the fact that a higher percentage of the
special school pupils were rather older at interview. What is important is
that two-thirds of the handicapped in ordinary schools and nearly half
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(42 per cent) of special school pupils had never seen a careers officer by
the time of their fifteenth birthday, just one year before they are eligible
to leave school, which does not leave anything like enough time to
consider their future and find a placement.

Nearly all of the teenagers in ordinary schools who saw careers officers
had made suggestions to them about what they might do when they left
school, and most of the careers officers thought the suggestions made by
the controls and the handicapped in ordinary schools were suitable. This
was true for less than half the special school pupils. In fact one-third of
the careers officers were definitely against the suggestions made by
special school pupils and thought them unsuitable. A number of teenagers
mentioned other people who had advised them or helped them, including
relatives, parents’ friends, various members of the school staff, social
workers and the Spastics Society careers officer. Overall, the findings
indicate that for many handicapped pupils in ordinary and special schools
no discussion about the post-school future had been initiated one year
prior to statutory schools leaving age (many in fact were already over
the age of sixteen).

Parents’ perception of school-based career services

We also asked the parents whom they had talked to about their child’s
future, and Table 11.1 shows that a high proportion of the parents (70 per
cent of the controls and 45 per cent of the handicapped) claimed that they
had not been to the school or discussed their child’s future with anyone on
the staff. Where the parents had discussed this, it was usually with the
head or class teacher at open evenings or at a special case conference.

Most of the parents of ordinary school pupils who had been to the
school had been only once, whereas one-fifth of the parents of special
school pupils said they had been more than twice. Nearly all of these
meetings were suggested by the school and very few initiated by the
parents themselves. However, most of the parents of the handicapped
pupils said that they had received few suggestions from the school staff
about their child’s career, or that the school was very vague or merely
suggested that the handicapped pupil stayed on at school. Few parents
reported that they had found anyone at the school particularly helpful—
in fact only about one-quarter of the parents who had been to the school.

A number of the parents of handicapped teenagers, especially those
in special schools, had discussed their child’s future with a specialist
from outside the school—29 per cent of the handicapped pupils’ parents
in ordinary schools, and 57 per cent of the parents of special school
pupils compared with only 19 per cent of the control parents. The person
that most of the parents of handicapped children had talked to was the
careers officer or a Spastics Society representative. The parents of ordinary
school pupils usually said that they had met a careers officer only once,
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while over one-third of the parents of special school pupils had met a
careers officer on two or more occasions. It is difficult to generalize
about how helpful the parents found the careers officer as it varied greatly
according to the suggestions that were made and the expertise of each
individual. Some said the careers officer had made good suggestions
about assessment or possible placement, while others were at a loss to
propose anything at all, or made inappropriate suggestions. Suffice to
say that half the parents of the special school pupils did not find the
careers officer to be helpful at all.

In fact when the parents were asked if they felt they had had as much
advice as they needed about their child’s future nearly half (47 per cent)
were dissatisfied with the advice they had been given, including 23 per
cent who were very dissatisfied. Fewer of the parents of the teenagers in
ordinary schools were dissatisfied (18 per cent of control parents, and
32 per cent of parents of handicapped teenagers). Most parents didn’t
know who else they would have liked to discuss their child with, and
many simply expressed a general wish to see ‘someone who knows what
they are talking about’. Some parents mentioned the specialist careers
officer or the Spastics Society, and one parent summed up the feelings of
most when she said, ‘That’s the problem. I just don’t know what is
available or who is available to help.’ Most of the parents of the
handicapped teenagers were very worried about their child’s future when
we visited them, and were desperate about whom to turn to for help.
Leaving school presents great problems for both the teenagers and their
parents, and expert advice is badly needed to help in relieving some of
this anxiety. Even if expert advice is not available—or perhaps particularly
so in these cases—parents should at least be helped to realize what
services exist and which of these are most suitable for their child.

Section B

Services provided after leaving school

Surveys of handicapped school leavers, including our own findings
described in chapter 8, show that the period after leaving school can be

Table 11.1 Whether parents discussed careers with school staff

* Some parents are included more than once if they had seen more than one
person.
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full of great uncertainty and stress. It is well recognized that finding a
satisfactory placement or adjusting to life after school can create many
problems and anxieties, but it is often impossible at present to identify
precisely who has responsibility for supervising a particular leaver.
The local education authority, the school services department, the
employment services agency or voluntary agencies may all be potential
sources of help.

It has earlier been suggested (Anderson and Spain, 1977) that three
people should play key roles in the support of school leavers—(i) a
member of staff in every special school who should follow up the leavers
to provide a continuing link for the leaver with someone he knows well.
(This would also give invaluable feedback for each school on exactly
what happens to leavers and the problems they face, so that this can be
acted on for the benefit of future pupils.); (ii) the local careers officer;
and (iii) the local social worker (as recommended in the Tuckey Report)
to ensure the emotional, medical and social welfare of all leavers.

Careers officers and teachers must be very careful not to stop giving
follow-up surveillance and advice to teenagers once they have been found
a placement. It may be that extra support will be needed after leaving
school, or that the initial placement will be found to be unsuitable. After
all, many able-bodied teenagers change jobs more than once during their
first few years after leaving school. It is very important that once a
handicapped teenager starts a placement of any description, however
hard it is to find, he is not considered as being settled there indefinitely,
as this may unnecessarily create a negative view of the placement with
the teenager feeling abandoned and doomed.

To this end, we asked how many schools systematically followed up
leavers, or had done so in the past, in order to see how placements were
working out. Only seven of the ordinary schools said that they had
followed up leavers—usually in the form of letters sent by the careers
teacher to the teenagers in the year after they had left school to find out
what they were doing. The aim was to help in advising future leavers
rather than to offer assistance to leavers with difficulties. There was no
systematic link kept with leavers so that they would come to school staff
for advice or help once they had left school, although some schools said
they would offer help in exceptional cases.

Only five special schools had follow-up schemes, two of which were
residential schools, where leavers were followed up through the
sponsoring authorities concerned to see how the teenagers fared when
they returned home. The leavers were followed up via their local social
workers or the societies’ social workers, but no direct contact was kept
by the school itself. One day special school had carried out a postal
follow-up survey of thirty-five ex-students (though only eleven replied)
and had visited centres where fifteen ex-students were in residence, in
day care or working, in order to find out what was happening to them.
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(The conclusion of this survey was a call for urgent attention to be given
to the young severely handicapped leavers in the provision of more
suitable day care centres where they could enjoy peer contact and
stimulation.) The head of one other day special school said that she made
it her business to find out what had happened to school leavers, and
certainly encouraged teenagers and their families to continue their
relationship with the school. She said that both she and the school nurse
kept in close contact with teenagers and their families and the careers
service and would help in placing and supporting all leavers if they wanted
this. This was the only school where such a service was reportedly
available, albeit on an informal and unsystematic basis.

Schools’ perception of the careers service

The schools themselves raised the problem of support for leavers when
we asked about the difficulties they had experienced in connection with
careers education. The main and general complaint by the special schools
was that there was a great lack of opportunities available for the non-
academic leaver, and that, however good the vocational guidance system,
this was no good when there was nowhere to send leavers and no prospects
for their future. The main complaints were the lack of good work-centres
for young leavers, or of colleges or alternatives to work for the severely
handicapped or low ability teenagers. One school felt that communication
between the different services and the authorities was the biggest problem,
whilst another was worried about how emotionally dependent pupils
became in the protective atmosphere of their residential special school
so that leaving became very traumatic for these young people.

The ordinary schools raised similar problems about what the
handicapped pupils could do when they left school. Some also mentioned
the small amount of time that was available for careers advice, or the
fact that they could not do much because of how few handicapped pupils
they had in the school and the staff’s lack of specialized knowledge.
(However, this would not prevent their using the services of the specialist
careers officer and voluntary bodies which we have already mentioned.)
One school in particular felt that their handicapped pupil had missed out
on individual attention and encouragement as far as careers advice was
concerned by being in an ordinary school.

Section C

Teenagers’ and parents’ perception of careers guidance after
leaving school

We questioned the fifty-one teenagers in the follow-up group and their
parents about the careers advice and practical help with finding a
placement that they were given after leaving school.
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It is very interesting that the teenagers’ and their parents’ reports of
whether they found anyone especially helpful in giving advice or
practical help just before and after they left school conform closely.
Roughly two-thirds of the teenagers in ordinary schools (67 per cent)
said that they found no one (or only a member of their family) helpful,
while a similar proportion of their parents also said that they had not
found anyone helpful. This was also the case for over one-third of the
teenagers in special schools (36 per cent) and nearly half (47 per cent)
of their parents. In other words, even though more of the special school
pupils said they had received help or advice from people other than
their families, a large proportion of all the teenagers and their parents
had found no one at all helpful when deciding what they might do
when they left school.

We asked both the teenagers and their parents about whether they had
spoken to specific people in connection with leaving school and asked if
they had found this useful or helpful. We got very similar replies to those
given to us by the teenagers while still at school. All but a few of the
teenagers who could not remember said that they had met a careers officer,
but only one-third said they had found the careers officer helpful, while
another quarter said the careers officer was kind, but provided no useful
help. Over 20 per cent said that they had found the officer definitely
unhelpful.

Again, as in Phase I of the study, not many of the teenagers said they
had talked to a careers teacher. In fact only 17 per cent of the teenagers
in special schools, compared with over half of the ordinary school pupils,
said they had done so, and most of the parents (88 per cent) reported that
they had not talked to a careers teacher at all. Two-thirds of the special
school pupils reported that they had talked to another teacher (usually
the head or class teacher) about leaving school, and just under half said
that they had found this teacher helpful. Their parents were not so
satisfied: only one-quarter said they had found the teachers helpful, while
18 per cent found the officer definitely unhelpful, and another 18 per
cent found the officer pleasant but not any actual help. (The remainder
had not seen a teacher.)

We also asked about professionals from the voluntary organizations,
the Spastics Society and ASBAH. Three pupils who had attended ordinary
schools had been in touch with the Spastics Society, compared with just
over one-third of the special school pupils. Most of the teenagers and
their parents who had been in contact had found this helpful, although
about 10 per cent said the contact was friendly but had proved no actual
help. Four of the parents and two of the teenagers said that their contact
with the Spastics Society had definitely been unhelpful.

Not many teenagers (one-third of special school pupils and only one
ordinary school pupil) had talked to a social worker, but only few reported
they had found this person helpful in relation to the placement of special
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school pupils. More of the parents had talked to a social worker in
connection with leaving school, and half doing so had found it useful.
This is important as most parents said they had not talked to a relative or
any family friend about their child leaving school, so the support from a
social worker or other professional would be much valued.

Six parents mentioned other people with whom they had discussed
careers, including the child’s consultant psychiatrist, a Disablement
Resettlement Officer, while two teenagers had been assessed by
psychologists at further education colleges, which their parents found
helpful.

As we mentioned previously, it has been suggested that some
handicapped school leavers are inappropriately placed because their
potential is inadequately assessed. In our follow-up group three (25 per
cent) of the ordinary school pupils had been on an assessment course of
some kind compared with sixteen (42 per cent) of the special school
pupils, while a further four (11 per cent) special school pupils had been
assessed after leaving school as part of their post-school placement.
Nearly three-quarters (71 per cent) of the young people who had been
on an assessment course thought that this had helped them in some way,
though their parents were less certain. In fact, some parents were
extremely vociferous in their complaints about these courses, the most
usual being that they felt it was a ‘waste of time’ as they were not told
what sort of placement would be best and were not given a
recommendation. Other complaints included: ‘They didn’t tell us the
results’, ‘[the Spastics Society] are blinkered—only put you in their
places’, ‘They told him he had done very well and then wrote and said
there was nothing he could do’, ‘[gave] only their ideas…not told of the
possibilities x, y, z, only their opinions’, and ‘The only thing they said
was he’d be wasting his time going to college. They didn’t explain what
the alternatives were.’

In fact, as can be seen from Table 11.2, two-thirds of the teenagers
and an even higher proportion of parents were dissatisfied with the amount
of information they were given about what they might do when they left
school. Nearly half the parents were ‘definitely dissatisfied’ and
complained bitterly about the dearth of information available to them, or
despairingly asked us for advice about what their child could do or to
whom they could turn to for help. This is a sad indictment of the careers
advice and guidance given to handicapped school leavers and their
parents.

One important failure in the professional help and support given to
some of the teenagers was mentioned in chapter 7. This was the lack of
follow-up support during the months after leaving school, shown by the
numbers who were either waiting several months for a placement, or
were still at home without any promise of a placement when interviewed.
Some of the teenagers, although in contact with the careers officer or
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other professionals, were left sitting at home getting worried and
frustrated, while others sadly slipped through an administrative gap and
were not given help or advice by anyone after leaving school. We have
already examined the lack of follow-up support provided by the schools
and suggested that this crucial changeover period could be jointly borne
by the schools and careers service. The school leavers and their parents
have a long and established relationship with the school which can be a
helpful back-up service during this time of transition. It is important this
relationship is not severed totally and abruptly so that the school leaver
is given time to make the adjustment to adult life with maximum support.

Parents’ and teenagers’ views on improvements required

School-based services. While there has been much improvement in recent
years, it can be seen from the findings above that the vocational guidance
arrangements for handicapped school leavers still leave much to be
desired. We should like to make some suggestions about the ways that
young people could be better helped, both before and after leaving school,
from the comments made by the teenagers and the parents in our follow-
up study.

Many of the teenagers (twenty-eight) and their parents were very
articulate in making suggestions about things that could or should have
been done by their school which would have made life better or easier to
cope with after leaving. Most of the teenagers wanted improvements in
academic tuition or careers advice. Many complained that they wanted
extra help to brush up their English, reading or maths in the last year at
school, ‘instead of doing nothing’ as one girl expressed it. Others wanted
the chance to take exams so that they could get qualifications. (These
were mainly special school pupils who felt they were not encouraged to
attempt exams.) As one girl said, ‘At school they pushed you into doing
things you didn’t want to do and wouldn’t let you try something if they
thought you couldn’t do it’. The majority of the teenagers said they wanted
more information about careers, or advice on what they could do when
they left, while a number wanted to know about further education. One

Table 11.2 Do teenagers and parents think they were given enough information
about the different things the teenagers might be able to do when they left
school?
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boy in an ordinary school complained that his school was ‘inexperienced
to tackle with the problem of my disability—my writing and typing—I
needed special advice when it came to leaving school’. Another boy in
an ordinary school said, ‘They should have given me more confidence
to ask questions’. Some of the special school pupils said that they had
felt ‘too protected. We couldn’t go out without an adult’. One girl also
said they ‘could have told me what a day centre was. I didn’t know till
after the interview’.

The parents’ emphasis on the innovations that were needed in the
schools was different. Most of the parents of teenagers who had attended
ordinary schools felt that basic academic instruction was lacking, and
that their child had not reached his full potential; they complained too
that they were not given enough individual attention or instruction in
basic skills.

The parents of teenagers who had attended special schools had very
different complaints and suggestions. The vast majority of them singled
out what they saw as the sheltered atmosphere of the special schools
which resulted in a lack of experience of the outside world. They made
comments like: ‘It was good while she was there, but now, looking back,
she doesn’t know anything about life.’ ‘He was still treated as a young
child.’ ‘It was so sheltered she was not encouraged to be independent.’
‘They never told her much about life in general—it was too protected.’
A number of parents specifically named the encouragement of
independence as an important area for improvement within the special
schools and also said there was not enough concentration on the social
side of education. One mother said, ‘It was sadly lacking in instruction
on things like writing letters, filling in forms, claiming social security,’
and another ‘They should go through each pupil when coming up to
school leaving to give a guideline and encourage independence—nothing
came out of it’. One mother also thought that ‘they should have explained
his sexual situation to him’.

These comments reiterate the recommendations made in chapter 10
about the need for improvements in the social education programmes in
schools for the physically handicapped. Many parents said that they felt
that the school curriculum was not sufficiently stimulating and relevant
to their child’s future potential. It is very sad that a parent summed up
her daughter’s preparation for school leaving in these words: ‘I think
she wasted a lot of time in the last year at school—she got very bored.’

The need for more and better assessment was also raised independently
by the parents: ‘They should have sent him on an assessment before he
left school…it could have told us more about what he could do. Three
years before he left this should have been done—all schools have the
same problem.’ ‘They should have done a lot more for her, assessed her,
realized the problems these kids have.’ ‘They could have had more
information on the alternatives available when he had finished school.
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Those going to a spastics place got lists of places of contact—we didn’t
…feel definitely school should have wanted him to go to Spastics Centre
[an assessment centre].’

After asking the general question about what improvements the
teenagers and parents would like to see, we made some suggestions about
the things which schools, or people working together with schools, could
do to make life after school better for young people, and asked the
teenagers to rate these ideas. (We mentioned the suggestions that
concerned social education in the previous chapter.) Most (60 per cent)
thought it a ‘very good’ idea that their school should give ‘more practical
help in finding a placement when you leave school’. Only one-quarter of
the teenagers said they did not think this was a very good idea for them
personally as they were satisfied with the help they were given or did not
require it. Over half also thought it a ‘very good’ idea that their school
should ‘offer more advice on how to apply for jobs/college etc. and how
to handle interviews’. The teenagers overwhelmingly favoured the
suggestion that schools should ‘give you more information about the
sort of jobs or activities a person with your kind of disability could do
after leaving’. Three-quarters (73 per cent) thought this was a ‘very good’
idea and 15 per cent quite a good idea. Two-thirds (68 per cent) of the
teenagers also expressed interest in the school giving more actual work
experience, although a quarter (27 per cent) did not want this.

We also asked parents if they felt that their son or daughter had left
school at the right time. Most of the parents were happy about this, but
one-quarter of the parents of pupils from ordinary schools and 14 per
cent of those of special school pupils felt they should have left school
earlier; very few felt their son or daughter should have stayed on longer.

Contact with services after leaving school. Very few parents said that
they had had any contact at all with their son’s or daughter’s school after
they had left. In fact, none of the parents of teenagers who attended
ordinary schools had heard from the school or contacted the school
themselves since their child had left, and only a third (34 per cent) had
had contact with the special schools. Half of these said that they had not
found the school helpful during this encounter.

It is perhaps surprising that most of the parents said they would not
have liked any more contact with the school. (In fact, all of the parents
of ordinary school pupils and over three-quarters (79 per cent) of special
school parents did not want more contact with the school.) This was
either because their child was satisfactorily placed, or because they felt
that the school did not or could not offer them any practical help in
finding a placement, or because they found that the school did not offer
constructive advice. They also felt that an outside professional with
knowledge of the opportunities available would be more help. Only seven
(18 per cent) parents said they would have liked more contact with the
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school. This does not mean that the schools need not provide more follow-
up support since parents were commenting on the status quo, and on
whether they thought their child’s ex-school would be helpful in the
present set-up. In fact, the majority (even those who had initiated contact
with the school themselves) felt that the school had not been, or could
not be, helpful. This should be accepted as a challenge by the special
schools if only in offering a sympathetic ear to post-school leavers and
their parents.

We asked the parents about any other people—apart from the school
staff—they or the teenager had been in touch with (by the telephone and
letter, as well as personal contact) in connection with the teenager’s care
since he or she left school. One might expect all of the teenagers and
their parents to have been followed up by the careers service and to have
seen a careers officer at least once in the year after leaving school.
However, one-third (32 per cent) of the special school pupils and their
families had not been in contact with a careers officer at all since leaving
school. This was also the case for one of the handicapped pupils from an
ordinary school. Since for many the contact they had had was only at the
point of leaving school, the proportion who had not in fact had any contact
with the careers service after leaving was even higher than these figures
suggest.

Neither was it the case that teenagers were immediately taken on by
the Disablement Resettlement Officer—less than 20 per cent of teenagers
had been in contact with a DRO. However 40 per cent of the families
reported that they had been in contact with a voluntary organization
(nearly always the Spastics Society) with regard to an assessment course
or recommendations following on from this. One problem, however, is
that the Spastics Society only appears to refer young people to their own
colleges, sheltered workshops and day centres so these are the only
alternatives offered to a teenager after assessment. If none is suitable,
the teenager is merely passed back to the local services which may not
follow through the case adequately, and in consequence the parents and
young people feel very let down.

We also asked parents about contact with services in general, to see
how much help and support the family were offered from any service
since leaving school, for things other than job finding. One third (37
per cent) of the parents said they had seen a social worker, while nearly
half (48 per cent) had been in contact with the social security office in
connection with benefits and allowances. Just under half (42 per cent)
had seen a hospital consultant in the last year, implying that most
teenagers had no medical follow-up after leaving school, though many
parents said they would have liked this. A quarter of the parents
mentioned other people the family had seen since the teenager had left
school and this included a neurologist, physiotherapist, teacher and a
church minister.
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In total the majority of parents (60 per cent) had seen less than two.
people who could have helped in the care of their son or daughter since
leaving school, and over half (54 per cent) of the parents of ordinary
school pupils and one-quarter of special school pupils had not had contact
with anyone at all from any services. A rather higher percentage of
teenagers had been in contact with someone, and one-third had seen
three or more people; nevertheless, one-quarter of the teenagers had seen
no one from any service in the year after they left school.

It is indicative of the poor support offered to these school leavers,
both at school and after leaving, that one-quarter of parents said they
had found it more difficult to obtain advice and help since their child
had left school compared to when he or she was at school, while half
said they had always found it difficult to get advice and help. Only three
parents (8 per cent) said they had found it easier since the teenager had
left school.

When asked about how services could be improved after leaving
school, the teenagers themselves mostly wanted more help in finding a
placement—whether in a college, day centre or job. Their comments
included: ‘They could have found me something to do so I was occupied’;
‘Seeing my careers officer more often. I have only seen her once to say
hello…Also to see more job centres and factories’; and ‘The careers
officer could have taken me around to find a job’. One boy said, ‘I would
like to do something more worthwhile at the day centre…and meet people
outside’. Another boy wanted ‘better facilities…and a better
understanding of disabled people’.

The parents were presented with a list of the things previously
suggested as needing improvement, and were asked if, in their particular
case, they felt improvements were needed in these areas. By far the most
popular request was for better services to facilitate post-school placement.
Three-quarters (76 per cent) of the parents wanted better advice about
placements when the teenager was leaving school, and two-thirds (68
per cent) wanted more help in actually finding a job.

There were two other suggestions that produced an enthusiastic
response. These were an improvement in clubs and leisure facilities in
their own area (70 per cent), (which is not surprising given our findings
on the large proportion of teenagers who are socially isolated both at
school and after leaving. This was certainly something that worried their
parents); and an improvement in the information about benefits and
allowances (two-thirds (68 per cent) asked for this).

Although the other suggestions that we made were not so unanimously
acclaimed, this does not mean they are unimportant, but only that the
problem did not affect all the sample. Over one-third of the parents
(including ten with severely handicapped teenagers) wanted
improvements on the medical side in the form of check-ups or medical
care. We mentioned earlier that when teenagers leave school they often
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become ineligible to see the paediatric consultant with whom they have
always been a patient. Very often this means they are not referred to
another consultant or hospital and, for spina bifida teenagers especially,
this may mean visiting several different consultants or hospitals for each
of their problems as there is no one hospital specializing in all of them.

One-third of the parents (32 per cent) wanted transport to and from
social activities; one-third said they would like contact with a social
worker to help with problems; and one-quarter said they would like
counselling for the teenager about any personal problems. Twelve
parents made their own suggestions about how help could be organized
for the parents of handicapped teenagers after they have left school,
generally to do with more assistance and advice on careers and from
the social services. (Someone to ‘put us in the picture’, ‘take it off our
shoulders’, ‘someone to guide us and tell us what is available’.) Some
made specific suggestions: ‘The careers officer should take teenagers
to big firms to see what the possibilities are.’ They complained that
‘no one involved the parents’ and that there was ‘no follow up by his
school, they simply made suggestions but did not pursue them’. Other
suggestions concerned the social services or social workers. They
complained that ‘the social services are not good enough…you need
to know what you’re entitled to…maybe the school should tell you
when you leave’. They wanted to know more about both monetary
benefits and allowances, and assistance with such matters as transport.
One parent summed it up: ‘You should have somewhere, for example
the social services, or some person who could tell you what you could
do, what benefits you can get, where to go to get things. For example,
many handicapped children are entitled to mobility allowance and don’t
know it.’ Another said, ‘You need someone you can always contact,
social workers are always leaving and changing’.

This idea, in fact, is very similar to the Warnock Report’s ‘named
person’ proposal. This recommendation was that when a disabled
teenager left school they should have one ‘named person’ who would
be responsible for helping them with all problems—social and
occupational—to give them advice on which service or which
professional to approach for help, and to have as a single point of contact
during the transition from school to adult life. Warnock recommended
that for young people with special needs the careers officer or specialist
careers officer should act as the ‘named person’. When we asked the
parents and the teenagers in our follow-up group what they thought
about this idea, they were overwhelmingly in favour of it (only one
parent and three teenagers felt that they did not need this). They felt
that the continuity of a single person who could advise them on all
matters, or act as a support during this time of change, would be
extremely helpful.
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Summary and recommendations

From the evidence of the teenagers that we followed up after leaving
school and the schools that we interviewed it is obvious that the facilities
for vocational training, as well as opportunities for satisfactory alternatives
to work, are inadequate at present. At the time of writing it is difficult for
many school leavers, handicapped and able-bodied, to find satisfactory
placements. While we cannot effect a change in the economic and political
climate, we would re-emphasize the obligation on both schools and
careers services to provide good advice, guidance and preparations before
leaving school, whatever the teenager’s position will be after leaving.
What is equally important is support for the teenager once he has actually
left school.

The findings of this study indicate that good guidance about the
existing possibilities of placements is sadly lacking. While there has been
much improvement in recent years, the vocational guidance arrangements
for handicapped school leavers still leave much to be desired. What is
needed is information and advice on all the possibilities, with preparation
for school leaving starting as early as possible. Only by encouraging
teenagers to make realistic decisions about the future will they be able to
make a satisfactory adjustment to life later.

As we have shown, neither ordinary nor special schools prepare the
handicapped for school leaving adequately. None of the ordinary schools
we visited had a designated member of staff to take responsibility for
handicapped pupils and give them extra support if this was needed,
although most had a careers teacher, while most special schools did not
even have a teacher responsible for careers. This might not necessarily
be a problem if a member of staff has a good relationship with the careers
service, which bears the ultimate responsibility for careers guidance.
However, vocational guidance is not everything, and special schools still
need to concentrate much more on preparing teenagers in general for
life after school. We have also shown that special schools rarely set aside
periods for careers education and this needs improvement since, while
individual guidance can be handled informally, teenagers should also
learn about the different aspects of work in order to get a realistic view
of the world around them. In addition, special schools should not rely
entirely on the careers service to provide advice, since the teenagers
may need support from the school staff with whom they have built up a
relationship over many years. Furthermore, as shown in chapter 7, many
of the teenagers in our follow-up group did not receive sufficient or
relevant advice or support from their allotted careers officer.
Unfortunately, while a good careers officer can be invaluable, some of
the experiences of the teenagers show that many do not provide a good-
service. In both special and ordinary schools, there seems to be a need to
build up a relationship with the careers officer at an earlier age.
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Many of the special schools or the careers officers referred the cerebral-
palsied pupils to the Spastics Society for assessment. While some of the
teenagers and their parents complained about these courses, it must be
said that this service does provide an opportunity for assessment which
is more thorough than that offered by the schools themselves, and that
the lack of a similar service was certainly felt by the spina bifida teenagers.
However, many of the teenagers in the study did not know about the
Spastics Society assessment, and were not referred to it by their school.
In general, the schools did not make very much use of professionals
from outside, for example, the Schools’ Psychological Service (for
assessment or vocational guidance purposes) (SPS), the voluntary
societies or medical personnel.

Greater co-operation and liaison with establishments of further
education also need to be developed. The ordinary schools in our survey
provided numerous linked courses with colleges of further education,
but few special schools had similar contacts with either colleges or
ordinary schools. Special schools should encourage this as far as possible
because not only does it provide an invaluable social experience for the
handicapped teenagers, it also gives them a broader insight into the range
of options open to them when they leave school. Judging from our study
few of the special schools had established formal liaisons with further
education colleges, even to take pupils on visits to colleges. As we pointed
out in chapter 7, some of the teenagers in the follow-up study who were
not satisfactorily placed since they left school could have benefited from
further education, and many of the teenagers were not aware of the range
of opportunities open to them in further education.

A high proportion of the teenagers and their parents were dissatisfied
with the amount of information they were given about what they might
do when they left school. Many teenagers asked us, in desperation, what
they could do and who they could turn to for help, and when asked what
improvements in services might be made many mentioned the need for
more information about what they could do after leaving school. The
parents similarly wanted more information about the alternatives.

Leaving school is a period of great stress both for the teenagers and
their parents and they were very worried. One idea we mentioned earlier,
which seems to be overlooked by the special schools, is arranging parents’
meetings where parents can talk to each other and members of the staff
about their worries and seek some support.

What is desperately needed for all handicapped school leavers is a
better system of support during the changeover period after leaving
school. Very few of the schools followed up their ex-pupils, while one-
third of the teenagers were not seen by their careers officers after leaving
school. In fact, one-quarter of those interviewed had seen no one in the
year following school. This is not necessarily a criticism of the personnel
at present providing services but an indication that the service at present
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is not organized in such a way as to ensure an adequate follow up of
leavers.

Clearly, contact should be initiated after leaving school, even if a
placement has been found, to make sure that this has worked out
satisfactorily and to deal with any problems that arise. Pupils returning
home from colleges of further education also need to be supported in
their efforts to gain recognition and to make social contacts. This study
emphasizes the need for a ‘named person’ to be responsible for the
handicapped teenager in the year after leaving school, as recommended
in the Warnock Report. Parents and teenagers alike were enthusiastic
about this idea.
 



12

Coping with disability: theoretical

issues and findings on the role of the

family and other informal resources

 
Research concerning psychological problems and stress, as well as
considering the incidence and nature of the problems, must also attempt
to disentangle the factors determining why one individual succumbs to
stress when others, apparently equally at risk, cope successfully.
Examples of four very different studies which attempt to do this are
the Brown and Harris study of the social origins of depression in women
(1978); Hewett’s study of families with cerebral-palsied children
(1970); Burton’s Family Life of Sick Children (1975); and Cohen and
Taylor’s study (1972) of long-stay prisoners in a maximum security
prison. These studies are all concerned, to some extent, with the
reactions of the subjects to major life stresses. In all of them, as in this
study, the question arises as to what it is that enables some families or
individuals to cope better than others. However, as Brown and Harris
state, the honest answer is that we just do not know, and the issue of
coping ‘remains to be explored adequately’.

Our own study was designed, as most others have been, to focus on
the problems of the young people rather than on their coping strategies.
The main reason for this emphasis was that so little work has been done
on the problems of congenitally disabled adolescents that it was
considered only logical to start by establishing the nature and extent of
their problems. Nevertheless, we did not entirely neglect the question of
coping which was explored in both phases of the study. We shall now
look at some of the theoretical issues involved, and in doing so focus on
two major questions: first, what is meant by ‘coping’; and second, what
ideas have been put forward about the ways in which people do cope?
As in chapter 8, particular attention has been paid to the theories and
models put forward by Lazarus (1966) on stress, by Adams et al. (1976)
on coping with transition, and by Brown and Harris (1976) on the social
origins of depression.

Mattson (1972), in considering children with a chronic illness, looks
on successful coping as ‘adaptation’ or ‘effective functioning’ in the
home, in relation to peers, and in school (or presumably, for those who
have left school, at the place of work or its equivalent). The criteria for
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‘effective functioning’ he suggests include age-appropriate dependence
on the family, little need for secondary gain from the illness, acceptance
of both limitations and responsibilities imposed by the illness, and the
ability to find satisfaction in ‘a variety of compensatory activities and
intellectual pursuits’. He also suggests that ‘cognitive flexibility, the
appropriate release and control of emotions and the adaptive use of
psychological defenses…are components in successful adaptation’
(quoted in Pless and Pinkerton, 1975).

Burton (1975) considers coping strategies, although she never clearly
defines criteria for coping. Coping parents are, it is implied, those who
‘surmount the many anxieties and stresses which beset them’, and are
therefore able to ‘function effectively as parents’. In her judgement,
 

Despite all the personal distress attendant on their child’s handicap,
most parents function effectively, curbing their own more negative
emotions, mobilizing hope and maintaining a sense of personal worth.
Feelings of resentment, depression, isolation and discouragement are
rarely allowed to predominate. Rather the reverse. Where they exist,
they are usually kept firmly in check.

 
The most relevant part of the Brown and Harris study to a discussion on
coping are their findings on ‘vulnerability factors’ and their obverse
‘protective factors’. They found four main factors which made a woman
more likely to break down in the presence of a severe life event or major
difficulty, these being absence of a confiding relationship, the presence
at home of three or more children under the age of fourteen, loss of her
own mother before the age of eleven, and the lack of a full- or part-time
job. None of these factors was capable of producing depression, but each
increased its risk in the presence of a provoking agent. What the authors
call ‘protective factors’ are simply the reverse of these—women are less
likely to become depressed if they do have an intimate, confiding
relationship with someone (especially a husband or boyfriend), if they
have a full- or part-time job, if they have not lost their mother before
eleven, and if they do not have three or more children under the age of
fourteen. The question of personality factors is not one about which they
collected evidence. All they have to say about this is that ‘if they play a
role, it is probably substantially related to a dimension of optimism-
pessimism’.

The authors suggest that the common feature behind this collection
of vulnerability factors is low self-esteem (other almost interchangeable
terms which they suggest are low self-worth, a poor sense of mastery,
and, a term used by many of the women themselves, ‘lack of self-
confidence’). However they point out—and this is again very relevant in
the case of some severely disabled youngsters—that ‘an appraisal of
hopelessness is often entirely realistic, the future for many women is



COPING WITH DISABILITY 321

bleak. But given a particular loss or disappointment, ongoing low self-
esteem will increase the chance of a general appraisal of hopelessness’.

It should be clear by now that many disabled young people are likely
to be very vulnerable. First, as we showed in chapter 5, they already
have low self-esteem (or lack of self-confidence). Secondly, after leaving
school many will not have the ‘protection’ (to self-esteem) of a full- or
part-time job, while the alternatives—day or work centre placements—
may, completely understandably, not be perceived as worthwhile. Thirdly,
they are less likely to have the protection of the sort of intimate confiding
relationship with a close friend of the same or the opposite sex which the
majority of other adolescents and young people either currently enjoy,
or anticipate having in the future. Both these factors are likely to be of
considerable importance in influencing whether or not a young person
will cope.

The existence of a close confiding relationship with somebody, even
if this is not a boyfriend, is likely to be critical according to Brown and
Harris’s findings. ‘Such a relationship is likely to provide some women
with a basic sense of self-worth. [But] it also has its more active aspect.
The availability of a confidant, a person to whom one can reveal one’s
weaknesses without risk of rebuff and thus further loss of self-esteem
may act as a buttress against the total evaporation of feelings of self-
worth following a major loss or disappointment. Furthermore, the ability
to talk to someone about one’s feelings is a safeguard against some sort
of blanket defence mechanism of denial preventing the working through
of grief.’ The second extremely important factor is whether it is possible
to obtain a job or, if this is not desired or possible, an alternative which is
perceived as acceptable and worthwhile.

While Brown and Harris concentrated on provoking agents and
vulnerability factors rather than on coping factors, Lazarus (1966) pays
much more attention to coping in his theoretical model. Once a particular
situation (for example, the possibility of obtaining a job or finding a
boyfriend) has been perceived as a threat, and therefore potentially
stressful, the coping processes come into play. Lazarus has attempted to
classify the main coping strategies employed by an individual. Some are
adaptive and some maladaptive, some will be expressed in direct action
and others in inaction. Direct action can include adaptations in behaviour
aimed at strengthening the individual’s resources—‘attack’ (either
directly expressed anger which may or may not be adaptive, or anger
felt but not expressed), or avoidance of the situation. Coping strategies
other than direct action may include inaction or apathy, anxiety reactions,
or a reappraisal of the situation (defensive reappraisal) which may be
adaptive or maladaptive. For example, a mildly or moderately
handicapped teenager who has been highly self-conscious about his
hemiplegia for many years might for various reasons (for instance after
counselling) ‘reappraise’ the situation and decide that there is no reason
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why his disability should make his life essentially any different from
that of his peers. He may then act accordingly. This reappraisal may be
entirely appropriate. On the other hand he might ‘reappraise’ by
developing inappropriate fantasies about his future, for example, that he
will one day be ‘cured’.

Adams et al. (1976) regard coping as something essentially active. In
their chapter on ‘human coping processes’ they describe coping as ‘a
series of control activities where a person is attempting to exert influence
in such a manner that his various requirements are catered for’. Later
they state that ‘fairly common criteria for evaluating a person’s control
activities…include…whether a person exhibits appropriate types and
intensities of emotional arousal, whether he can establish and maintain
social relationships and whether he can earn a living by approved
methods’. (For young people unable to find work because of disability,
the third criterion might be replaced by whether a person can find a way
of living without work which has significance for him.)

These authors discuss coping strategies for the effective management
of stress which are useful to consider in relation to the young people in
our study. One strategy they label ‘cognitive shielding’ by which they
mean controlling the amount of stressful stimulation by disregarding
certain stimuli according to some priority scheme—for example by
delaying decisions, making rapid and so less thoughtful decisions, or
by ‘temporary drop-out’ (that is, deliberately refusing to make a decision
until after a recuperation period). A second strategy is the creation of a
personal stability zone, so that there is always someone, somewhere or
something to fall back on in time of stress. (This may be one factor
underlying some disabled teenager’s dislike of even minor physical
changes such as the arrangement of the furniture in the home.) A third
strategy is situational grouping, that is, meeting for discussion with
other people experiencing similar transitions, the purpose of the
grouping being to work together on the problems and the opportunities
for solution. Crisis counselling, that is, making use of interpersonal or
of professional resources, is a fourth strategy, and links with Brown’s
findings on the importance of a confidant. A fifth strategy is
‘anticipatory socialization’ that is, the gradual adjustment to a new
situation, for example not moving into one’s first job or going to college
until one has first read about it, visited it, met others who work there
and so on. A sixth strategy is for the person to be able to make use of
appropriate support systems. This might mean, in the case of a disabled
teenager and his family, knowing exactly what statutory and
professional support exist, and how best to utilize them.

We have already looked at some of the formal support systems available
for the handicapped teenagers and their families (see chapters 10 and 11).
However, we have said little directly about the informal resources available
from family and friends and it is to these that we now turn.
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Resources available within the family

In this section we look at the ways in which the sibs and parents were
providing support to the teenager, especially in their role as people in
whom the teenagers could confide.

Sibs as a source of support

In Phase I of the study the handicapped teenagers and their parents were
asked a general question about their relationships with brothers and sisters
(see Table 12.1) and then the teenagers were specifically asked about
whether they confided in them. Only a small proportion of teenagers
had marked difficulties in relationships with sibs, and on the whole the
handicapped young people seemed to be on good terms with their brothers
and sisters, rather better, if anything, than the controls. Only seven had
severe difficulties in their relationships with sibs and there did not appear
to be any correlation with severity of handicap.  

Those who had none or only trivial problems ranged from young
people who made remarks to the effect that they got on as well as brothers
and sisters usually do, or of the kind, ‘all right…sometimes they get on
my nerves’, to those who were very positive: ‘I think we get on very
well. If we have an argument we’re back to normal in five to ten minutes.’
‘Whatever I say to my sister she won’t split. She’s not my special friend
[but] she’s my second best.’ ‘Smashing.’

Teenagers with slight difficulties included those who reported frequent
arguments, or who just didn’t consider the relationship very good. Here
are a few examples: ‘I get on better now [but] we argue a lot and she
reckons I’m miserable.’ ‘The others talk too fast and shout at me’ (athetoid
girl with a marked speech defect). ‘I don’t get on with my sister. I think
she’s a bit of a snob. We don’t actually quarrel.’ ‘My sister is always
annoying me and we’re not the best of friends.’

Only in a few cases did the problem appear to be very serious. A
control girl said that she and her sister had constant arguments and
fights, including actual fist fights. A cerebral-palsied girl in an ordinary

Table 12.1 Difficulties in relationship with sib(s) as reported by the teenagers
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school said she could talk to one of her sibs but she didn’t get on with
the other two at all, and ‘hated’ them. A mildly handicapped girl with
many emotional problems became very upset indeed at this question;
she thought her sister was ‘getting at’ her all the time. One boy had
fights with his sister whom he said frequently got ‘very angry’ with
him, and another had problems in his relationship with his younger
sister whom he spoke of contemptuously, and described as constantly
irritating him. One wheelchair-bound teenager reported a marked
problem in getting on with her brothers, one of whom was mentally
handicapped with behaviour problems, and whom the whole family
found difficult to cope with.

The teenagers’ reports of their relationships with their sibs were
confirmed by what their parents said. Here are a few examples of close
relationships: ‘Chris [the sib] is very fond of him…he’s the only one
John could call a friend…it’s extraordinary…Chris is not at all ashamed
or embarrassed’ (mother of a hemiplegic boy who was herself somewhat
‘embarrassed’). A mother of another boy reported that ‘Paul [the
handicapped brother] is very orderly and Jim [the sib, two years younger]
takes Paul’s money and wears his clothes…they fight all the time, but
they make it up quickly and are very close. Jim has insisted that he wants
to look after Paul when we die.’ A mother of a severely handicapped girl
thought the girl’s seventeen year old brother was ‘marvellous …he’d lay
down his life for Anne. For instance, last Monday he took her out with
his friends to the pictures and to supper afterwards…they may squabble
on the surface but deep down they’re very close…he’s not ashamed of
her at all.’ Later, she added that if Anne had any problems she’d take
them to her brother first to discuss, and ‘they’d sort it out’. A mother of
an athetoid girl said that during the school holidays Mary shared the
room with her three sisters. They never seemed to quarrel and ‘won’t be
separated’. The very close relationship between the handicapped girl,
the oldest in the family, and the sister next in age was quite clear to the
interviewer from observation and discussion.

A smaller proportion of parents than of young people reported marked
problems in relationships with sibs. Where problems did exist they seemed
to be of four main kinds. One was when the handicapped teenager had
marked behavioural or emotional problems which the sibs found difficult
to cope with. For example, one mother felt that her teenage daughter,
who had epilepsy, severe tantrums and often somewhat bizarre behaviour,
simply didn’t appreciate the efforts of the two younger sibs to help her.
She said the sibs ‘tried very hard’, the younger sister would love to have
her handicapped sister as a ‘big sister’, but the handicapped teenager
was often unkind and inconsiderate and had to be handled by all the
family ‘with kid gloves’. A second type of problem was where family
relationships in general were disturbed, this being reflected in
relationships between the sibs. A third type mentioned was where the
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sibs resented the attention paid to the handicapped teenager. Finally, there
were cases where the mother simply felt that the handicapped teenager
and his or her sib(s) simply had very difficult personalities, and clashed
because of this.

Although the great majority of disabled teenagers got on well with
their brothers and sisters, and in fact spent more time with their sibs than
did the controls (see chapter 3), most of the young people did not actually
confide in them, and this was true for both the handicapped teenagers
and the controls. Less than 10 per cent said that they had a close confiding
relationship with one of their sibs, while only around 20 per cent confided
in them occasionally. A rather higher proportion of girls than boys
reported a close confiding relationship, but severity of handicap did not
appear to be an important factor. However, the bond of affection described
by the teenagers and the parents was often, in itself, a very effective
support.

Parents as a source of support

We have already looked at two aspects of the parent-teenager
relationship—in chapter 5 parent-teenager alienation was considered,
and the relationship between maternal anxiety and adjustment in the
teenager. In this chapter we are much more concerned with the positive
side of parent-teenager relationships. Although fathers were not totally
neglected, we concentrated on mother-teenager relationships, since other
studies (Baldwin, 1976; Wilkin, 1978) have shown that it is, to a great
extent, the mother who shoulders the physical burden of caring for a
handicapped child, and Philp, in his review of recent research (1978),
comments that ‘there is litle evidence of fathers radically altering their
level of participation in domestic tasks as a result of the presence of a
handicapped child’. As the findings presented in the next section will
show, it is also the case that disabled teenagers rely predominantly on
their mothers rather than their fathers for emotional support, and are
much more likely to confide in them.

Getting on with parents generally. As a lead into the more detailed
question about confiding in parents the teenagers were asked whether
they thought they got on with their parents ‘about as well as other
teenagers’, ‘not as well as other teenagers’, or ‘better than other
teenagers’. Very few teenagers (four with cerebral palsy, three with
spina bifida and one control) thought that they got on worse with their
parents than other teenagers did. Of the remainder, about half of those
who were disabled said they got on ‘about as well as others’. Compared
with the disabled teenagers, a slightly lower proportion of controls said
they got on better, but the differences were not marked. When asked
which parent they got on with better a higher proportion, irrespective



326 DISABILITY IN ADOLESCENCE

of sex, said that relations were better with their mothers. The proportions
were similar (about 60 per cent) in both the handicapped and the control
groups.

After these introductory questions the teenagers were asked in more
detail about their relationships with their parents. This was a difficult
area to probe, and it was our impression that many teenagers were very
loyal to their parents, and more reluctant to talk freely about their
relationships with them than about other issues raised in the interview.
As we were particularly interested in whether the teenagers actually
confided in their parents, this was asked specifically, and the results are
shown in Table 12.2.

The proportion of teenagers who claimed that they confided most in
their mothers was high and very similar (about 60 per cent) for both
groups. However, more handicapped teenagers than controls described
a relationship which was coded as poor or dubious. When sex was looked
at as a variable, a slightly higher proportion of the control girls and of
the cerebral-palsied girls said they had close confiding relationships, but
no sex differences were apparent for those with spina bifida. Degree of
handicap did not appear to be important, though there was a tendency
for more of those with moderate or severe handicaps to be close to their
mothers.

Here are some comments made by those whose relationships seemed
to be poor or dubious: ‘Things break out…we argue about my future.
They [parents] can’t see me doing anything when I leave school…it’s
only recently been like this. They’re very good parents.’ ‘She doesn’t
have much sympathy [for me]…she favours others…for instance the
dog…she just tolerates me.’ ‘She tries to help [but] I find it difficult to
get on with her.’ ‘I don’t talk to her much…I don’t like her nagging, and
not letting me go out.’ (This boy had discussed his relationship with a
school counsellor.)

Table 12.2 Relationship with mother according to teenager

* Only two handicapped teenagers had a definitely poor relationship. In the
other cases the teenager appeared to have some not very clearly articulated
reservations which led to the coding ‘dubious’.
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A number of teenagers said that they had a good relationship with
their mothers, but didn’t usually confide in them. ‘We get on very
well…[but] I wouldn’t [confide in] her or anyone else.’ ‘We’re quite
close…but I don’t talk about my problems because she has enough of
her own.’ ‘She understands me and I talk over school worries with her.
But not other worries…I don’t like my parents to worry…like if I’m ill,
I won’t tell them.’

However, as Table 12.2 shows, the majority of teenagers did claim to
have a close confiding relationship with their mothers. Many made
remarks like, ‘Mum understands me’, or said that they were ‘very close’,
even though they might voice some criticism. ‘She’s like a big sister…I
can talk to her about anything.’ ‘She understands everything…I talk to
her all the time. She’s my only friend’ (cerebral-palsied girl with many
emotional problems). ‘I’m close to her…she annoys me sometimes but
I’d talk to her about anything.’ ‘We talk about everything…I only get
annoyed when she helps me a lot.’ ‘I’m really close to her…she really is
a friend…understands most of my problems.’

The mothers’ point of view was also obtained, the findings being
fairly similar to those of the teenagers themselves. A number of mothers
described the relationship as basically a good one but not really close;
most saw this as a normal. However, rather more mothers of both controls
and the disabled claimed to have a close relationship than did the teenagers
themselves, especially where the teenager was handicapped. Conversely,
where there was a handicap, fewer parents than teenagers reported any
problem in their relationship (3 per cent compared with 15 per cent), but
included the mother of a very mildly handicapped cerebral-palsied boy
who said that he was constantly quarrelling, stirring things up and refusing
to help her, and calling her names such as ‘deaf old bag’. On the
interviewer’s visit to the home the situation was exactly as she had
described it. (This was a family in which relationships generally were
very disturbed.) Another mother reported that she and her daughter
quarrelled the whole time when the daughter was at home in the holidays,
while one mother said that things were so bad that she couldn’t really be
bothered to talk to her daughter and said that this was a ‘horrible feeling’
and that she felt ‘very guilty’ about it.

The great majority, however, thought that they had close relationships
with their children, despite the disputes which sometimes occurred. ‘We
argue a lot but we’re very close.’ ‘We’ve a very close relationship…I
think J tells me everything that’s worrying her…but there’s also a lot of
friction about looking after her [urinary] bag and her clothes.’ ‘I feel
there’s nothing she wouldn’t tell me.’ ‘I think [our relationship] pretty
marvellous.’ ‘We have our ups and downs, but if she’s any problems she
comes to me.’ ‘We get on very well indeed…we sit and have long chats
together.’ A few mothers spontaneously described the relationship as
too close: ‘We’re very close…but I’m very protective, I know.’ Even
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mothers of mildly handicapped children in ordinary schools sometimes
admitted this. For example: ‘We’re very close and she’s dependent on
me. It’s not healthy.’ ‘We’re very close…very good friends who do
everything together…he needs to get away from me.’

The mothers were then specifically asked whether the teenager had,
during the past year, discussed his or her handicap with them. The results
are shown in Table 12.3. The group who had talked most to their mothers
were the spina bifida girls, nearly three-quarters of whom had done so
on more than two occasions, their problems over incontinence
management making this almost inevitable. In general, girls seemed more
likely than boys to discuss their handicap, as over 60 per cent of the boys
had never done so over the past year. As expected the extent to which
teenagers discussed their handicaps was related to the severity of their
disability. Only 27 per cent of those who were mildly handicapped had
talked with their mothers more than twice about their handicap over the
past year, compared with over 40 per cent of those with moderate or
severe handicaps, although as noted already many of those with mild
handicaps did have worries about their disabilities.

Among the mothers who said that their teenagers had not discussed
their handicaps with them over the past year, a few added comments to the
effect that there were ‘no problems’, or ‘it doesn’t bother her’, or that the
teenager ‘could talk openly about it but just takes it for granted’. Only a
few made remarks such as ‘he keeps it in’ or ‘he never talks about it’
(implying that there was a problem needing discussion). Many mothers,
therefore, appeared to be unaware of the extent to which the teenagers did
worry about their handicap and their need to discuss this with someone.

Mothers who had talked to the teenagers about their handicaps were
asked for details, including who had brought the subject up, and what
they had discussed. In almost all instances mothers left it to the teenager
to raise the subject. Especially in the case of those with spina bifida the
problems discussed were often of a practical kind, for example
management of a leaking urinary bag, bowel incontinence, bladder
infections, or finding shoes and clothes which fitted but were also
fashionable. Much less frequently the teenager’s long-term future was

Table 12.3 Whether teenager has discussed handicap with mother over past year



COPING WITH DISABILITY 329

discussed, for example whether he or she would ever find a boy- or
girlfriend, and what life had to offer them. Here are a few examples:
‘We’re very open …we discuss how he feels about being handicapped
and about his being teased’ (mildly handicapped boy in an ordinary
school). ‘[She discussed her handicap] when we were out
recently…talked about other girls and their clothes…she gets upset
because she doesn’t look attractive.’ ‘She’s started…since she’s been
looking for work: she says, “if I wasn’t like this I could get a job”.’
Three mothers of deaf boys reported that their sons had, during the past
year, asked for the first time about why they were handicapped. ‘[We’ve
discussed it] in a very limited way. When I was trying to explain to him
that he’d soon be going to hospital for an operation on his nose he made
gestures to his ears and legs…he seemed to want something done about
them too. But when I told him nothing could be done about them he just
shrugged his shoulders and went out. He didn’t seem very upset.’

Mothers who did talk to their teenage children about their handicap
were asked whether they could do this quite easily, or whether they found
it quite difficult. Most said that they could discuss the handicap quite
freely and only a few mothers admitted that they found it difficult. One
said that she still hadn’t fully accepted her daughter’s handicap and felt
very strongly that she need never have been handicapped if she had had
better pre-natal care. Another, coping alone extremely well with a very
severely handicapped son, still felt ‘underneath’ that it was her fault that
her son was handicapped, and this was why she didn’t like discussing it
with him, especially as he found it very difficult to accept. A mother of a
cerebral-palsied boy who attended an ordinary school and identified
strongly with his non-handicapped peers said that her son found it difficult
to talk about his condition. He had done so when he was younger but
now never brought up the subject.

Those mothers who were able to talk to their sons and daughters about
their handicaps clearly have an extremely important counselling role to
play, especially as they were often the only person in whom the teenagers
confided. However, most teenagers, especially the boys, did not appear
to feel it possible or appropriate to discuss their handicaps with their
parents, or spoke with them about practical problems only.

Relationship with the father. The teenagers were also asked about their
relationship with their fathers. Although the majority reported that they
had a good relationship with their fathers, a substantial minority (about
one-quarter of the disabled teenagers and 14 per cent of the controls) had
a relationship which was coded as poor or dubious (see Table 12.4). More
disabled than control group teenagers seemed likely to have problems in
getting on with their fathers, but it was also true that a higher proportion of
disabled than of control group teenagers said that they actually confided
in their fathers, this being more likely for disabled boys than girls.
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Although few teenagers seemed to have very poor relationships with
their fathers, there were quite a large number whose relationship with
their father was not at all helpful. Here are a few of the comments: ‘I
don’t get on particularly well with him…he’s not the sort of person you
can talk to…he’s interested in electrical things…he doesn’t understand
me so much.’ ‘I don’t find him sympathetic to talk to…he’d laugh [if
confided in].’ Some of the girls either felt that fathers did not understand
them, or said that they were frightened of them: ‘He does talk to me
about my handicap, but not in the same way as Mum…he says things
like “Don’t worry, every thing will turn out all right in the end.” He’s got
a bad temper and that frightens me. He never hits me, but he hits my
brothers and sisters.’ ‘I don’t see him a lot…he’s at work or in the garden.
I don’t really know him, and I’m not sure if he understands me.’ (Girl
attending residential school.) ‘We get on quite well, but I’m frightened
of him. He never goes for me but he goes for my sister.’

Many teenagers—both those who were disabled and those in the
control group—had a basically good relationship with their fathers but
did not feel very close to them. ‘I don’t feel I could tell him as much as
Mum. I want to, but I don’t think I could.’ ‘At my age it’s natural to talk
more with my Mum.’ ‘I don’t confide in him but we get on well. Mum’s
more interested in me.’ (Spina bifida girl whose father was very helpful
in other ways, for example, arranging for adaptations to the house.)

Finally, here are some comments from the teenagers who did have a
close relationship with their fathers: ‘Most of the time he’ll talk over my
worries with me…I feel he understands me.’ ‘We get on well…better
than with Mum. I can talk to him…especially about big problems.’ ‘We
get on very well…he’s calm, not cross…lean talk to him.’ ‘He’s funny
and cheers me up…if I have a row with Mum he doesn’t get annoyed.’

Resources available from outside the family

Confiding in a special friend

It was believed that for this age group the opportunity to confide in a
special friend might be a particularly helpful resource, and for this reason

Table 12.4 Relationship with father—teenagers’ report
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after being asked open-ended questions about what they did when feeling
low the young people were asked whether, when they felt low or worried,
they ever talked things over with a special friend. The results are given
in Table 12.5, and show that a much higher proportion of the controls
had a close friend in whom they could confide at least occasionally,
compared with the handicapped teenagers. Whether or not a disabled
teenager confided in a friend was unrelated to the type or the severity of
his handicap, or the type of school attended. In the control group, girls
were much more likely to confide in a friend than boys (33 per cent
compared with 7 per cent), but no clear sex difference was found among
the disabled teenagers. Overall, therefore, peers did not appear to provide
a frequent source of support for handicapped teenagers when it came to
discussing personal matters.

Confiding in an adult outside the immediate family

The teenagers were also asked whether there were any adults (apart from
their parents and school staff) or any relatives (apart from sibs) in whom
they confided or talked over their worries with. A third of the teenagers
in each group confided in some adult, but in most cases this was not on
a regular basis and only twenty (about one-fifth) of the handicapped
teenagers reported a close confiding relationship.

Several saw their grandmother every weekend and sometimes stayed
with her. Aunts were also quite important as confidants. One boy, for
instance, said there was one aunt of whom he was particularly fond. He
saw her nearly every weekend and could tell her anything, for example
what to do about his mother not allowing him as much independence as
he thought he was capable of. Three teenagers had cousins who were a
particularly close source of support. Other people confided in included a
godmother, a ‘social aunt’, two house parents, a next-door neighbour,
and a family friend. From the warmth with which the teenagers referred
to these adults, it was clear that adults, other than parents, can be a very
important potential source of support, especially when teenagers had
problems which they did not necessarily want to discuss with their
immediate family.

Table 12.5 Confiding in a special friend (findings from Phase I of the study)
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The reports of the parents were very similar indeed to those given by
the teenagers themselves. Again, grandmothers, aunts and older cousins
were frequently mentioned as confidants. ‘She thinks the world of my
aunt…she’s like a grandmother to her.’ ‘She feels her grandfather [who
was disabled] really understands her.’ ‘She talks to her grandmother…she
doesn’t want to worry me too much.’ ‘He’s very close to his aunty E.
who’s a nursing sister.’ ‘He confides in his Dad’s niece… she’s twenty-
six he’ll talk to her about anything.’ ‘He confides in his
grandmother…he’s known her all his life. She’s very outgoing, and he
enjoys her company.’ Occasionally teenagers confided in neighbours:
‘He talks a lot with a neighbour…as man-to-man [though] I’m not sure
how much he actually confides in him.’ ‘Mrs. C along the road… he told
her he was thinking of ending it all…but he hasn’t told me.’

Confiding in adults at school

The teenagers were asked whether, during the past year, they had been
to talk individually to any adult at their school about anything which had
been worrying them or making them unhappy. Most of the controls (85
per cent), two-thirds of those with cerebral palsy, and half of those with
spina bifida had not talked to anyone. If they had it was almost always a
teacher. Only four handicapped teenagers and one control had talked to
a school counsellor. Others to whom handicapped pupils had turned to
occasionally included house parents, ancillary helpers, speech therapists,
physiotherapists, the deputy head, a school doctor, a school secretary
and the psychiatrist (in a school for maladjusted children). Some teenagers
mentioned more than one person. The great majority had found these
discussions definitely helpful.

From the point of view of staff training, the finding that one-quarter
of the disabled pupils had talked to teachers and only 3 per cent to school
counsellors is important, especially since, as we discussed in chapter 10,
only one of the twenty-eight special schools and nine of the thirty-four
ordinary schools actually had full- or part-time counsellors. Those in
residential schools sometimes discussed their worries with house parents
or helpers, and this too has implications for the formers’ training. In
terms of type of school attended, over 40 per cent of those in special
schools said that they had talked over something which was worrying
them with a member of the school staff during the past year, compared
with one-third of handicapped pupils in ordinary schools (a difference
less marked than was expected), and 15 per cent of controls.

The young people were asked (but not pressed) what they had
discussed. Those who were willing to specify this referred to quite a
wide range of problems. Several had discussed problems connected with
family relationships, including getting on with their parents, getting their
mothers to give them more independence, rows between parents and a
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bereavement. Others had discussed peer relationships, for example,
getting on with other people, finding a girlfriend, coping with teasing (a
handicapped and a control boy, both in ordinary schools, had been to see
a school counsellor about this). Four handicapped pupils in ordinary
schools had been to see a member of staff about particular aspects of
their school work. All but one had found them helpful. Only four pupils
mentioned discussing physical problems with members of staff. Three
were spina bifida pupils who had discussed anxieties about whether they
would be able to have a child, while the fourth teenager had discussed
obesity and problems arising from an ileostomy.

When asked about the ways in which staff members had been helpful
some pupils referred to the fact that they had been able to explain and
give information about a problem that was worrying them, while others
laid emphasis on the moral support they gained: ‘just having someone to
talk to.’ ‘It helped me to look at things in a different light.’ ‘I feel she [a
housemother] is a friend. When I’m upset I feel calm with her.’ The
main finding was that where teenagers had gone to a member of staff
with a problem they had almost always found this definitely helpful.
This suggests a strong need for more systematic support of this kind to
be made available. In the case of the spina bifida pupils in particular
many more opportunities to talk are needed over their anxieties about
their physical handicaps, and the implications of these for the future.

Discussion groups

So far we have looked at the forms of support which non-disabled people
can provide to teenagers. We were also interested in whether, by means
of discussion groups, disabled young people might be mutually
supportive about their problems. Consequently, the teenagers were
asked whether they had ever taken part in a discussion group, and if so
whether they had found this helpful. Only one-quarter of the cerebral-
palsied group and one-fifth of the spina bifida group had done so. In
nineteen cases the group had been organized by the school, and in
eight cases by a body outside the school, including four courses run by
the Spastics Society, three by clubs for the handicapped, and one as
part of a PHAB holiday.

Of the twenty-seven teenagers who had taken part in such groups,
only two said they had not found them helpful, while eighteen had found
them definitely helpful and were most enthusiastic about them. ‘We talk
about our handicaps and you can see other people’s ideas.’ ‘[It helps
because] others have the same problems as me.’ ‘I liked sitting around
the table where we’re all the same and you can talk without worrying.’
‘You can express your feelings and everyone understands and feels the
same.’ ‘We discussed all sorts of things…for instance, what your mother
and father expect you to do [in this case very protective parents] I found
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it helpful; it brought it out so that I could talk about it and it wasn’t just
my problem. I could share it.’

Since so few people had actually had experience of such groups, we
asked all the teenagers whether they thought it would be helpful if those
with the same sort of handicap could meet together in small groups to
discuss shared problems. The great majority (about 75 per cent of the
girls and 62 per cent of the boys) thought this would definitely be useful,
a small number were unsure, and only one-fifth thought they would not
be helpful. It was anticipated that those who were only mildly
handicapped might not want this kind of discussion, but this was not the
case, the difference between them and the other groups being very small,
and very similar proportions of disabled teenagers in ordinary (65 per
cent) and special schools (73 per cent) thought such groups would
definitely be helpful. This is in line with the findings of the Spastics
Society (Carlile, 1979) who have found a great demand for their
residential courses (which include discussion groups) for comparatively
mildly disabled young people from ordinary schools.

Those teenagers who thought that group discussions would be helpful
were asked about the sorts of things they would want to talk about. Their
varied replies gave some very interesting insights into the questions with
which disabled teenagers are most concerned. Some gave rather global
answers, or answers covering a great many aspects of life, for example:
‘How to get on in life with a handicap.’ ‘The same sorts of things we’ve
been discussing [in the interview].’ ‘How I came to be handicapped.’
‘How to get on in life, how you can be happy, and get a job, and settle
down.’ ‘Jobs, college, boyfriends, growing up and having a family, and
leading normal lives.’ ‘Family problems, health problems and sexual
problems.’

Many teenagers (including, perhaps surprisingly, more girls than
boys) specifically mentioned finding jobs and what they were going to
do when they left school. These included mildly as well as moderately
and severely handicapped young people. Many teenagers also
mentioned topics related to their social lives, their friends, and their
use of time outside school. The phrases ‘how to get out and about’, and
‘what I can do outside school’ were used by several teenagers. Some
mentioned specific problems such as ‘driving or practical things like
that’, or ‘steps and wide doors’, or ‘getting to a place of work’, but
more were concerned with actually meeting people. For instance, one
severely handicapped boy said he’d like to discuss ‘how to get out of
the house and visit friends’, while a mildly handicapped girl in an
ordinary school said ‘how to get out and meet people’. Two cerebral-
palsied boys attending ordinary schools wanted to find out what others
with cerebral palsy did in their spare time.

A number of young people wanted to discuss personal relationships.
Some mentioned family problems, and some boy- or girlfriends, while
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several young people said they would like to discuss relationships with
able-bodied people, for example ‘how other people react to handicapped
people’, or ‘how to get more co-operation between the able-bodied and
the handicapped so that able-bodied people can understand problems
with handicaps’. ‘Mixing with ordinary people…you might get left out
otherwise.’ One mildly handicapped boy in an ordinary school (who
had attended a special school at primary level) said that he felt discussion
groups should have both disabled and non-disabled people in them. He
felt that ‘children in special schools lead too sheltered an existence in
their own circle. And it might benefit Joe Bloggs to be part of such a
group…the Joe Bloggs of this world would be shattered to meet
handicapped people.’

Several young people said they’d like to discuss their handicaps and
their feelings about being handicapped: ‘What’s wrong with us, the way
I feel and what worries me.’ (Severely handicapped spina bifida girl.)
‘Whether there’s any chance of walking like normal.’ ‘How long I’ll
live.’ (Severely handicapped spina bifida girl.) ‘My feelings about being
handicapped and the restrictions it places on you.’ Two cerebral-palsied
boys said that they would like the chance to discuss sex in a group with
others who were handicapped.

Contacts with disabled adults

One question which has never been systematically explored is whether
it would be helpful for disabled teenagers to meet and/or know about
disabled adults who are coping well with their disabilities. The teenagers
were therefore asked whether they’d ever met or seen adults with ‘the
same sort of problem as yours’. Just under half (43 per cent) of the
cerebral-palsied group and 60 per cent of those with spina bifida had
done so. Ten young people mentioned television and radio programmes
as their only source, but others had disabled neighbours or family friends.
Several had had contact with disabled adults in institutions or clubs (e.g.,
PHAB, day centre and hospitals).

No attempt was made to go in detail into the depth or quality of the
contact but the teenagers were asked how the contact had affected them,
and whether they had found it helpful or depressing, or if it had really
made no difference. Just under half had found the contact helpful, while
only 12 per cent (seven teenagers) found it definitely depressing and the
others had no strong feelings either way. On the whole, the teenagers
were not very articulate about how the experience had affected them, but
a few gave clear answers. A severely handicapped spina bifida boy, for
example, had read about a married couple with spina bifida, and found it
helpful to see ‘how they manage’. A severely handicapped athetoid boy
knew another spastic young man ‘who lives round the corner and can’t
feed himself…has poor speech’ and said that he felt it ‘encouraging’ to
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see how he coped. A diplegic girl who depended mainly on a wheelchair
said that she had heard a programme about a woman paralysed from the
waist down who was coping well, and had found this encouraging.

What really emerged from our very brief exploration of this issue
was that disabled teenagers seldom made contact with disabled adults; if
at all, it was by chance, and the contacts were often brief and superficial.
There was some evidence that such contacts, if more carefully arranged,
could be helpful, and this is something to which special schools (or other
organizations for disabled young people) could well give much more
careful thought. Certainly when asked about this directly in Phase II of
the study, 65 per cent of the teenagers believed that it would be a good
idea if disabled adults were invited to special schools to talk about their
experiences and how they’d got on in life.

The importance of a confidant in relation to emotional well-being

As young people begin to embark on adult life and start to face the
difficulties of becoming independent and accepting more responsibility
for themselves, the need for a confidant of some kind begins to be more
important, and in Phase II we thought it would be useful to look at this in
relation to the psychological adjustment ratings described in chapter 5.

About half the young people (48 per cent) said that they had a confiding
relationship with their mothers, and half of these also named one or more
other people in whom they could confide, at least occasionally. Only
seven of the teenagers said that they regularly confided in a peer, although
thirteen others did so from time to time (a total of 40 per cent), while
over one-third mentioned a sib. Nearly 30 per cent spoke of some other
adult—usually at their college or day centre—with whom they had been
able to discuss some problem over the past year. Nonetheless, about one-
third of the sample appeared to have no one at all, adult or peer, in whom
they could confide.

The quality of the teenager’s relationship with his or her mother
appeared to be a most significant variable in relation to ratings of
adjustment in that three-quarters of those who had a confiding relationship
with their mothers were rated as ‘satisfactory adjustment’, while only
one-fifth had ‘marked problems’. Two of these were the young people
who had changed their status from ‘satisfactory adjustment’ to ‘marked
problems’ over the year as a consequence of having no placement, while
two had over-close relationships with both their parents, and had little
opportunity to mature because of this.

However, there was also some evidence to suggest that even if there
wasn’t a confiding relationship with the mother, having a peer, sib or
other adult as a confidant offered some protection against emotional
difficulties. In fact, those without a regular confidant of any kind were
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twice as likely to be rated as having ‘marked problems’ as those who
confided in somebody on a fairly regular basis.

The importance of families, and mothers especially, in helping the
young people to cope was emphasized again when we asked, at the end
of the Phase II interview, who or what had helped the teenager most in
coping over the previous year. Over 40 per cent mentioned their mother
or their parents as being their main source of support, compared with 16
per cent who mentioned peers, and 26 per cent who spoke of an adult
either in the statutory or voluntary services (usually the staff at their
college or training centre). However, four teenagers (9 per cent) said no
one at all had helped them, and that they had had to rely entirely on
themselves. One said, ‘I learnt a lot of lessons this year…things don’t
always work out well’, while another, in spite of some support from his
family, said, ‘It’s yourself really—it’s really a matter of pushing yourself
through the hard bits’.

Inner resources

So far we have considered the coping resources available to the teenagers
in terms of other people in whom they could confide and who could
offer them either practical advice or at least an outlet for expressing their
feelings and regular moral support. Much more difficult to explore are
the other sorts of resource available within the teenager himself, which
might be broadly described as ‘inner resources’. One factor which we
would have liked to look at, but which proved too difficult to measure,
was personality. In planning the study, we considered using ‘personality
tests’ but none seemed particularly useful for our purposes. Thus all we
can really do here is to emphasize that although ‘personality’ was a
variable we could not measure, it is certainly of great importance.

However, we did attempt to look briefly at three other aspects of ‘inner
resources’. First, we asked the teenagers what action, if any, he or she
took when low, and whether this was helpful. Secondly, we examined
the data to see whether there was any association between coping (defined
as ‘satisfactory adjustment’ as rated in chapter 5), and two other factors,
one being whether or not the teenager had an absorbing interest or hobby,
and the other whether he or she was interested in their school work, or if
they had definite plans for the future.

Teenagers’ description of ways of coping when ‘feeling low’. Towards
the end of the interview in Phase I of the study all the teenagers were
asked: ‘We’ve talked about a lot of things which often affect teenagers—
like being lonely or depressed or worried and so on. When you feel that
things are getting you down, is there anything you usually do to make
yourself feel better?’ The findings were very similar irrespective of
whether or not the teenager was handicapped, the type of school he



338 DISABILITY IN ADOLESCENCE

attended, and the type of handicap. Many said that they found it best to
talk things over with someone. ‘I talk to my boyfriend.’ ‘I ring Mum’
(girl at boarding school). ‘I ring a friend.’ A number of teenagers
mentioned an adult whom they found it helpful to talk to. ‘If it’s something
that really bothers me I go to one of my parents and talk it over with
them and they help me to sort it out.’ ‘I ’phone up the next-door
neighbour.’ ‘I have a cry with Mum, talk to her, and go to bed early.’
Another very popular way of coping which all teenagers made use of
was listening to records, often alone in their rooms, while two kept diaries
and two others (one exceptionally able and one of below average ability)
did creative writing. Reading, radio and television were seldom mentioned
as helpful. Teenagers from all three groups sometimes mentioned the
need to be by themselves to think through problems when they were
worried or depressed. ‘I just go and sit by myself…it does help…I know
it sounds daft, but it does.’ ‘I’ve taken up exercises, and I sit and meditate’
(control girl). ‘I go up to my room and stay there for a long time. I might
read or play the record player and that would cheer me up.’ The general
theme which came from the teenagers’ descriptions, and was often stated
explicitly, was the need to do something to occupy themselves and to
take their minds off their problems; it was only a minority who sat down
and tried to think them through.

A significant group, however, had not been able to find effective ways
of coping with worries and depression. As one boy who was severely
handicapped by cerebral palsy and had had long periods of hospitalization
put it, ‘I go out when I can [in his wheelchair] but when the weather’s
bad I usually take it out on Mum…it was especially [bad] in
hospital…that’s really fed up, that was [sic] I read, but that’s not much
good…and listen to the radio, but I’ve had enough of that radio.’ One
function of discussion groups could certainly be to help teenagers
exchange ideas with one another about ways of coping when life was
particularly difficult.

Interests and hobbies. In chapter 3 the young people’s interests were
described. We compared those who had an interest or hobby (over 60
per cent of the controls and over 40 per cent of the disabled teenagers)
and those who didn’t have one to see whether there were any differences
in their overall psychological adjustment. We found that disabled
teenagers with interests were slightly more likely than those without to
be well adjusted, but the difference was very small indeed. However,
this is perhaps because few handicapped teenagers appeared to have a
really absorbing interest which might protect them from depression.

Definite interest in school work. We also compared those who had
expressed a definite interest in their school work (27 per cent of the
controls, and 18 per cent of the disabled teenagers) with those who had
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not, again in terms of their overall adjustment. This did not mean simply
those who were examination candidates, but perhaps inevitably it was
the more able pupils who were more likely to be interested in school
work. In the handicapped group a much higher proportion (almost double)
of those who were interested in their school work were well adjusted
than those (the majority) who had expressed no definite interest, while
twice as high a proportion of those who were not very interested as of
those who were fell into the group with marked problems (36 per cent
compared with 18 per cent); but this is probably related to the association
between adjustment and IQ (see chapter 6). This difference was also true
when the cerebral-palsied and spina bifida young people were considered
separately. Only three of the spina bifida teenagers (10 per cent) expressed
a real interest in their school work, and all three were well adjusted. In
the cerebral-palsied group about one-fifth had a real interest in school
work, nearly three-quarters of whom were well adjusted compared with
only 43 per cent of those with no such interest. In the control group the
numbers with a real interest (only nine) were so small that the findings
are not very reliable.

Definite plans for the future to which teenager is looking forward.
Another ‘resource’ which we considered might affect the teenagers’
ability to cope was whether they had definite plans for the future which
they were looking forward to. The findings here were very similar to
those for an interest in school work. The minority (only one-fifth of the
whole sample) who did have definite plans for the future were a much
better adjusted group than those who did not; this being equally true for
those with cerebral palsy and spina bifida. Seventeen per cent of each
diagnostic group had definite plans for the future, the great majority of
them (73 per cent of those with cerebral palsy and 80 per cent of those
with spina bifida) being well adjusted. Comparable figures for adjustment
in those with no definite plans was about 40 per cent in both diagnostic
groups. However, again the factor of difference in ability level makes
this result difficult to interpret.

Summary

The evidence we have gathered suggests that while some teenagers found
much support from their families (especially their mothers, but also from
sibs and other relatives) it was by no means the case that close confiding
relationships were available to all the teenagers from within the family
circle. It appeared that a confiding relationship with a parent did act as a
protective factor to depression, except in the case of severe difficulties,
and also that where this was lacking, a confiding relationship with some
other adult or peer had the same protective effect. However, compared
with the control group, the handicapped teenagers were much less likely
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to have a close relationship with a peer, and about one-third of the sample
in Phase II had no one at all in whom they could confide.

Whenever the teenager had approached a member of staff for advice
or discussion this had been seen to be very helpful, but it didn’t appear
to be a common pattern for this kind of relationship to be regularly sought.
This was especially regrettable since so few teenagers found their parents
to be a source of advice for anything other than purely practical matters.
Very few ever discussed issues to do with the handicap itself with parents
or with their peers.

When they were asked if they would like the opportunity to have
group discussions of mutual problems with their handicapped peers, the
majority of teenagers were very keen to do so. Again, few had actually
had experience of this but those who had were enthusiastic about the
benefits. Another idea which the teenagers responded to positively was
the opportunity to make contact with disabled adults, discuss problems
with them and to find out how they had managed to cope with the
difficulties the teenagers were currently facing.

Whether or not the teenagers had a keen interest in school work or
had definite plans for the future were also important factors in protecting
them from depression (although these things were probably not
independent of intelligence which has frequently been shown to relate
to coping skills).

We believe it is useful to view many, and probably the majority, of
disabled teenagers as being in a situation which is currently stressful and
which has the potential for becoming even more stressful once they leave
school, becoming at worst a ‘severe life event’ of the kind described by
Brown and Harris, or at best confronting them with the necessity (which
may be postponed for several years after leaving school) for making a
stressful ‘transition’, as defined by Adams et al. A major aim of those
working with these young people and their families, therefore, should
be to take action (preventative where possible) to help them to cope with
these stresses, particularly with their social relationships, and also to
help them see themselves as self-respecting adult members of society,
regardless of whether or not they have paid jobs.

The theoretical models and the research discussed earlier in this chapter
suggest at least some strategies by which people do cope. These include
(i) developing a close confiding relationship with someone; (ii) having
some practice in controlling at least some aspects of one’s own
environment and thus gaining a sense of mastery (rather than simply
playing a passive, dependent role); (iii) having some experience of
success, with a consequent development of self-esteem; (iv) having,
especially in a period of stress, someone or something in one’s life which
has personal meaning and significance, and which one knows will remain
stable; (v) having the opportunity to discuss the stressful or potentially
stressful situation with others facing similar difficulties, and possibly, in
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addition, having available an adult other than a close relative who can
provide advice and support; (vi) having the knowledge of where to go
for ‘support’ to which one is entitled; (vii) and this applies particularly
to those who have left school, having the opportunity to engage in
activities outside the home which, in some way, confirm the young
person’s sense of identity as an adult or as someone who is preparing
him or herself to be an adult member of society; (viii) finally, having the
opportunity to develop ‘inner resources’. These will include not only
relevant personality traits but, especially important in the case of young
people, the development of genuine interests, which may either lead to a
job or make leisure time more fulfilling.
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Conclusions and recommendations

This study attempted to survey all young people in the relevant age group
with cerebral palsy or spina bifida accompanied by hydrocephalus, living
in a defined geographical area. Since between a half and two-thirds of
all physically handicapped children suffer from one of these conditions,
the problems presented by our sample may be regarded as fairly typical
of handicapped young people in general.

The study showed that a very high proportion of the sample had severe
and multiple handicaps, complicated further in a substantial number of
cases by marked learning difficulties.* We are no longer dealing, as in
earlier days when conditions such as poliomyelitis were the most common
causes of handicap, with young people whose main problem is a simple
locomotor dysfunction and whose intellectual abilities are normal.
Although this fact has been recognized in the literature and in government
documents for some years, it is clear that the school and post-school
services are not yet organized in ways which focus on this reality,
accepting it as a central and continuing trend, with the clear implication
that open employment will not be available for the majority of school
leavers; nor that social outlets will be readily accessible without special
intervention of some kind. It is essential that those providing services,
both field workers and administrators, recognize these basic facts and
devise services accordingly.

In common with other studies of young people with similar handicaps,
we showed a very high incidence of psychological problems—three to
four times as high as among the controls—and in particular depression,
anxiety, lack of self-confidence and fearfulness. Those who were most
handicapped were most at risk, but these difficulties were by no means
uncommon even in teenagers whose handicaps were relatively mild.
Again, there was little evidence that those responsible for providing
services had fully recognized the extent of the distress which we
encountered, or were aware of the young people’s need for help. It is
important to remember however that over half of the young people, even
among the most handicapped, showed no overt psychological problems,
and it is crucial that we discover more about what protects these young
people.
 
* Indeed in that we deliberately excluded (for technical reasons) young people of very
low ability (IQs estimated to be below 70) our study does not fully reveal the extent of
learning difficulties coupled with physical handicap to be found in a representative
population.
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Schooling

A third of the sample were being educated in ordinary schools, and this
group were on the whole less physically handicapped and more able,
although there was a considerable overlap in degree of handicap and
levels of ability between those in ordinary and those in special schools.
The teenagers in special schools tended to be in all-age schools, which
were usually very small, and about half those in special schools had
attended the same school from the primary level.

Most teenagers were said to be happy in school regardless of
placement, but while all the young people attending ordinary schools
said that they preferred this placement to a special school, one-quarter
of those in special schools said that they would have preferred an ordinary
school. When asked for their preference ‘as far as friends are concerned’
an even higher proportion of those in special schools (over 60 per cent)
opted for an ordinary school. Most expressed a preference for an ordinary
school which other handicapped pupils also attended, rather than a
situation where they would be the only disabled pupil. In the main, the
parents also expressed satisfaction with whichever type of school their
child attended, but although appreciating the special facilities available
in physically handicapped schools, many complained about low academic
standards, and thought that their children did not receive adequate
stimulation.

These findings suggest that there should be a wider choice of schools
available for handicapped teenagers, including more special units in
ordinary schools, which could offer a wider choice of curricula and
general stimulation, and help the handicapped to make contact with the
able-bodied, while providing whatever special services and support are
needed. At the very least, education authorities should ensure that special
school pupils attend at least some classes within the ordinary schools,
and have the opportunity to meet with their able-bodied peers.

Independence, helplessness and depression

Parents saw the majority of the teenagers as striving for independence
despite the fact that we showed a very high level of dependence in the
basic self-care skills. To some extent differences in degree of
independence were related to level of handicap, but this did not entirely
account for the differences. The teenagers usually claimed that they
wanted to be more independent and often thought that they could have
achieved more if their parents had allowed this, something the parents
often conceded themselves. The physical conditions within the home
were also of importance in determining how much independence the
young person could achieve. In terms of helping in the home and the
exercise of choice, again there were wide differences, but some very
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handicapped young people were contributing to the running of the
household and exercising a degree of personal choice and responsibility.
It was apparent that many could and should have been doing more in this
respect.

It seems clear that more attention should be given to helping young
handicapped people to gain self-sufficiency. This could be achieved if
the necessary home adaptations were provided (often only simple and
inexpensive measures were needed) and if parents were helped to realize
the importance of giving their child more independence, responsibility
and freedom of choice, and were involved in programmes to achieve
this. Incontinence management was a particularly difficult area where
much more help was needed if the young people were to become fully
competent.

It became obvious that not only the parents but also schools and
medical services failed to encourage independence. Our study revealed
an appalling level of ignorance among the teenagers about the nature
and cause of their handicaps—indeed over half of those with cerebral
palsy did not even know the name of their condition. Their main source
of information had been their parents, and though most wanted to know
more, this information was not provided for them within their schools or
hospital clinics as a basic right. Their knowledge about the services and
allowances they were entitled to was also very poor, and many had no
clear idea where they should go to get more information, and this did not
seem to be part of the school curriculum. Again, in relation to their
ignorance about the facts of life, contraception, the likelihood of
producing a handicapped child and their capacity for a sexual life, our
interviews demonstrated a need to provide this kind of information in
schools and colleges. Very few of the handicapped pupils had ever
discussed their fears and doubts about these issues with anyone else
(including their peers), although they were eager for knowledge.

A message that came through very clearly from teenagers especially
(but also from parents) was their general feeling of lack of control over
their own lives and in particular in their choice of college or other post-
school placement. Because insufficient time had been spent discussing
the possible options with them and the reasons why a particular college
or centre was being recommended, they felt that they had taken no part
in the decision making and were being treated as problem objects to be
‘placed’. This was true even when the parent and the teenager were quite
satisfied with the placement recommended, or when the choices were so
limited that only one decision was possible. The teenagers greatly resented
the implication that their views and their contributions to the debate were
not considered important, and they described feelings of impotence and
vulnerability. Within their colleges, and more especially in day centres,
once more the young people were frequently not involved in decisions
about curriculum content or choice of activity, which again they found
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frustrating and demoralizing. Their often perfectly sound ideas about
appropriate activities went unheeded, while unexplored ambitions in
terms of jobs or training assumed the status of minor obsessions,
paralysing further action. It appeared that the professionals continually
underestimated the teenagers’ ability to enter into a reasoned appraisal
of the options or lack of them. Certainly they showed themselves to be
well capable of discussing these issues with us in a realistic way, and of
being surprisingly articulate and perceptive about their situation, even
including those rated by their teachers to be quite low in ability.

Where they saw that opportunities were given them for increasing
independence skills and freedom of choice, as happened in the best of
the residential colleges and in one day centre which encouraged client
participation, the young people were very appreciative and very quick to
respond. Where this happened the parents were also ready to acknowledge
the benefits in terms of greater maturity and satisfaction with the
placement.

The importance of ensuring greater independence, knowledge about
the handicap and the services available, and greater involvement in
decision making, is not simply because these things are important in
themselves, but because they affect the teenager’s general level of maturity
and self-confidence and whether he feels in control of his own life.

In Seligman’s book Helplessness (1975), he emphasizes the
importance of ensuring that any individual feels a sense of mastery over
his own fate. ‘Helplessness’, states Seligman, ‘is the psychological state
that frequently results when events are uncontrollable’ when the
individual finds that ‘an outcome occurs independently of all his voluntary
responses’. He cites experimental evidence with animals and a wealth of
clinical data to demonstrate that an animal or person who construes
himself as ‘helpless’ in this sense is likely to suffer from apathy and
depression, and to fail to recognize solutions to his problems even when
these are obvious. Conversely, if an individual ‘believes that he has control
or mastery, he may out-perform more talented peers who lack such a
belief’.

The experience of most handicapped children is likely to continually
affirm feelings of helplessness. They are deemed to be unable to carry
out for themselves many of the daily activities which their non-
handicapped peers undertake as of right, and decisions are continually
made about their future by professionals or remote administrators without
consulting the young person (or even his family). Even when the
restrictions of choice are such that few alternatives exist, it is still
unacceptable to the recipient and damaging to his self-esteem if these
issues are not fully and openly discussed. In particular, it is impossible
to imagine how the disabled person is to avoid feelings of helplessness if
he is not given the basic information to enable him to understand or
account for his handicap. Knowledge about his handicap and about the
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services available are essential if the disabled young person is to feel in
control. The fact that greater efforts have not been made to provide this
information indicates a serious failure in education provision.

On the evidence available, one must conclude that a major problem
with current service provision is the failure to recognize the importance
of cultivating independence and the capacity for decision making among
handicapped young people, both as a way of ensuring they are enabled
to lead fuller lives, and as a way of enhancing self-esteem and feelings
of worth. To have the opportunity to experiment and to make mistakes is
probably an essential part of growing-up, and to be denied this opportunity
is likely to inhibit maturation.

To be handicapped need not inevitably lead to feelings of helplessness
or depression, since, as we have already noted, over half the young people
interviewed were judged not to have overt psychological problems of
this kind. However, the high levels of anxiety, depression and fearfulness
which we found must be attributable, to some extent, to the constant
under-valuing of their worth, implicit in the attitudes of many of the
adults the handicapped young people encountered.

Social isolation

Perhaps the most significant finding in our study was the extent of social
isolation among the young people, both in their school years and after.
There was a clear relationship between social isolation and the presence
of psychological problems, and it is this issue which we should
particularly like to draw attention to, since it was our impression that the
lack of social intercourse caused more distress and misery than any other
factor, particularly for young people whose families were not very
supportive.

Whether or not the handicapped teenager had an active social life
was related to degree of handicap, in particular with locomotor disability,
but the problem could not be accounted for entirely by this factor. Even
the more mildly handicapped young people in ordinary schools, although
they had more social outlets than those in special schools, were
disadvantaged compared with their non-handicapped peers. For example,
even those who could use public transport and had friends who were
fully mobile were still less likely to visit or to be visited by friends in the
holidays than their able-bodied peers. It was apparent from responses
made by parents and teachers that many young people had difficulties in
social relationships. It was obvious that there was a need for counselling
and for social skills training to help the handicapped, both in ordinary
and special schools, to overcome feelings of shyness and inadequacy,
particularly in relation to the able-bodied. Handicapped children in
ordinary schools, while benefiting greatly from the opportunities for social
interaction offered them, also needed more help than they were getting
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in coping with peer relationships. By treating them too firmly as ‘normal’,
their teachers overlooked some very real problems which these young
people had, and this supports the Warnock Report’s recommendations
about the help needed for handicapped pupils and their teachers in
ordinary schools.

Pupils within special schools tended to be very severely isolated (and
to remain so in the post-school years). Over 60 per cent never saw their
friends outside school, and in the month previous to our interview only
one-quarter had made a visit or been visited by a friend. Mobility was
the major barrier to sociability, and the fact that few had school friends
living nearby contributed to this. It also became apparent from our
inquiries that the quality of friendships among the handicapped was often
different from their peers. Fewer were able to name a special friend, they
saw their friends less often in the privacy of their own homes, and were
less likely to confide in them—hardly surprising if they had little
opportunity for interaction without close adult supervision. Neither
parents nor teachers appeared to appreciate the significance of this, or to
be aware of the shallowness of many friendships compared with those
formed between the non-disabled. After school, friendships begun in
residential college were frequently lost when the course finished, and no
advice appeared to have been offered to help the young people to find
ways of pursuing the contacts made there.

We formed a strong impression that helping pupils to develop more
social outlets was not a major objective of special schools, colleges or
day centres. It should be the general aim in schools to help foster
developing friendships between children, so as to ensure that these are
strongly established before leaving and have a chance of continuing once
school is over, as well as assisting each child to make use of whatever
additional contacts might be possible within his own locality. It is because
friendships are not well established during school days that the
handicapped young people quickly lose contact with each other once
they leave school and are therefore unable to provide each other with
peer support at this crucial time. Of course able-bodied young people
often do not maintain friendships with former school mates either but
they are in a better position to replace these friendships with others.

It is important to ensure that parents appreciate the teenager’s need
to establish friendships, and that they encourage mutual visits between
friends and create opportunities for the teenagers to meet together and
go out without parental supervision, as far as this is possible. Schools
and colleges must recognize this problem and actively take steps to
promote developing friendships, discussing with parents from an early
age ways of helping friends meet at weekends and in the holidays.
Parents need to understand that while clubs are important, they cannot
fulfil all the child’s friendship needs, and that the development of close
intimate relationships (‘having best friends’) are important too. At
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adolescence in particular, the companionship and support of friends
are essential if the teenager is to attempt new social situations—joining
a club, going to a party or simply making an excursion to a local café
for a snack.

Close friendships are not simply pleasurable experiences in
themselves, important though this may be. They are important in helping
an individual to understand himself and to mature and, as we have
discussed in chapter 12, confiding relationships are likely to act as a
protector against depression and contribute to the enhancement of self-
esteem. The lack of opportunity to engage in close relationships with his
peers at school is likely to put the handicapped teenager at a disadvantage
compared with his able-bodied peers in developing the skills of friendship
building.

Our findings show that handicapped pupils were less likely to have a
hobby or interest, read newspapers or books, and follow sport than their
able-bodied peers, although these are all things which, if developed and
encouraged, would facilitate social intercourse. Again, schools and day
centres did not appear to be helping pupils to develop interests that could
be continued after school, or could be used as a basis for establishing
friendships. Pupils need help to discover what leisure and social facilities
are available within their own areas in which they might be able to
participate, or about the adult education facilities available, and the
potential these classes have for social contact. Community service or
voluntary work within the pupils’ own locality could also be explored
with the same objective. Each teenager should be helped to make contact
with local secondary schools with the aim of fostering social contacts
within their own locality, and they should be encouraged to join local
clubs for the same reason. A special project for pupils in the leavers’
class might be to investigate, with the help of able-bodied peers from
neighbouring schools, what leisure facilities are available in each
teenager’s area, which are accessible, and how to get there. Handicapped
adults could be invited to the school to discuss various aspects of
increasing social contacts so that the teenagers have some models of
adult behaviour to emulate.

It is important that day centres and sheltered workshops see that
helping their young clients to develop social outlets could make a major
contribution to their general well-being. In Schlesinger’s survey of day
work centres (1977) she points out that while it might not be appropriate
for work centre staff to organize leisure activities themselves, the role
of the centres could be more ‘one of encouraging those in the
community who are more directly responsible to provide the
handicapped with opportunities for leading a fuller social life’. She
quotes the example of one centre which invited people to come in and
talk to the clients about different leisure interests so that they were
able to discover the possibilities open to them, and afterwards were
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helped to pursue any interest which attracted them. ‘Hobby partners
were also found, some of them visiting the homes of those with mobility
problems.’ She found that most clients had ‘definite ideas about things
they would like to do’ and that there was ‘a decided interest in sport
and in attending classes outside work time’.

Since transport is such a major obstacle to social intercourse it seems
important that schools help their pupils to explore all the possibilities.
The aim should be to ensure that no child is totally dependent on his
parents for transport. His potential for driving should be investigated
and lessons begun, if appropriate, before leaving school, even if the
prospect of a car is not immediate. The possibility of using public transport
should be explored thoroughly and practice given. Other sources of
transport need to be explored, such as the Red Cross or other voluntary
organizations within the child’s local area, and taxi or minicab services
that would be sympathetic to his needs. Parents need to participate in
these discussions and be helped to realize that the mobility allowance
should be used in this way to help the young person achieve independence
in transport.

All this would take time and local knowledge, and consequently
whoever on the school staff was given the responsibility would have to
be allocated space on the timetable in order to assist each child
individually. Particularly in view of the poor prospects for working, it
seems vital that schools devote the resources necessary to helping pupils
extend and enhance their social contacts during school years, and that
continuing support is available to teenagers in the post-school years to
ensure that opportunities are pursued. Because their day-time occupation
was so unsatisfying for many of the school leavers and the prospects for
improvement poor, lack of social outlets was even more distressing than
it had been in the school years. Young people with unsatisfactory (or no)
occupation and few social outlets described very serious depression
amounting to despair. Indeed we learned that one boy in our study made
a serious attempt to commit suicide when he returned home from his
residential college because his life at home was so bleak, in spite of the
warmth and support of a caring family.

Education for living and counselling

The ignorance which the young people showed about the nature of their
handicap, the services available and their capacity for parenthood and
marriage, together with the need to foster social outlets, all suggest that
schools and colleges urgently need to develop ‘education for living’
courses. The high rate of psychological disturbance revealed indicates a
clear need for good counselling services. Good models for such courses
can be provided by the best of the further education colleges, and aim at
preparing the young handicapped person for maximum personal
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independence and for an adult life where paid open employment cannot
be assumed. Alternatives to work and use of leisure time would form a
central feature of this course, discussing all the issues raised in the other
sections of this chapter.

Our study also demonstrated, as did the investigations made on behalf
of the Warnock Committee, that pastoral care and counselling systems
within schools could be greatly improved. Little time was assigned for
class teachers to discuss personal and social problems, and it appeared
that only severe difficulties were likely to be recognized. In fact only
nine of the eighty-two survey pupils in special schools, and three of the
thirty-seven in ordinary schools had seen a teacher or counsellor for
help or advice with personal problems, in spite of the fact that so many
were very distressed and anxious. Little back-up specialist help was used
by schools, for example from psychologists, social workers and other
professionals with experience in handicap.

Individual counselling for teenagers should be available to those who
need it, as well as group discussions. Because it is likely that many
teenagers will not have the opportunity to marry or have children, it is
most important to spend some time discussing this, emphasizing the value
of close and fulfilling friendships, and companionship outside marriage.
Schools should ensure that someone from outside is available to talk to
the teenagers both about general problems related to handicap and in
particular about sex and marriage, making use of organizations like
SPOD. The one school in our study which seemed to be meeting the
teenagers’ needs in this respect had used a marriage guidance counsellor
who visited the school regularly to help young people discuss their
problems both individually and in a group.

When the suggestion of group discussions was put to the young people,
the majority said that they would like this. In addition to discussing
feelings and attitudes, self-assertion training to promote self-confidence,
as well as social skills training, could usefully be tackled on a group
basis. The presence of able-bodied teenagers at least at some of these
discussions would help the disabled to see their problems in perspective—
for example, by appreciating that most teenagers worry about their
physical attractiveness to the opposite sex, and that the problem of finding
employment is not confined to those with a handicap. Having handicapped
adults along from time to time would both help focus discussion and
make it more realistically based.

No one could pretend that the provision of these services will eliminate
the problems entirely. However, the lack of such provision at present
results in a situation where young people are bereft of support at this
most critical period in their lives, and, once again, it is the families who
have to provide information and advice as best they can.
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Work and alternatives to work

Eighteen months after leaving school, only one-third of the young people
surveyed were in open employment, while one-quarter were attending
college. The rest were in day centres or were at home with no occupation.
It seemed likely that ultimately the proportion without occupation or in
day centres would be even higher, since the majority of young people in
special colleges were unlikely to get into open or sheltered employment.

The large proportion of young people without any occupation eighteen
months after leaving school is of particular concern, because these young
people were very depressed, socially isolated and anxious about their
future. It is essential to prevent this kind of inactivity by providing at
least some short-term outlets, through college courses and voluntary work,
until a long-term solution can be found.

However, those in day centres were not necessarily better-off.
Dissatisfaction with the day centres was very high, largely because these
are geared primarily to the needs of the elderly who form the majority of
attenders. As a rule they neither provided companionship with young
people of the same age, nor offered stimulating work activities. As
Schlesinger (1977) points out in her survey of day centres, ‘in the main
the jobs that are undertaken do not allow for the full use of the worker’s
abilities, learning of new skills or a sense of achievement or progress. In
fact nearly half the workers were rated by Managers as under-using their
abilities. [The work] rarely reflects the majority interests of those who
are doing it, or gives them the opportunity for developing skills such as
responsibility and decision making.’ However, both in her study and in
ours there were a few centres which did offer a greater variety of activities
and engaged the interests of the younger members, indicating that this is
certainly possible. There is a great need to disseminate information
between centres so that good ideas and models of good practice become
more widely known. It should be possible to offer centre clients a more
varied day, with more opportunities for social interaction with their age
peers by making use of existing adult education or further education
classes. As Schlesinger goes on to say ‘Most centres could have more
and stronger links with the community…if centres are integrated in the
community then those attending them will in a very real way be integrated
too, while still having the necessary support that the centre framework
gives.’ The model developed by the Tuckeys (1979) could be usefully
repeated, at least in part, in other areas of the country.

The possibilities for the teenager to engage in some kind of voluntary
work within his neighbourhood should also be explored since this would
both widen social contacts and enhance self-esteem. The handicapped
so frequently experience themselves only on the receiving end of services,
and we tend to overlook the contribution which they can make, and which
they would take pleasure and satisfaction in doing. The OECD publication
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Alternatives to Work for Severely Handicapped People (1979) cites a
number of examples of schemes where the handicapped participate as
volunteers. Many handicapped young people have skills which are not
competitive commercially but which could be very useful to some local
organization, such as a tenants’ association, church or club, and which
would offer the disabled person an opportunity for increasing his local
contacts and sense of achievement.

It seemed to us a major problem that the teenagers were totally
unprepared for the possibility of being unemployed. Their self-esteem
was closely bound up with having paid employment, and no one had
helped them to think through the possibility of not getting a job or how
to organize their lives in a meaningful way if a job was not feasible. It is
important that discussions about this are begun with the parents and the
teenagers while the teenager is still at school, so that he is properly
prepared for this and has some ideas about meaningful alternatives to
work. The fact that both the teenagers and the parents are not prepared
for unemployment is a definite barrier to finding satisfactory alternatives
to work. At present, since the counselling and support services for the
post-school leaver are so meagre and the social contacts after leaving
school so limited, the young people are left to face their disappointments
quite alone, or with only the support of their families.

The pre-leaving programme at school should include visits to a wide
variety of normal work environments, as well as day centres and sheltered
workshops, so that the young people have a realistic idea of the range of
options available and can begin to think about what might be possible,
as well as what is likely to be out of the question.

In relation to training or further education, we would endorse the
Warnock Committee’s recommendation that more facilities should be
provided within ordinary colleges so that handicapped young people
can continue their education while at the same time building up better
local contacts. The young people attending special colleges were very
isolated socially when they returned home, and had no means of making
new friends locally. However, it also seems important that some local
colleges be able to offer residential facilities, since the experience of
being away from home did help some handicapped young people develop
self-reliance and self-confidence. Residences on the campus or close by
would also help the young people take a more active part in college
social life than disabled attenders of ordinary FE colleges do currently.

What became very apparent was the need to streamline the services
existing at present in the post-school phase so that it is made clear to
everyone concerned who has responsibility for overseeing the welfare
of each young school leaver, in terms of further education, training,
employment or social outlets. At the moment, because a number of
agencies are involved, no one person is seen by the teenager as
responsible, and no one agent need feel that the responsibility is his.
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Consequently, once having left the sheltered special school or college
environment, the teenagers are commonly lacking support, information
and guidance just at the point in their lives when the implications of their
handicap are becoming more apparent to them and their need for support
is greater than it has ever been before. In the absence of professional
help, the young people have to rely on their parents more than ever, at a
time when they should, like other young people, be weaning themselves
emotionally away from the family. For those young people whose families
cannot offer this support for whatever reasons, the situation is very bleak
indeed.

To overcome this problem, the Warnock Committee recommended
that for each school leaver there should be a ‘named person’ responsible
for generally overseeing the young person’s welfare. When we asked
for their views on this suggestion there was widespread support both
from teenagers and parents. The role of the ‘named person’ should include
contact with those in ordinary placements, who, though more satisfied
than those in special placements, often had difficulties in their social
relationships. Support for those living away from home for the first time
is particularly important to help deal with ill-health or homesickness or
other settling-in problems. There were a number of instances in this study
of serious problems, resulting in crises and the breakdown of the
placement, which could have been avoided if such supervision had been
available.

Conclusion

From the wealth of detail concerning the lives, feelings and aspirations
of handicapped young people which this study has yielded, four
outstanding points emerge. First, the high incidence of dissatisfaction
with their social lives both during school years and after, particularly
once the post-school training period was complete. Secondly, how little
control over their lives the young people felt that they had and how little
information they had about their handicaps or about services. Thirdly,
the poverty of choice currently available for those unable to find open
employment, and especially how limited was the range of activities
offered by most of the day centres. Fourthly, how ill-prepared the
teenagers seemed to be for the realities of life as handicapped adults,
and how inadequate was the help offered in the difficult transition period
between school and adult life. What the young people lack is the continued
support and guidance which they need throughout the later years in school
and in the post-school period, to help them understand what opportunities
are in reality available, not so they merely accept passively the low status
society often offers, but so they can begin to construct for themselves a
satisfactory life, despite the problems posed by the handicap and by
society’s response to it.
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A
The sample: selection procedure

and background information

Choice of area

Initially, it was decided that the study should include all those young
people with either congenital cerebral palsy or spina bifida and
accompanying hydrocephalus, whose homes were in the North-West
Thames Health Region excluding Bedfordshire, and the North-East
Thames Health Region, excluding Essex. (The decision to exclude
Bedfordshire and Essex was taken because it was felt if they were included
the size of sample would be beyond the resources available for the study.)
However, as there was a shortfall in the numbers expected, Bedfordshire
(though not Essex) was finally included. The study area thus included
two of the home counties and all the outer and inner London boroughs
lying north ot the Thames. The North-West Health Region includes the
following area health authorities (AHA): Hertfordshire, Bedfordshire,
Hillingdon, Brent/Harrow, Barnet, Ealing/Hounslow/Hammersmith,
Kensington/Chelsea/Westminster; and the North-East Region (excluding
Essex) covers Enfield/Haringey, Redbridge/Waltham Forest, Barking/
Havering, City/East London (Newham, Hackney, Tower Hamlets and
City of London) and Islington/Camden. All but one (Islington/Camden)
of these twelve AHAs agreed to take part in the study, and it was primarily,
though not exclusively, through their co-operation that the young people
and their families were identified.

Locating the sample

Children were selected on the basis of where their families lived rather
than where they went to school. Children in care who were living in the
term-time and holidays aways from their families were not included:
those attending boarding schools but going home for the holidays were.

(i) The main way in which the young people and their families were
found was through the Area Health Authorities—75 per cent of the sample
being traced in this way. An initial letter to the AHA was followed up in
most cases by a visit to the AHA to discuss the study in more detail, and
the best way of approaching families. The method of doing this varied
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from one AHA to another, but in most cases AHA staff (in some but not
all cases in conjunction with the LEA) identified the children from their
records (usually from the handicap register) and then made the initial
contact with the families on our behalf. In some cases the AHA letter to
the family was worded to the effect that if the family did not object, their
name would be passed on to the researchers, and in other cases AHAs
sent both a covering explanatory note from the AHA and a letter and
reply slip from the researchers to the families. In one area the AHA was
agreeable to one of us going through the handicap register and contacting
the families directly: in another, one of us went through the registers,
and the AHA then approached the families we had selected. Only one
AHA (Islington/Camden) was unwilling to cooperate in the search for
families, one of the reasons given being that they were ‘inundated with
surveys’.

(ii) Several other sources of information were used to trace young
people who might not appear on the AHA records. These included:
 

a) contacting by letter or in person the heads of all day and boarding
schools for physically handicapped children in the areas (most
of these were being visited anyway). A further twenty children
were identified in this way (six being from the AHA which felt
unable to help).

b) Contacting by letter all heads of schools for delicate children in
the area; this produced one further name.

c) Contacting the Spastics Society, who went through all their
records for us; this was quite a major exercise, and produced
four more children.

d) Writing to the four local Association for Spina Bifida and
Hydrocephalus branches covering the study area: this produced
a number of possible children, all of whom were ultimately
excluded.

e) Although no effort was made to contact all ordinary secondary
schools in the study area, as this would have been too complex a
task, we did ask all schools visited if there were other teenagers
who might be eligible. This produced two more young people,
one of whom refused to take part.

f) One more child was found who was the mildly handicapped sib
of a study child.

g) One child was included (in the AHA not taking part) who had
taken part in an earlier research study.

Refusals

In addition to the 119 children identified, a further twelve were located
who were eligible for the study, but who refused, giving a refusal rate of
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9 per cent. In five cases it was the AHA rather than ourselves who
contacted the families, so that no information about them was available.
The other seven whom we contacted by letter and who refused, included
two families who were reported by the school heads as being generally
unwilling to co-operate and who gave no reason; two refusals were from
teenagers at ordinary schools who did not want to take part; one from a
family who had taken part in previous research but whose mildly
handicapped son was now doing well in a public school and who felt it
would be best that he was not approached; one from a family with an
emotionally disturbed daughter who had been placed in an ESN school,
and the seventh from a parent who, for personal reasons (bereavement,
then remarriage) wanted privacy, but who wrote a most helpful and
informative letter. Eight of the twelve who did not take part had cerebral
palsy (three being in ordinary schools) and one had spina bifida. No
information was available on the other three cases.

Young people considered for the study but excluded

There were quite large numbers of young people whose names were
given to us by the AHAs but about whom there turned out to be some
doubt regarding their eligibility for the study in terms of diagnosis, IQ,
or school or family circumstances. This meant that quite a large group of
families were approached who were finally not included.

Completeness of sample

An attempt is made below to compare the expected prevalence rates for
cerebral palsy and spina bifida and hydrocephalus with the rates for
children actually identified for the purpose of the study.

Cerebral palsy

Henderson (1961) suggests the true prevalence rate for cerebral palsy is
around 2 per 1000. Of these, approximately 50 per cent (see pp. 288–9
of his book) are likely to have IQs of below 70, so one would expect a
true prevalence rate of around 1 per 1000 for those with IQs in the range
70+. These will probably include a number of mildly handicapped
hemiplegics attending ordinary schools.

Spina bifida

The incidence of spina bifida varies widely over the UK: in the south-
east it is around 1.4 per 1000, and around 25 per cent of these are likely
to be children with spina bifida meningocele and no associated
hydrocephalus; thus the incidence of birth of those with
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myelomeningocele will be around 1.1 per 1000 of whom probably 80
per cent will also have hydrocephalus. This will give an incidence of
about 0.8 per 1000 of babies born in the south-east with spina bifida and
associated hydrocephalus. At least 50 per cent of this group will die
shortly after birth, and of the survivors another 10 per cent in the first
five years of life, reducing the true prevalence for those meeting the
criteria of this study to around 0.36 per 1000. 10–15 per cent of those
survivors will have IQs of below 70, giving a true prevalence rate of
around 0.31 per 1000.

In Table A.1 the numbers expected are worked out on the basis of
these figures (1 per 1000 for cerebral palsy and 0.31 for spina bifida)
against the most recent figures (approximate only) for non-handicapped
pupils in their last two years at school in the areas under consideration
for which figures were readily available. (These figures, it should be
stressed, provide a rough guide only.)

The shortfall in the number of those with cerebral palsy can probably
be accounted for mainly by those with a mild degree of cerebral palsy
attending ordinary schools. In the case of spina bifida, the shortfall is
mainly in the North-East Thames Region: here Essex was excluded and
it is likely that some of those born in areas within the study have moved
out into overspill areas in Essex, and were therefore just outside the
boundaries of the study area.

Table A.1 Comparison of numbers of young people expected with number
actually located

1 Figures derived from Statistics in Education.
2 Figure in brackets indicates those known but unwilling to take part, or excluded
for other reasons (e.g., in care).
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The sample: background information

Nature of handicap, sex and age

The sample included only young people handicapped with cerebral palsy
or with spina bifida accompanied by hydrocephalus. All the young people
interviewed were born in 1962 or earlier, that is, they were at least fifteen
years old at the time of the first interview, and all were still attending
school at the time of the first interview (that is, during the school year
commencing January 1977).

The final group consisted of 119 young people, nearly three-quarters
of whom (89) had cerebral palsy* and one-quarter (30) spina bifida
with accompanying hydrocephalus. As expected on the basis of other
studies, boys outnumbered girls in the cerebral-palsied group (50 boys—
56.2 per cent—and 39 girls—43.8 per cent), while the reverse was true

Table A.2 Age of children in sample

Table A.3 Age when interviewed

* One of these also had spina bifida but was classified as CP as he did not have
accompanying hydrocephalus.
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for the spina bifida group (19 girls—63.3 per cent—and 11 boys—
36.7 per cent).

The mean age and age range of the teenagers in the different subgroups
are shown in Table A.2, while Table A.3 shows the distribution of ages.
There was no relationship between age and severity of handicap.

Age was also looked at in relationship to type of schooling, but no
marked differences were found. The handicapped boys and girls in
ordinary schools were, on average, three months older than the controls.
The average age of handicapped boys in ordinary schools was exactly
the same as that of the boys in special schools, while the handicapped
girls in ordinary schools were, on average, four months younger than
their special school counterparts.

Social class

The composition of the sample in terms of social class is shown in Table
A.4. (Data were not available for four families—three with handicapped
children and one control.)  

In the case of the spina bifida group, the distribution of children
according to social class was very close to the National Survey (1964):
in the case of the cerebral-palsied children there was a marked
overrepresentation of families from social class III (non-manual) and
under-representation for social class IV, manual, while among the
controls, children from social classes I and II were over-represented.
 

Table A.4 Composition of sample by social class (%)



B
Useful addresses

Association for Spina Bifida and Hydrocephalus, 30 Devonshire Street,
London W1N 2EB. Tel. 01–486 6100

Association of Disabled Professionals, 14 Birch Way, Warlingham, Surrey
CR3 9DA. Tel. 01–820 3801 (An organization of disabled professional
men and women.)

Break (Holidays for handicapped or deprived children), 100 First Avenue,
Bush Hill Park, Enfield, Middlesex. Tel. 01–366 0253

British Council for Rehabilitation of the Disabled, Tavistock House
(South), Tavistock Square, London WC1H 9LB. Tel. 01–387 4037/8

Central Council for the Disabled, 34 Eccleston Square, London SW1.
Tel. 01–834 0747 (Co-ordinating body of voluntary associations bringing
pressure to improve conditions for the disabled. Publishes information
on holidays, aids, etc.)

Centre on the Environment for the Handicapped, 24 Nutford Place,
London W1H 6AN. Tel. 01–262 2641 (Advice and information on the
design of the environment for the handicapped.)

The Cheshire Foundation Homes for the Sick, 7 Market Mews, London
W1X 8HP. Tel. 01–499 2665 (Provide permanent care for severely
disabled people.)

Disabled Drivers’ Association, Ashwellthorpe Hall, Ashwellthorpe,
Norwich. Tel. 0508–41449

Disabled Drivers’ Motor Club Limited, 39 Templewood, Cleaveland,
Ealing, London W13 8DV. Tel. 01–998 1226

Disabled Living Foundation, Information Service for the Disabled, 346
Kensington High Street, London W14 8NS. Tel. 01–602 2491

Disablement Income Group, Queens House, 180/182a Tottenham Court
Road, London W1P 0BD. Tel. 01–636 1946 (Pressure group aiming to
improve conditions, and especially financial provision, for the disabled.
Also has information service.)

The Family Fund, Joseph Rowntree Memorial Trust, Beverley House,
Shipton Road, York. Tel. 0904–29241 (Offers help to families of
handicapped children whose needs are not being met under the NHS.)
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Handicapped Adventure Playground Association, 2 Paultons Street,
London SW3. Tel. 01–352 6890

Invalid Children’s Aid Association, 126 Buckingham Palace Road,
London SW1W 95B. Tel. 01–730 9891 (Provides all kinds of support
and help to families with a chronically sick or handicapped child.)

The King’s Fund, 24 Nutford Place, London W1H 6AN. Tel. 01–262
2641

Lady Hoare Trust for Thalidomide and Other Physically Handicapped
Children, 7 North Street, Midhurst, Sussex. Tel. 073081–3696 (Support
and practical help to disabled children and their parents.)

National Association for the Welfare of Children in Hospital, Exton
House, 7 Exton Street, London SE1 8UE. Tel. 01–261 1738 (Organizes
play schemes, transport services; provides information; publishes leaflets
etc. to help prepare children for hospital.)

National Bureau for Handicapped Students, Calcutta House, Old Castle
Street, London E1. Tel. 01–283 1030, ext. 643

National Fund for Research into Crippling Diseases, Vincent House, 1
Springfield Road, Horsham, West Sussex RH12 2 PN. Tel. 010–403 64101

National Society for Mentally Handicapped Children, Pembridge Hall,
17 Pembridge Square, London W2 4EH. Tel. 01–229 8941

The Open University, P.O. Box 48, Bletchley, Bucks (Degree courses:
lack of ‘O’ and ‘A’ levels does not disqualify. Write to Registrar.)

Physically Handicapped/Able-Bodied Clubs (PHAB), 30 Devonshire
Street, London W1N 2EB. Tel. 01–935 2943 (Runs youth clubs and short
residential courses.)

Scottish Council of Social Services, Information for the Disabled, 18/19
Claremont Crescent, Edinburgh EH7 4HX. Tel. 031–556 3882

Scottish Spina Bifida Association, 190 Queensferry Road, Edinburgh
EH4 2BW. Tel. 031–332 0743

The Shaftesbury Society, 112 Regency Street, London SW1 4AX. Tel.
01–834 2656 (Provides special residential care and teaching for disabled
children, especially those with spina bifida or muscular dystrophy.)

The Spastics Society, 12 Park Crescent, London W1. Tel. 01–636 5020

Spina Bifida Association of America, P.O. Box 266, Newcastle, Delaware
19720, USA

SPOD Committee on Sexual Problems of the Disabled, 183 Queensway,
London W2. Tel. 01–727 4426/7
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