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ABSTRACT
VISUALLY HANDICAPPED CHILDREN AND THEIR FAMILIES
Aims of the Study

1. To collect information on the needs and problems of families rearing
a visually handicapped child, and to examine the extent to which
their needs are being met by existing services.

2. To study the impact of rearing a visually handicapped child on
family life.

Method of Study

The study was divided into two parts: Part I, to ascertain needs and
problems and Part II, to study the dynamics of family life.

Fifty families, having a total of fifty five visually handicapped
children took part in the first part of the study. The families were
interviewed using a semi-structured interview schedule, the interviews
being audio-taped and transcribed, with tapes being kept for reference.

An "Illuminative approach" (see Jamieson et al 1977) was applied
during the analysis of the data.

In Part II, four families were selected to take part in an in-depth
study of family dynamics. Each family member constructed models, using
miniature dolls and other tactile materials to illustrate the changes in
the functions of family life brought about by the diagnosis of blindness
and the rearing of a blind child.

Content of the Study

The study is divided into seven sections, topics covered including: Visual
handicap in a social setting; the impact of rearing a blind child on family
life; the education of the visually impaired; doctor/patient relationships
and client/professional communication. The work is illustrated throughout
with quotes from the sample group regarding their experiences.

Same Main Findings

Under 25% of the eligible sample group were registered as blind or
partially sighted. This under representation of the problem makes planning
for the future difficult.

There were commnication difficulties between many professionals and
clients with associated differences in the perceptions of need.
Professionals tend to work within their own "ivory towers" and do not
communicate with professionals of other disciplines. This leads to patchy
and uneven services.

Low ratings of satisfaction were awarded to some groups of
professionals, and these low ratings were often associated with
communication difficulties. High ratings of satisfaction on the other hand
tended to be awarded where the client had: an on-going relationship, with
the same named person, who is an expert in the field, all three of these
inter-linked factors being necessary for client satisfaction.

The dynamics of family life are disturbed and disrupted by the
diagnosis of blindness and the rearing of a severely visually impaired
child in the majority of instances.

Passage through crisis, however, does not inevitably lead to family
breakdown and it is worthy of note that a number of the families studied,
although severely tested, appeared to emerge from the crisis, not merely
intact but actually strengthened.
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FOREWORD

Although this thesis is essentially about visually handicapped children and
their families, it is also concerned with wider issues such as the ways in
which the families function in society and the reactions of society to
families who are rearing a visually impaired child. Just as it is
impossible to study a blind infant in isolation of his parents, so the
family has to be considered against the backdrop of the society which
supports and sustains it.

A great deal of what has come to be termed ‘social research’, whether the
collected data be predominantly ‘hard’ or ‘soft’, is concerned to discover
what happened and how it happened. Fewer researchers, it seems, are
particularly interested in finding out why it happened in the first place,
and, more importantly, why, in spite of efforts to improve matters, the
situation often remains unchanged or actually deteriorates.

During the study vof the Sheffield families, social survey techniques were
utilised to discover what happened to the families during their passage
through crisis, and the ‘Minisculpt’ technique was designed to find out how
the families coped during the process. The question why, in the late 20th
century, such things are still allowed to happen, is however much more
difficult to answer. It was whilst considering the reasons why things
happened that I began to explore the history and evolution of some of the
professionals concerned to heal and help the blind.

Throughout recorded history, certain themes and ideas have recurred, have
been discarded, and have resurfaced again after varying periods of time.
To take an example from the field of education: during the mid 19th century
there were more blind children integrated into mainstream schools than
there are at the present time. During the early and middle part of the
20th century however, due to changes in philosophy and the balance of power
between the medical profession and educationists, segregation became the
norm and the ‘ideal’. Segregation remained the ‘ideal’ until once again
the balance of power shifted and with it, the philosophy underpinning
special education, thus paving the way for the ‘new’ movement for

integration.



This thesis then is made up of several different kinds of data. First
there are relatively ‘hard’ or ‘stable’ data mostly concerned with what
happened, for example, the type of eye defect suffered, the process of
diagnosis and the social backgrounds of the families. Second, rather
softer and less ‘stable’ data largely concerned with how it happened, for
example, the consultation process, the passage of the families through
crisis and the ways in which they coped with grief. Third, underpinning
the ‘what and the how’ lies a mass of background information, in which is
embedded, often very deeply, some of the answers to the question of why it
happened.

Some readers will no doubt question the importance or relevance of the
‘why’. Other readers, seeking answers to the more pressing questions of
what and how, may not at this stage be concerned with why. It is my thesis
however that why, is of equal importance to what and how and I cite as an
example the judicial system. In a court of law, the judge and jury are
concerned with what the offender has done. The police are concerned with
how he did it, but few, it seems are interested in why he committed the
crime. It is probable however that in the answers to the question, ‘why?’
lie the means of preventing him from committing future offences and thus,
indirectly benefiting a much wider section of society.

I am aware that some readers concerned to find out what visual impairment
is and how they can best help clients will become impatient when confronted
with long sections of medical history which appear to lead nowhere. For
these readers, not interested in or concerned with the why, who wish only
to pursue the main argument, I have presented much of the historical and
background material in an alternative style, thus:

with a note to the effect that the appropriate passage can be omitted by
those readers who, for whatever reason are ‘speed reading’ or interested
only in certain aspects of the thesis.

A note indicating the page for such readers to rejoin the main argument is
added and the previous typeface resumed.

As with the alternatively presented passages, poetry and other literary
quotations printed in italics can be similarly omitted if so desired.
Italicised passages have been used to illustrate, to underline or to



comment upon some of the issues under discussion. For example, A A Milne'’s
Pooh and Binker illustrates the topic of play and the poetry of Walt
Whitman shows that the ‘process of mourning’ was known to poets and ‘story-
tellers’ long before psychologists made the ‘discovery’. In the final
‘ pages of the thesis, Biblical passages and poetry are utilized as a kind
of ‘Greek chorus’, commenting as it were ‘off stage’ or ‘in the temple’.

Although the historical and background material can be omitted without
detracting from the main argument, the reader is here forewarned that on
reaching the concluding section s/he will not find a concise set of
‘Conclusions and Recommendations’, but instead will be directed to return
to the beginning of the work to consider again and reflect upon the issues
raised because, as I have tried to show, often through history and poetry,
embedded in the past lies the future, and much of our present already lies
discarded in the past. But then, this has already been said by the poets,
although it does not form part of the ‘main argument’:

"T'ime present and time past
Are both perhaps present in time future
And time future contained in time past".

T S Eliot: Four Quartets, Burnt Norton I
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CHAPTER 1
ORIGINS, BACKGROUND AND AIMS

BACKGROUND TO THE STUDY

Although concerned in essence with visually handicapped children and their
families, this study, like Tolkein’s (1969) narrative, ‘The Lord of the
Rings’, "was a tale which grew in the telling“, as things, “"higher and
deeper and darker than the surface" began to emerge.

Because of my professional background (a general and ophthalmic trained
nurse) I had an inherent interest in children with visual impairment.
However, after working for a few years in the community as a health visitor
I began to realise that my background was in many respects unusual. I had
for example had prior experience of working with the visually handicapped
and had acquired a knowledge of screening procedures for visual defects and
of the techniques of vision testing. Although health visitors in Sheffield
are required as part of the child health surveillance programme, to check
for squint and to test the visual acuity of pre-school children, few had
received any training for this. Stycar single optotype charts are provided
for the testing of visual acuity but it is noteworthy that instruction
booklets are not provided as part of the package, nor is in-service
training in the technique provided unless the health visitor herself
requests this. (In view of this and bearing in mind that the problem is
not confined to Sheffield, the finding of the Hall Committee (1989) to the
effect that the routine screening of pre-school children for visual defects
is not worthwhile in terms of case finding, is hardly surprising).

Data obtained from a survey of the health visitors in Sheffield
(Bennett, 1981) revealed that 88% of them felt that the education and
training they had received in aspects of ophthalmology and techniques of
vision screening did not meet their requirements. Thirty four percent did
not in any case have a complete set of equipment to enable them to carry
out a full screening programme, had they felt competent to do so. Only 6%
of the health visitors interviewed felt they had had a reasonable amount
of experience in caring for people with eye defects and 4% of the



respondents had received no formal training whatever in the field. In view
of these findings it was not surprising to find that 50% of the health
visitors surveyed had never advised parents on any aspect of visual
development or handicap. It also emerged that many health visitors did not
in any case feel that advising and supporting the parents of a visually
handicapped child formed part of their role. They felt that this was "a
job for the experts" and that it should be undertaken by the hospital. It
was therefore disturbing to find that, where health visitors had such
families on their case loads, in 70% of instances she was the only
professional person involved with the family.

From the findings of the health visitor survey (Bennett, 1981) it was
obvious that there was a need for further research into the problems
surrounding children with severe visual impairment. It seemed probable
that the children and their families might have needs which remained unmet
- perhaps to a large extent unknown. It was also apparent that the
population of visually handicapped children in Sheffield was an unknown
quantity, probably grossly under-reported. In order to try and answer some
of the questions posed in the 1981 survey, I planned the present study with
three broad aims in mind: |

First; to attempt to enumerate the population of children with
visual handicap in the city. o

Second, to collect information about the needs and problems of
families rearing a blind or partially sighted child and

Third, to find out in what ways family life was affected by the
birth and rearing of a visually handicapped child.

Before embarking on a research study, it is necessary to establish the
‘state of play’ in the field by carrying out a search of the relevant
literature. This however proved to be a somewhat unrewarding exercise.
Literature concerned with the social aspects of blindness and visual
impairment is sparse by any standard. Such as there is tends to be
contained within highly specialised journals, which are not, as a rule,
available to professionals of other disciplines. Many of these articles



are also written from a very narrow perspective and are therefore of little
help to researchers studying the wider field of visual handicap. Turning
to books, (which some would criticise as ‘being out of date before they are
published’) proved to be equally unrewarding, there being no previous
studies of the family life of blind children with which to compare the
Sheffield sample group.

It was therefore necessary to widen the scope of the literature search to
include the social aspects of handicap in general. It is also interesting
to note that whilst social scientists and psychologists have, to a large
extent, eschewed the study of blindness in society, the same cannot be said
of poets, painters and musicians. Many of these ‘artists’ impressions’ are
in fact, first hand experiences of blindness. For example, in the hazy,
sunset blur of Turner’s later paintings we experience the world as through
the eyes of a man suffering from cataracts, and in the writing of ‘Samson
Agonistes’, Milton expresses the feelings of a man whose world has been
‘totally eclipsed’, "all dark amidst the blaze of noon". Storr (1992),
writing in a similar vein with regard to music, points out that whereas the
views of the ancients with regard to science have been superseded by
present day discoveries, great works of art from the past are just as
meaningful today.

Milton also reminds us, in his introduction to Samson Agonistes, that it
is through works of art, for example the ‘Greek Tragedies’, that we learn
about the real thing, and are able to experience to some extent, and to,
as it were, ‘rehearse’ and ‘learn our lines’ for the actual role in life.
This need to ‘rehearse’ for a future role is perhaps even more important
today than in earlier times because, nowadays, serious illness and death
are much less common, particularly in children and young adults. If, for
any reason, access to works of art and literature is denied, (as is
sometimes the case today, particularly with children undertaking a
‘special’ school curriculum), then, what may be the only opportunity to
‘rehearse’ certain life events is lost. Earlier generations were able to
~ learn such roles as parent of a seriously ill child or the young widow from
within their family or peer group circle. Today however this is no longer
the case, and those who have to adopt such roles are set adrift without
guidelines or role models in a largely uncharted ocean.



It is my thesis therefore, that the wider literature of poets and
‘storytellers’ is as important to our understanding of the impact of
handicap and crisis as is the ‘knowledge based’ research to be found in the
professional journals. I therefore make no apology for including
quotations from these wider sources in my study. However, as I pointed out
previously in the foreword, the reader is under no obligation to include
these extracts and they are, as I explained earlier, either printed in
italics or presented in an alternative style.

The range of literature utilized in the study is wide, both from ‘lay’ and
‘professional’ sources (Milne to Milton and Fraiberg to Foucault). I also
have to point out that I can lay no claim to ‘scholastic learning’ in any
of the literary fields covered. Neither have I selected from the
literature on the grounds of ‘taste’ (which is a matter of opinion - nearly
always somebody else’s) nor what is today regarded as ‘good’ or ‘profound’.
Extracts have been selected for ‘effect’ rather than for ‘education’ or
‘edification’, and have been used to illustrate or to underline certain
topics in the essay.

The scope and ways in which data have been presented in the study are set
out in the following pages.

SCOPE AND PRESENTATION OF THE STUDY

The study was, of necessity, exploratory in nature. The methodology
utilized has been described by Jamieson et al (1977) and others, as
‘illuminative’ (see Chapter 2). Although basically ‘client centred’ or
rather, ‘client orientated’, the scope is wide. Children, as I have
argued, cannot be studied in isolation of their families, and by the same
token families cannot be studied without giving consideration to the
society which supports and sustains them.

The study can be thought of as being divided into two parts, each
consisting of different kinds of data. The early sections, i.e. those
concerned with the diagnosis of the defect and the early development and
socialisation of blind children, contain relatively ‘hard’ data and the
findings can often be compared with empirically based ‘knowledge’ and with



the findings of other researchers. ILater sections, for example those
concerned with client/professional relationships, with grief, or with
acceptance and coping, are much less tangible in nature, the data being
therefore much ‘softer’ and less easy to compare with the studies of
others.

At the heart of the study, and connecting these two portions is the
bridging section which is concerned with education, curriculum and
knowledge. The section concerned with education is therefore the pivotal
point of the study, for, within knowledge lies power, and to be denied
knowledge is therefore to be denied power.

The second portion of the study is devoted to relationship issues, to power
and conflict and to the ways in which knowledge (and therefore power) is
often withheld from clients. The final pages are concerned with the
empowerment of clients and the study concludes with a consideration of some
of the ways in which this might be achieved.

The Study in Outline

The thesis is divided into six sections, each having a different emphasis
and purpose. Each section is divided into several chapters and these are
numbered consecutively throughout the thesis. Sections begin with a short
introduction and end with a summary of content and conclusions.

Section 1 Forms an introduction to the study, describes the
methodology used and presents a summary of the findings.

Section IT Is concerned with the rearing and socialisation of visually
handicapped children.

Sections III Explores some of the issues surrounding the education of the
blind.

Section IV . 1Is concerned with the evolution and education of doctors and
ophthalmologists.



Section V Examines the influence of clinical settings on
doctor/patient communication and relationships.

Section VI Concludes the study and explores ideas for resolving some of
the dilemmas and questions posed.

The sections and their relevance to the literature are outlined below.
Section I. Introduction and Overview
The introductory section is divided into four chapters. The background,

aims and evolution of the study are discussed, the methodology is described
and the main findings are summarised.

Chapter 1 In the first chapter the background and aims of the study are
described along with the scope and presentation of the work.

Chapter 2 deals with methodology. The ‘illuminative’ method, as utilized
by Jamieson and colleagues (1977) is discussed, and the way in which the
study was actually carried out is described. The ‘Minisculpt’ technique
is described together with its evolution and practical application.

Chapters 3 and 4 are concerned with facts, figures, findings and fallacies.

Some facts about blindness and visual handicap are presented and same
common fallacies explored. The families forming the sample group are
presented in their social settings. The main findings from the survey and
the ‘Minisculpt’ models are summarised in Chapter 4.

Section II. The Rearing and Socialization of Blind Children

This section is divided into five chapters and deals with the rearing and
socialization of visually handicapped children. The ways in which their
special needs impact upon the family as a system and family life in general
are considered.

Chapter 5 deals with the discovery and diagnosis of the handicap and is
largely given over to the parents who describe their experiences. In many



instances there was a delay between the discovery and the actual diagnosis
of the condition, sometimes amounting to many months - a finding borne out
by Walker and colleagues (1992) in the RNIB study. Some of the
explanations for this situation are explored and related to the literature.
For example, the spoiling of identity is discussed with reference to Davis
(1982) and stigmatization in relation to the work of Goffman (1963).

Chagter‘ 6 considers the ways in which the rearing of a visually handicapped
child can alter the structure and functioning of the family unit. Subjects
explored include: the marital relationship, family limitation, parental
health, extended family support networks and the ways in which siblings
might be affected. As in the previous chapter, the parents are allowed to
tell their own stories with the use of quotes from the interviews.

The ‘life-cycle’ and functions of the ‘normal’ family are defined and
described from a sociological point of view. References include: John and
Elizabeth Newson (1968), Carter and McGoldrick (1980) and Duval and Miller
(1985). Where appropriate, data from the sample group are compared and
contrasted with those of other relevant studies of disabled children.
Examples include: Gregory (1976) - deaf children, Gath (1978) - children
with Down’s Syndrome, Hewitt (1970) - cerebral palsy victims and
Glendinning (1983 and 1986) - general disability.

Chapter 7 deals with the early cognitive and motor development of the blind
infant and the ways in which these pathways deviate and diverge from those
of the seeing child. Works of reference include Fraiberg (1977) and Bower
(1977 and 1982).

Chapter 8 is concerned with aspects of socialization of blind children.
The ‘first relationship’ - that of infant and mother is explored and the
ways in which the blind infant’s ‘image’ of his mother differs from that
of the sighted child are discussed. Other subjects introduced include: the
influence of extended family networks on rearing practices, independence
and disability, and issues surrounding sex, gender and body image. Again
where appropriate, comparisons are made with other relevant studies eg..
Gregory (1976) and Hewitt (1970) and with normal four-year olds (Newson and
Newson 1968).



Chapter 9 is concerned with play. Topics include: role learning, turn
taking, rites and rituals, the acquisition of life skills through play, and
the use of play as a coping strategy for dealing with fear and anxiety, and
play as a form of therapy.

Among the sources of reference for this chapter are: Garvey (1977), The
Opies (1959, 1969 and 1985), The Newsons (1979), and Axline (1947 and
1964). Quotes from the interviews are also used to illustrate the topic
where appropriate.

Section III Education and Visual Handicap

Section IIT consists of six chapters and is concerned with the origins and
development of special education for the blind and the ongoing dilemmas
associated with it. The special curriculum and the development of literacy
in the blind population are given special emphasis. The issues are
discussed in a sociological context and are set against a historical
backdrop.

Chapter 10 forms an introduction to the subject, introducing the concepts
of power, conflict and mystique in special education. The historical
origins and evolution of education for the blind are explored. Work by
historians (eg.. Pritchard 1963 and Hurt 1988), and sociologists (eg..
Tomlinson 1982) show that today’s dilemmas in special education are not in
fact new, but were also faced by the pioneers of special education. These
works also show that present day ‘solutions’ have been tried before, and,
more seriously, that educationists throughout the ages have failed to take
account of and learn from the mistakes of their predecessors.

Chapter 11 is concerned with stigma, stereotyping and attitudes towards the
disabled. Erving Goffman (1963) has written extensively on the subject of
stigma, as has Scott (1969) and both these texts are used as references in
this chapter. Thomas (1978) also provides useful background information
on stigmatization and attitudes towards disabled children. Quotes of

parental experiences with regard to stigma are utilized to illustrate the
chapter.



Chapter 12 enters the ‘segregation/integration debate’. Although the drive
towards full integration of all handicapped children into mainstream
education is fairly recent, integration itself is not a new idea. Jamieson
and colleagues (1977) for example, note that there were more blind children
in ordinary schools in 1889, (albeit for different reasons) than there are
today. The text is illustrated with quotes from parents and children in
both special and mainstream schooling and their educational careers are
compared. Texts used for reference include Cole (1986), Fish (1985),
Anderson (1973 and 1982) and Madge and Fassam (1982).

Chapter 13 explores the process of ‘assessment’ through the eye of the
client utilizing quotes from the sample group. Topics discussed include:
power, conflict and vested interest, and the ways in which powerful groups
are able to categorize weaker groups as being in "need" of "special"
treatment. Oliver’s (1988) account of the nature of disability helps to
provide some insight into the philosophies underpinning such processes as
assessment, labelling and categorization into or out of special education.

Chapters 14 and 15 are concerned with the special curriculum, giving

emphasis to the development of literacy in the blind. The careers of two
pioneers, Louis Braille and Thomas Rhodes Armitage, without whom the blind
might never have achieved literacy, are outlined alongside the development
of reading and writing systems for the blind. Once again issues of power
and conflict are discussed in relation to the transmission of culture and
knowledge through literature. The section is illustrated and concluded
with the experiences of the clients. |

Section IV the Healers

Section IV is divided into three chapters and focuses on the medical
profession in general and the ophthalmologist in particular. The aims of
this section are, to examine the philosophies which have underpinned the
treatment of the blind throughout history, and, parallel with this, to
trace the evolution of the present day ophthalmologist from the quack and
the empiric of previous centuries. Section IV also seeks to examine some
of the reasons underlying the low satisfaction ratings awarded to some
types of healer by the clients. As in previous sections, the clients



relate their experiences by the use of quotes from the sample group. In
addition, in section IV, some of the material is presented from the point
of view of the doctor, meking use of studies which have examined the
careers and personalities of doctors.

Chapter 16 provides a brief ‘Freidsonian’ overview of the development of
medicine as a profession and briefly touches on the changing philosophies
underpinning the healing ‘arts’. The main themes of the following chapters
are outlined and some current issues and dilemmas are introduced.

Chapter 17 is concerned with the development of medicine from a craft into
a profession, and with the evolution of the craftsman into a surgeon. It
is also concerned with what Freidson (1970) has termed the "clinical
mentality”, and the ways in which doctors cope with and protect themselves
from the hazards of their profession. The idea of the "wounded healer" is
explored, and the contribution s/he could make to society and the healing
professions. To conclude the chapter, some of the clients describe their
experiences of and with healers. The main works of reference for this
chapter have once again been histories of medicine and surgery, including
Haeger (1988). The work of Bennet (1979) is used to present a “"doctor’s
eye view" of medicine. The early part of Chapter 17 as marked may be
-omitted as, again, it is historical and not concerned with the main
argument.

Chapter 18 is concerned with the education and socialisation of doctors
past and present. Some of the reasons for the perpetuation of the
nineteenth century system of education are explored. In a recent study
(Allen 1988), doctors comment on their careers, job satisfaction and the
stresses and strains of medical practice, with some disturbing results.
The aim of the chapter is to draw together the threads of previous chapters
in the section and to illuminate some of the "backstage" areas of medical
practice. The chapter is illustrated by the comments of clients caught up
in what might be termed the "welfare web". Works used for reference
include: Abel-Smith (1964) and Foucault (1973) who, in different ways,
describe the development of the teaching hospital. Hull (1991) - a blind
man -, presents a client’s view of some philosophical issues concerning
blindness, whilst the works of Turner (1987) and Freidson (1970) have been
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used to illustrate the sociological viewpoint. Again much of the early
part of the chapter may be omitted if desired.

Section V. Passage Through Crisis

This section contains six chapters and is concerned with communication and
with relationships. Communication is essentially a social process.
However, where a person is disabled or suffers from a long term illness,
quite a high proportion of the communications made, and the relationships
established, will be with helping professionals and within a clinical
setting. Research (see for example, Davis [1982], Stimson and Webb [1975]
and Freidson [1970]), has shown that in this type of situation, the dice
is loaded against the client, the power being virtually all on the side of
the professional.

Section V is concerned to show how the ‘clinical processing’ of the
‘patient’ impacts upon family life, and the ways in which the smooth
running of the family system is disturbed and disrupted.

In this final section, the study is brought full circle. A return is made
to previously presented data in order to re-examine events leading up to
" and culminating in the diagnosis of blindness, but from a different
perspective. The crisis which the diagnosis brings about, the passage of
the family into and through this crisis and the coping strategies adopted
are now reviewed in a situational context. A modified form of "Crisis
Theory" as used by Davis (1963) in his study of polio victims is used as
a framework for this. Other studies using a similar approach, for example:
Harrisson (1977), studying long term and terminally ill children, and
Speedling (1982) studying heart attack victims, are used as ‘controls’ and
for comparison. Chapters 20 to 24 reflect the four stages of the crisis
framework as used by Davis (1963):

I. The Prelude Stage. From the time the parents became aware of something

unusual in the child’s visual behaviour until they realised the child
probably had a serious defect.
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II. The Warning Stage. From the decision to seek professional help,

through the GP consultation to the referral to a specialist.

IIT. The Impact Stage. The stage at which the diagnosis of blindness is
communicated to the parents.

IV. The Inventory and Adjustment Stage. The period during which the

families assess the situation and formulate coping strategies.

Chapter 25 is concerned with grief and the ways in which the mourner can
be assisted during his passage through crisis.

In this section some of the quotes used in previous chapters will be
re-examined from this different perspective.

Section VI. Conclusions and Implications for Practice

On reaching the concluding section, readers are referred back to the
beginning of the work to re-examine the implications in the light of what
has gone before. Readers are then invited to consider some ideas for
solving dilemmas which have been adopted by other authorities or
institutions. It is hoped that they will then be able to form their own
‘conclusions’ and perhaps formulate strategies of their own for dealing

with situations in their own areas of practice.
EVOLUTION AND ATMS OF THE STUDY
The original aims of the study were:

1. To enumerate the whole population of visually handicapped children in
Sheffield.

2. To collect information on the needs and problems of families rearing

a visually handicapped child, and to examine the extent to which their

needs are being met by existing services.
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3. To study the impact of rearing a visually handicapped child on family
life.

For reasons which will become clear later, (see method of study), the first
aim - the enumeration of blind children in the city - proved to be
impractical at the time and had to be abandoned. However, since completion
of the Sheffield study, two recently published works (The OPCS survey of
disability in children - Bone and Meltzer [1989] and the RNIB survey of
blind and partially sighted children - Walker et al [1992]) have made it
possible to make an estimate of this population based on figures from the

country as a whole.

Because they were from a large representative sample of the whole
population of Britain, the figures of the OPCS survey (Bone and Meltzer,
1989) are probably more accurate than those of the RNIB survey which were
obtained from notifications to defined ILEAs. If we take the OPCS figure
of 1:500 as being reasonably accurate, and given that Sheffield has an
annual birth rate of 6,500 to 7,500, and that the rate of vision defects
remains constant until after the age of 16 years (see Figure 3.1, page
45 ), this would give approximately 224 children between 0 and 16 being
severely visually impaired.. Some allowance should also be made for blind
children moving into the city to be near specialist services, and for the
fact that Sheffield is a regional centre for the treatment of very
premature infants, many of whom will have retinopathy of prematurity. This
probably means that, at any one time, there will be between 230 and 250
blind and partially sighted children in the city. This is a very different
figure from the one which would be obtained by using the estimate of the
Hall Committee (1991) of 2 to 4 per 10,000, resulting in around 25 such
children.

Before setting out to collect information on the needs and problems of the
families rearing a visually handicapped child, it is necessary to question
whether such families actually experience major problems (i.e. is there a
need for such a study?). As I pointed out earlier, searching the
literature for the answers to these questions proved unrewarding, there
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being (at the time) no previous studies of the family life of blind
children to use as a base line or with which to compare the Sheffield
families.

The question however remained: Why was there so little literature
concerning the blind child in a social setting? Blindness, after all, is
a condition known since the dawn of mankind. While some types of
disability, eg.. mental handicap, attract researchers in great numbers, the
major forms of sensory impairment, blindness, deafness and deaf-blindness,
remain virtually unstudied. Why should this be so?

The simplistic answer might be that there is no literature because there
are no problems. And, in fact, this appeared to be borne out by the
opinions of many workers involved with these families. As an example, in
the small-scale (unpublished) study by the author, previously referred to
(Bennett 1981), health visitors were asked what problems they felt parents
rearing a blind child were likely to encounter. The majority said that the
families did not appear to have any particular problems or that their
problems would be no different from those of families rearing ‘normal’
children. Many of the health visitors said that they felt the problems
these families might have to deal with would be very minor ones compared
- with those of families rearing a severely mentally or physically
handicapped child. It became obvious from later collected data that many
doctors, particularly GPs and ophthalmologists shared this opinion. |

The study however, was already underway, and data already collected
overwhelmingly supported the view that the families did indeed have
problems. Many of the problems were similar to, but some very different
from, those of families rearing children with other physical or mental
disabilities. |

Thus, although the families did have needs which were largely unmet,
because these problems were not perceived as such by caring professionals,

the families’ needs remained unknown and therefore unmet.

Why was there this discrepancy between the viewpoints of the professionals
and the parents? Was it naivety and lack of insight on the part of the
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professionals? This seemed unlikely as the opinion was held across the
board regardless of the age or experience of the worker. Many of the
health visitors interviewed had over fifteen years of service and had
encountered several families with visually impaired children.

An alternative explanation might be that the family actually ‘presents’
this view to the professional. But why should families present such a
facade when it prevents them from obtaining the help they need? Does the
answer to this question lie in the perception of blindness as a
stigmatizing condition, and the attachment of a "courtesy stigma" (Goffman
1963) to the rest of the family? But is blindness stigmatizing? Surely
the blind, particularly blind children, are innocent victims, deserving

only help and compassion?

If blindness does not carry a stigma, why do professionals feel the need
to continually alter the ‘'labels’ for blindness and partial sight? It is
interesting here to note that it is professionals rather than clients who
use these terms, and that certain professionals make more use of them than
others. Teachers and social workers for example use the altered
terminology frequently, nurses only occasionally and doctors hardly ever.
The respondents in the sample group seemed to prefer the ‘old’ terminology,
nearly always referring to their children as blind or partially sighted.
If these new labels are meant to change attitudes towards blindness, the
ploy is unlikely to succeed, as the stigma is attached to the condition
rather than the name given to it. The stigma will therefore remain,
regardless of the altered label.

Thomas (1978) discusses the phrase, "the spontaneous revulsion to the
deformed". Was there, Thomas asks a spontaneous revulsion to disabilities
in children, or did such conditions evoke a more compassionate response?

In his preface, Thomas continues:

"If there was this negative reaction, was it not possible to
explain it more accurately by reference to social conditioning
rather than to biology? How were those who were reacted to in
this manner affected, and why were there some people who actively
sought contact with those who were supposed to excite instinctive
hostile reactions?".
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According to Goffman (1963) the stigmatized are ‘accepted’ only when they
"know their place". "He who adheres to the advocated line is said to be
mature and to have achieved a good personal adjustment; he who does not
follow the line is said to be an impaired person, rigid, defensive, with

inadequate inner resources".

Goffman’s (1963) explanation of ‘good adjustment’ begins to illuminate some
of the reasons why families should present a facade of "coping splendidly”
(Voysey 1975), to the professionals who hold the keys to the helping
services. It does not however explain why there are, as Thomas (1978)
notes, some people who actively seek contact with those who are supposed
to excite instinctively hostile reactions, nor does it explain why these
people should act in this manner. And here, yet another question is
raised. Why, when people have deliberately chosen to work in this field,
are so many of the clients so dissatisfied with the service they offer?

Although Cartwright (1967) and Stimson and Webb (1975) have shown that most
patients stay with the same GP for many years, and according to Cartwright
(1964), patients are, on the whole, satisfied with the care they receive
in hospitals, data collected from the blind sample reveal very low levels
of satisfaction with the services provided by GPs and ophthalmologists.
On the other hand, the service offered by the peripatetic support teacher
was rated very highly by the sample parents. The paradox here is that, on
the whole, people like their GP but are unhappy with the service he
provides for the blind child, yet they do not necessarily have to like the
support teacher in order to be well satisfied with her services.

It will be apparent from the foregoing paragraphs that the research was
raising far more problems than it could possibly solve.

Ethical problems also began to arise. For example, can any ‘good’ come
from the uncovering of these problems? In Tolkien’s (1969) tale, Gollum,
through delving into matters which did not concern him, almost brought
about the complete destruction of ‘Middle Earth’. Gollum was also shunned

by his peers and family.
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The dilemma here was that if no improvement in client care was likely to
accrue from laying bare family ‘secrets’ and exposing the inadequacies and

short-comings of the Health Authority, was it ethical to proceed with the
research?

Many researchers have uncovered inadequacies in hospital and community
services, and revealed large holes in the welfare net. Studies include,
for example: Oswin (1971) and (1978), Cartwright (1964), Hewitt (1970), and
Glendinning (1983) to name but a few. All the contributors to Hall and
Stacey’s (1979) volume provide evidence that children are still suffering
unnecessary trauma within what they term the "treatment environment". Hall

and Stacey (1979) point out, however, that as social scientists:

"(Their) concern was not simply with improving conditions (though
this is important and necessary) but also with analysing the
reasons why such problems should exist in organisations dedicated
to the improvement of health, and why changes, when proposed,
should meet with such delays as did the Platt Committee and their
report of 1959 - still not completely implemented (in 1979)".

(See Hawthorn [1974] and NAWCH [1975])
Although the above paragraph was written over a decade ago, accounts of the

experiences of many of the blind sample show that it could just as easily
have been written yesterday.

Obviously a small scale study cannot possibly cover all the questions posed

above. The study would need to be focused, but on which particular
problems?

Finding the Focus - Towards an illmninative Methodology

Central to the study are the needs and problems of families rearing a
visually handicapped child. That many of their problems continue to be
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unrecognised and their needs therefore unmet is a core concern of the
research. Three elements seem to be at work here forming a vicious circle,
or perhaps, more appropriately, an ‘eternal triangle’.

The families present a "coping splendidly" facade; ---
-—— The case-worker takes this at face value; -—-
——— The families’ needs remain unrecognised ---

——- and therefore unmet.

In addition to ascertaining the problems encountered by the families, it
was also necessary to find out where the ‘power source’ driving the vicious
circle is located. Is it for instance within the family system itself, in
the attitudes of carers and professionals, or more remotely in the mores
of society in general? Another question which needs to be answered is why
the discrepancy of viewpoints between client and worker, referred to
earlier, should exist. This discrepancy has been noted by other
researchers, eg.. Fisher et al (1986) and Cunningham and Davis (1985).
Cunningham and Davis used Kelly’s (1955) theory of personal constructs, as
outlined by Bannister and Fransella (1971), to develop frameworks of
collaboration with parents.

Studies of an exploratory nature do however require a highly flexible
methodological approach geared to the needs of the clients. The roots
cannot be fixed in any one particular discipline as the design needs to be
able to evolve during the course of the study rather than being fixed in
advance. A similar approach was required by Jamieson et al (1977) when
they collected information for the Warnock Committee (1978) on how best to
educate children with visual impairment. Jamieson and colleagues chose to
apply an ‘illuminative’ approach to their research. A rather similar line
was taken by Fisher et al (1986) in their study of families with children
in care. The ‘Illuminative’ approach is outlined in the following chapter.
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CHAPTER 2
AN EVOLVING METHODOLOGY
THE ILLUMINATIVE APPROACH

Although the ‘illuminative approach’ seems to have been utilized mainly in
the field of educational research, the method has obvious advantages for
studies within the field of the social sciences. Jamieson et al (1977)
point out that studies using this approach tend to be holistic. They are
~often process rather than product orientated and they are carried out under
naturalistic or ‘field’ conditions, rather than under more controlled
‘laboratory’ type conditions. They utilize observational and interview
techniques extensively and they often give less than usual prominence to
quantitative measurement procedures. Illuminative researchers are
concerned to study the phenomena and processes in their chosen field within
a wider social and institutional context.

The illuminative approach lies within what has been called the "social
anthropology" paradigm. This reference to "social anthropology" is not
meant to imply a close identity with anthropological theory and method, but
to provide a general framework and research philosophy. Jamieson et al
note that the connection with anthropology is through emphasis on .
interpreting, "on building up explanatory models of existing practice; on
drawing out patterns of coherence and inter-connectedness that otherwise
go unnoticed".

- Jamieson and colleagues (1977) point out that illuminative researchers,
like social anthropologists pursuing ethnographic fieldwork, actually
immerse themselves in the working worlds of those they are studying:

"they seek to build up an overall picture or model of the system
in question, and they look for relationships between beliefs and
practices, and between organizational patterns and customary
response of individuals. The end product therefore is not a set
of findings as such, nor a catalogue of facts and figures, nor
even an extended description, but rather an interpretive
commentary of a series of interconnected ... issues and phenomena
that are carefully documented". '
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Parlett and Hamilton (1972) utilized the ‘illuminative’ method in the field
of education to evaluate innovation in curriculum. They distinguish the
‘social anthropology’ paradigm from the ‘agricultural-botany’ which was
until fairly recently, much used in educational research. This
‘agricultural-botany’ paradigm still dominates research in the medical and
allied professions. In ‘agricultural-botany’ types of research the
emphasis is on methods which favour experimental and testing traditions.
Such research is closely allied with statistical method. The concerns of
investigators working within such a traditional framework are, as Jamieson
et al (1977) point out, to operationalise variables, match samples, measure
outcomes numerically, hold constant some variables while varying others in

precise ways, or to correlate sets of dimensions across different and

usually large populations.

The agricultural-botany paradigm is highly appropriate for testing
fertilisers and crop yields. In the medical field, it is much used for
drug trials and the testing of treatments and surgical procedures. It can
also be used by nurses in areas such as wound healing and infection
control. Although the traditional paradigm can be used successfully with
studies in the social science field (eg. Gath 1978 in her study of children
with Down’s syndrome and their families), it is not, as Parlett and
Hamilton (1972) point out, particularly suitable for examining structures,
institutions, individuals or practices in ways that preserve them intact.
As they note, rather than thinking in terms of parameters, factors,
variables and the like, the illuminative researcher is concerned with

reactions, theories, assumptions and events.

Parlett and Hamilton (1972), it will be remembered, were using the
illuminative process to evaluate innovation in the curriculum. They point
out that, "Illuminative evaluation is not a standard methodological package
but a general research strategy". The choice of research tactics follows
not from research doctrine, but from decisions in each case as to the best
available techniques. Thus the problem defines the methods used, not vice
versa. Equally, no method is used exclusively or in isolation, different
techniques being combined to throw light on a common problem. As Parlett
and Hamilton note, "Besides viewing the problem from a number of angles,
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this ‘triangulation’ approach ... also facilitates the cross-checking of
otherwise tentative findings".

At the outset, as Parlett and Hamilton point out, the researcher is
concerned to familiarise himself thorough with the day to day reality of
the setting he 1is studying. In this he is similar to social
anthropologists or natural historians and like them the illuminative
researcher makes no attempt to manipulate, control or eliminate situational
variables. Instead he takes as given the scene he encounters along with

all its complexities.

The ‘illuminative approach’ as utilized by Parlett and Hamilton is
characterised by three stages: the investigator first observes the
situation, second, inquires further and finally seeks to explain it.

Obviously as they point out;

"... the three stages overlap and functionally inter-relate. The
transition from stage to stage, as the investigation unfolds,
occurs as problem areas become progressively clarified and re-
defined. The course of the study cannot be charted in advance.
Beginning with an extensive data base, the researchers
systematically reduce the breadth of their inquiry to give more
concentrated attention to emerging issues. This ‘progressive
focusing’ permits unique and unpredicted phenomena to be given
due weight".

A Client-Centred and Problem-Orientated Approach

Illuminative research practice has been criticised as being useful only for
small scale non-quantitative studies. But, Jamieson and colleagues (1977)
point out, this is not wholly accurate, as illuminative researchers do not
altogether eschew quantitative data and methods. As they note, they have
their place in an array of possibilities. However, a most important
feature of the approach has to do with its being client-centred, i.e. it
is essentially applied research that concentrates on its clients.

Illuminative research is however influenced somewhat by values and
assumptions drawn from medicine and psychotherapy in that it is essentially
diagnostic-therapeutic. The diagnostic inquiry begins with a presented
problem, proceeds by exploratory investigation, draws inferences, and as
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Jamieson and colleagues inform us, "culminates in the discovery of often
unacknowledged and contextual determinants that form the basis for
interpretations. If these are aptly and sensitively expressed they may
change self—knowledge. in beneficial ways: at the very least the taken for
granted may be viewed in a new light".

Illuminative researchers do not claim to be "value-free", nor to be capable
of "total objectivity". They do however hold the value that every effort
must be made to represent the different value positions, ideologies, and
opinions that might be encountered in the course of the research, and
moreover, to represent them in ways considered fair by those holding such

positions.

This commitment to being as non-partisan and impartial as possible has been
criticised by those who favour a committed political stance. It has also
been criticised by those who feel it is impossible to be impartial, and
that one should not pretend to be. ‘Illuminative researchers’, on the
other hand, believe that although it is difficult, it is not impossible to
be fair to differing points of view. However, it has to be accepted that
this, in itself, represents a stance which is ‘political’.

Jamieson et al (1977) noted that illuminative research can be regarded as
applied, and also as interventionist , in that it seeks to pramote change.
However, they point out that it is not ‘action research’ in the usual
-sense, generally, although not invariably, stopping short of making policy
recommendations - especially where to do so would be to advance the views
of one interest group over those of others.

Illuminative research seeks to challenge conventional assumptions, to
disentangle cdmpleﬁties that are usually left in a muddle and to isolate
significant processes from those that are less so. In short, it seeks to
provoke thought and to unsettle established ways of thinking.

Jamieson and colleagues (1977) point out that illuminative research does

not ‘fit’ within any one existing discipline or speciality. In the same
way, the study of the “"world of the blind person" requires an
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inter-disciplinary approach which can integrate elements of method and
theory from many different fields and disciplines.

Hall and Stacey (1979), editors of a collection of research studies
concerned with children in hospital, describe their approach as
"psycho-social" because of the mixture of psychological and sociological
interpretations. The study of visual impairment requires in addition a
medical framework. It could be said therefore that blind children and
their families have been studied within a "medical psycho-social
framework". This approach has also been termed “"triangulation", and
triangles, of one kind or another, have formed a recurring theme throughout

my study.
Ethical and Political Considerations

Jamieson and colleagues (1977) point out that there are many potential
hazards for research workers conducting illuminative style research
studies. Quite often they are using more intrusive methods than are usual
in general survey research or observational studies. This means that the
ethical and professional responsibilities are correspondingly greater.
There is a necessity to study what Goffman (1959) termed the "back stage"
areas as well as what is ‘on display’ for the audience. The dilemma here
is, how far should the investigator invade the privacy of individuals and
institutions? Having obtained this private information, the researcher has
a responsibility to the client, to respect confidences and protect
individuals. Therefore s/he needs to consider very carefully the

implications of reporting certain material.

The writing up of an ‘illuminative’ study also presents problems. These
are concerned with: the extent to which it is appropriate to distort
descriptions of situations in order to disguise the identity of
individuals; how to report material which, quoted in isolation, could have
pronounced negative repercussions; and how confidences can be preserved
while reporting as fully as possible what has been said.

As with all research, there is obviously scope for abuse. As Jamieson and
colleagues point out, researchers can increase conflict in unproductive
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ways, or they can misrepresent a study as impartial while working towards
a private objective. Such concerns underlie all research which is
basically ‘diagnostic’, ‘clinical’ or ‘client-centred’. Although all
researchers must give high priority to the accuracy and usefulness of their
work, there are certain quiding principles which should always be taken
into account.

Three simple but cardinal guidelines have, I hope, been applied throughout
my study. The first is taken from the ‘Hippocratic Oath’, and the second
and third from the study by Jamieson and colleagues (1977) into the
educational needs of visually impaired children: '

1. To help where possible or at least do no harm.

2. Not to investigate others in ways that I would not like myself
to be investigated.

3. Those studied should afterwards feel they have been enhanced
rather than diminished by participating in the study.

METHOD OF STUDY

"In illuminative studies, problems define methods; discoveries

‘up-date the design; and the expanding knowledge base defines the
current strategy”.

Jamieson et al (1977) Towards Integration, NFER

Defining the Problem

One of the original aims of the study was to attempt an enumeration of all
the visually handicapped children in Sheffield. An early problem was
therefore to define "severe visual impairment". Other problems were, where
to find these children, and, how to select the sample group. It would seem
obvious that a search of the blind and partial-sight registers should
provide the solutions to all three problems. In practice however, this was
not a fruitful exercise as only 13 Sheffield children aged 0 to 16 were
actually registered as blind or partially sighted. I had, however already
collected over 300 names of children felt to have severe visual problems
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by health visitors, teachers, school nurses and other professionals. It
was clear therefore that something was wrong with either the criteria the

professionals were using or with the statistics.

The ophthalmologist is responsible for the registration of a person as
blind or partially-sighted, and by law, he is the only professional allowed
to do this. The ministry form ‘BD8’ is the document used for certification
and registration. The guidelines on the BD8 form state quite categorically
that the principal condition to be considered when registering a patient
as blind, is the visual acuity, as measured with the Snellen test chart.
The problem for the ophthalmologist is, how to ascertain the visual acuity
of a baby or young child visually impaired from birth. I should add here,
that the BD8 form has recently been revised to make it easier to register
young children. However, as all the sample children were registered under
the old system, this is the one which will be considered in the study.

Because of the difficulties of accurately assessing visual function in
children - particularly those who have additional mental and/or physical
disabilities - and the uncertainty of the prognosis or the outcome of
surgery, many ophthalmologists, (even with the new BD8 form) delay the
registration of children until the age of five or over when special
education needs to be considered.

Thus, the general assumption that "Because visual impairment is a state
which is identifiable and medically acknowledged, national statistics of
incidence must be quite straight forward to compile", is as Jamieson et al
(1977), the Vernon Committee (1972) and the RNIB National Survey (Walker
et al [1992]) found, cbmpletely unwarranted.

There is, in any case, no advantage either to the pre-school child or the
parents in registration. Later in life there may be actual disadvantages,
for example, stigmatization and discrimination in the job market.
Registration is not compulsory and many parents actively choose not to have
their child placed on the register.

Many blind children have additional handicaps, and it may be that s/he is
included in a different category for statistical purposes. The statistical
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problem is compounded by the continuing trend towards integration, with
perhaps the majority of visually impaired children now being educated in
mainstream schools rather than together in special schools and units. Yet
another reason for this statistical ‘unknown quantity’, is as Jamieson and
colleaques (1977) point out, that a sizable number of children with visual
defects do not show up in the statistics because their problem has not been
detected. This remains so until, as one of their respondents said, “one
trips over them and sees they are under-achieving".

The children who form the statistics are therefore the tip of an iceberg
of unknown size. But even this tip is not recorded on one single register
but spread over many different ones.

Identifying the Sample Group

The sample of children for the study was collected from a wide variety of
sources and although, in theory, almost all the children should have been
included on more than one register, there was surprisingly little overlap.

The "Handicap/Observation Register" kept by the Health Authority proved to
. be the most fruitful source of information and yielded 40% of the total
sample. Other sources of information were the peripatetic teachers for the
visually impaired, the head teachers of the blind school and partial sight
units and the blind and partial-sight registers. The remaining children
were discovered during field work, i.e. they were the siblings of the
target children or extended family members who were also visually impaired.

As previously stated, over 300 names of children aged 0-16 years felt by
professionals to be severely visually impaired were collected. A sample
of this size is obviously unsuitable for a small-scale study. A pilot
study, N=6 including three multiply handicapped children and three ‘merely
blind’ children was carried out. It was found from this pilot study and
from the case records of mentally and multiply handicapped children, that
the vast majority were adequately covered by services from the ‘Rygate’
Centre. The children in most need and receiving fewest services (quite
often the only professional involved being the generic health visitor) were
the children of normal or near normal intelligence, with or without
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additional physical handicaps. Because of this, all children attending
‘Rygate’ were excluded from the study. This left a total of 68 families
with children of normal or near normal intelligence. Sixty two of these
families were traced and contacted. Four could not be interviewed because
of language difficulties, two refused to take part in the study and in a
further three cases an interview was not achieved despite several
appointments. A further three were excluded following the interview
because they did not meet the research criteria.

A total of 50 families having 55 visually handicapped children of normal
intelligence was successfully contacted and interviewed. The interviews
took place during the period October 1983 to August 1985.

The definition of "severe visual handicap" for the purposes of this study
ranged on a continuum from total blindness (unable to distinguish between
light and dark) to 6/36 Snellen or its assessed equivalent in the better
eye.

I have endeavoured, where practicable, to utilize the International
Classification of Impairments, Disabilities and Handicaps (ICIDH) proposed
by the World Health Organisation (WHO) throughout the study, rather than
the current ‘politically correct’ definition of ‘visual impairment’.
Impairment, as defined by the WHO (see below) merely means that a part of
the body or mind does not function properly and by this definition, almost
every person over the age of 50 could be classified as ‘visually impaired’.
The ‘politically correct’ terminology therefore to a large extent negates
the magnitude of the disability or handicap suffered by the children in the
sample group. It has to be said however that the use of the WHO
classification presents other problems, not least because there are no
definite boundaries between the groups. Some children will only become
‘handicapped’ as their condition deteriorates and others as they reach
maturity. By this I mean that, whilst the degree of impairment remains
static, the child may be merely impaired as an infant, becoming disabled
as a school child and handicapped as a mother. Most difficulty is
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encountered when using the classification for the sample group as a whole,
and here, it has to be admitted the definitions have sometimes been used
interchangeably. The WHO classification is as follows.

Impairment

"Any loss or abnormality of psychological, physiological or
anatomical structure or function". This means parts of the body or
systems which do not work properly.

Disability

‘Any restriction or lack (resulting from an impairment) of ability
to perform an activity in the manner or within the range considered
normal for a human being’. This means the things disabled people
are unable to do because of the impairment.

Handicap

‘A disadvantage for a given individual, resulting from an impairment
or disability, that limits or prevents the fulfilment of a role
(depénding on age, sex and social and cultural factors) for that
individual’. This means a handicapped person is unable to fulfil to
the full his/her expected role/s in society.

Data Collection and Analysis

In order to ascertain the needs and problems of families Awith a blind
child, a semi-structured interview schedule was designed and piloted on
five families rearing a child with special needs from my own general health
visiting case load. Where appropriate questions were pre-coded for
analysis by computer. Where this was not possible, boxes were left open
for coding at a later stage and plenty of space left for verbatim replies.
The form, see Appendix, was modified slightly before use with the visually
handicapped sample group. All the interviews were audio-taped and
transcribed onto the schedule itself. The actual tapes were also kept for
later reference. The length of interview varied between 40 minutes and 190
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minutes, most interviews taking 1% to 2 hours. The mother was the main
respondent, fathers taking part in less than 8% of cases. Children were
present in 70% of cases and those old enough contributed to the interviews.

The ensuing field work yielded a rich harvest of ‘messy’ and untidy data,
plus long verbatim accounts of experiences, many of which defied
codification and quantification. Attempting to squeeze this rich
qualitative material into codings for the computer would have completely
destroyed the objectives of the illuminative method. It was therefore
decided to utilize these verbatim accounts to enable the families, where
possible to tell their own story. OQuite a high proportion of the study
therefore is given over to the parents’ own accounts of their experiences.
The small size of the sample group (50 families) in any case militates
against complex quantitative analysis.

Towards a Working Model of Family Dynamics

The final aim of the research was to study the impact which the rearing of
a visually handicapped child might have on family life.

As the fieldwork progressed, it became obvious that the birth of a blind
child had indeed altered not only the structure of the family system but
also the dynamics of family life. However, because of what I have termed
the ‘Voysey effect’ (the presentation by the families of a facade of
normality) (see Voysey [1975]), some of the impact was being disguised
and/or denied.

The problem then was, how to devise a method sensitive enough to uncover
what was ‘really going on’ within the family, without being unduly
invasive. It was also important that the family system should not be
damaged by the technique and that coping and protective mechanisms should
be left intact. The evolution of the 'Minisculpt’ technique is outlined
below.
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THE ‘MINISCULPT’ METHOD

Barker (1986) draws attention to the use of the ‘genogram’ (sometimes
called a geneogram) as a useful adjunct to both assessment and treatment
of families needing therapy. A genogram is a family map, showing the
family’s current composition and salient features of its history. Some
family therapists prepare the genogram on their own using information they
have obtained during therapy sessions. Others, including Barker himself,
prefer to involve the family in their preparation. An example of a
genogram, taken from Barker (1986) is shown in Figure 2.1 overleaf.

Genograms however, could not be utilized in the case of the blind sample
because of the high proportion of parents who were also visually impaired.
(A high proportion of visual defects are genetically transmitted and this
included 64% of the sample group). The impact of genograms is wholly
visual; their use by severely visually impaired people was therefore ruled
out, at least in the original format.

Another method which can be used to illustrate family dynamics is family
‘sculpting’. This family therapy technique was developed by Duhl et al
(1973). As Barker (1986) relates, the essential feature of family
sculpting is the placing of family members in positions and postures that
represent aspects of their relationships and interactions with each other.
Family sculpting réquires a ‘sculptor’, whose view of the family will be
revealed in the sculpture; a ‘monitor’, usually the therapist, who guides
and supports the sculptor, and the ‘actors’, usually family members, who
portray the sculptor’s system.

As with genograms, however, vision is required for sculpting, and the
technique cannot be used by the blind and the sighted on an equal footing.

A method whereby both blind and sighted people could sculpt genograms by
making use of tactile symbols was required.
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Figure 2.1
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A solution to the problem was found by utilizing the methodology of play
therapy (Axline [1947], and see also, "Dibs", Axline [1964]), as a kind of
bridge to combine the two systems. Thus, using 1/16 scale dolls-house
dolls and different textured ribbons to join them in various patterns of
hierarchy and closeness, family members, both blind and sighted, were
enabled to sculpt their own genograms.

Piloting the "Minisculpt" Technique

The "Minisculpt" technique was first piloted with the help of two families
rearing a sighted child with special needs from my own case load, and two
families rearing a multiply handicapped blind child.

Using dolls of their own choice, each respondent was asked to sculpt three
models:

A) Their own family of origin at a point in time of their own

choosing.
B) The family prior to the birth of the target child.

C) The changes in structure and dynamics brought about by the birth
and rearing of the handicapped child.

Once again, all interviews were audio-taped and the models were reproduced
diagrammatically using symbols and coloured pencils. The materials used

are shown in Plate I.

Those taking part in the pilot study found the process enjoyable and also
in many instances, therapeutic. The main criticism was that it was
somewhat time consuming. (Each respondent was asked to set aside two hours
and the actual interview times ranged from 95 minutes to 210 minutes per
family member). Quite a high proportion of time was spent in reproducing
the models diagrammatically and this also interfered somewhat with the
smooth running of the process. A polaroid camera would, (had I though of
it before completing the fieldwork), have been a useful addition to the

equipment.

32



*MINISCULPT’ IN PRACTICE
Using the ‘Minisculpt’ Method in Fieldwork

All of the families surveyed in the first phase of the study were asked if
they would be willing to take part in an in-depth study of family dynamics
and relationships (Phase II of the research) at a later date. Of those who
agreed, four took part in the piloting stage and a further four were
selected for the study sample group. Those selected were chosen to
represent as wide a range of family size, structure and social background
as possible with such limited numbers. Each family member was interviewed
on his or her own so that they did not ‘contaminate’ each other’s
sculptures. Target children and their siblings over the age of ten were
also invited to participate.

Materials Used for the Minisculpts

The materials utilized for the sculptures are shown in Plate I. They

consist of:

One sixteenth scale dolls house dolls in family groupings. These
can be purchased from toy shops or from specialist catalogues.
At least 20 dolls will be required or three family groups of
eight dolls if purchased from a catalogue.

One quarter inch width ribbons, in red and white of differing
textures, i.e. velvet, satin and cotton. Two metres of each are
required, cut into lengths of 6 inches and 3 inches.

Two metres, each one inch wide, of the following to represent
‘frames’ or ‘boundaries’: rigid petersham, elastic and stretch

lace or open weave elastic.

One piece of green felt, three feet square for use as a working

surface.
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Method of Use
The Dolls

These were used to symbolize family members, each person being allowed to
select dolls of their choice to represent themselves and other members of
the family. Interestingly, the visually impaired appeared to enjoy this
process as much as the seeing. For exémple, one blind father on selecting
a doll to represent himself said, "This one’s me because he’s got a leather
jacket and I always fancied having a leather jacket". Once chosen, the
dolls were, it seemed, often imbued with the nature and characteristics of
the person they represented. This was evident from the ways in which
respondents touched and handled the dolls. Mothers particularly would
sometimes ‘cradle’ a child doll in their hand prior to placing it in
position in the sculpture. Occasionally a respondent would cast a doll
carelessly into a low hierarchical position with a comment such as, "he’s
my older brother, but we never got on". On occasion, the dolls also seemed
to be used as intermediaries or ‘shock absorbers’. This occurred when
respondents were describing experiences which were painful or distressing
to them. 1In such instances they might stroke the doll’s hair or limbs,
straighten its clothing or simply stare at it during gaps in the

conversation.

An interesting feature of the completed sculptures was that all respondents
whether male or female, child or adult, seeing or visually impaired, placed
the father of the family in the same position, i.e. on the left hand side
of the sculpture when facing the model. This ‘rule’ applied even where the
mother was the ‘dominant’ partner and placed higher up the model in the
hierarchy. It also held true across the generations, i.e. Grandfather and
Grandmother were placed in the same relative positions. Only when there
is no father in a family or the family breaks up does a mother occupy this
position. If she takes another partner, she usually allows him to occupy
the ‘traditional father'’s position’, she herself moving back to the more

usual ‘mother’s place’.
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The Ribbons

Ribbons were used to model closeness of family members to each other or,
‘the ties that bind’. Velvet represented a very close relationship, satin
a moderately close or ‘normal type’ relationship and cotton a loose bond
or relationship. Two colours, red and white were used. Red represented
positive, so that red velvet stood for a very close, very loving
relationship; red satin a ‘normal’ or ‘average’ family bond and red cotton
a loose but nonetheless loving relationship, eg.. a grown up son or
daughter not seen very often. The colour white represented negative bonds.
Therefore white velvet stood for a close but negative relationship, for
example a husband and wife who while hating each other felt bound to stay
together for some reason. White satin, (rarely used) could represent a
couple always arguing but never to the point of break up. White cotton,
(again rarely used) might stand for a couple who lived together but led
separate lives. Respondents could also, if they wished, use both coloured
ribbons together, so that, for example red and white velvet would represent
a ‘love/hate’ relationship. It is interesting to note that red and white
velvet were used quite frequently in sculpts of families of origin to
describe ties between parents (grandparents) who were always arguing, and
also relationships between the respondent and a particular sibling. This
combination was however used much less frequently in the nuclear family
models.

. Some readers may wonder why this particular colour choice was made when
others would seem more obvious - for example, red/greed or black/white.
Because the technique was developed with visually handicapped people
particularly in mind, the red/green colour combination had to be ruled out
as many people with impaired visual acuity also have defective colour
vision, and in monochrome red and green are almost identical. The
black/white combination was also considered unsuitable because of its
strong association with ‘good’ and ‘bad’, added to which black and white
are not particularly attractive colours to the seeing and would add nothing
to the ‘attractiveness’ of the method. The red/white combination provided
sufficient contrast for both visually impaired and sighted subjects, was
visually attractive to those who could see, and was also a fairly
‘meaningful’ combination. Where a subject was totally blind (which only
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one child was), positive ribbons were placed on the subject’s left and
negative ones on his right and the model built completely by touch.

Building the Hierarchy

In addition to sculpting closeness bonds, respondents were asked to model
the structure and hierarchy of their family groups by placing dominant
members towards the top and lower ranking members near the bottom of the
model. ‘Hierarchy’ of course need not be a pyramid, and indeed this
particular shape was used in only one subject’s model. The most commonly
used structures were: linear, inverted (base up) triangle, circular and (in

large families) random sub-grouping.

Modelling Boundaries

Following the preliminary examination and analysis of the pilot Minsculpts,
it was apparent that the bonds and ties sculpted by the respondents did not
give a complete picture of the family group as a system. There were also
tangible and intangible boundaries surrounding the families, giving them
form and structure and also acting as a kind of ‘driving force’ for family
functions. Parkes (1972) reminds us that, "the skin is not the only
boundary around the self and that the home we live in and the people to
whom we are attached are, in some sense, ours - they are parts of
ourselves". By the same token it could be said that we are parts of our
families and our homes and that other more intangible boundaries enclose

and surround this whole family system.

Systems theory (as utilized by family therapists) was developed by von
Bertalanffy (1968) - see also Barker (1986). According to von Bertalanffy,
every system (open or closed, living or inanimate) has a boundary, the
properties of which are important in understanding how the system works.

As with all living systems, the family is (to a greater or lesser extent)
‘open’ otherwise it would cease to be functional. Whether they like it or
not, family members have to leave the home to work, attend school, buy food
and make contact with other social systems in order to survive. It is by
such contact through a permeable interface with other systems that the cog
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wheels of social existence are turned. Having said however that all family
systems are ‘open’, there remains a great deal of variation in the
‘permeability’ of the boundary which surrounds each family. In some cases
it seems, these boundaries are tangible and can actually be seen; the high
fence or unclipped hedge, the ‘Beware of the Dog’ notice on the gate for
example. Obviously it would be dangerous to assume that these are signs
of a ‘closed family system’ as there are many other reasons for such
defences. It is interesting to note however that these phenomena seldom
presented in families whose members surrounded their Minisculpt models with
a semi-permeable boundary and never in those who chose a highly permeable

one.

The ‘boundaries’, like the ribbons used to sculpt bonds of closeness, were
purchased from the haberdashery counter. Rigid petersham was used to
represent a (relatively) impermeable boundary, elastic a semi-permeable one
and stretch lace a highly permeable boundary. Respondents were asked to
surround their family sculptures with the appropriate frame as each model

was completed.
Same Advantages of the Technique

The technique proved to be easy to use, non threatening, usually enjoyable,
and, in some cases, apparently therapeutic. The dolls, as noted earlier,
were imbued with the characters of family members and it seemed that, quite
often, emotions such as fear, anger or distress were dissipated, using the
dolls as ‘actors’ or mediators as would a child in play.

Some Pitfalls and Disadvantages

Possibly the main drawback of the method is the time factor, although as
pointed out above, the use of a camera to photograph the models could

reduce this somewhat.

A second major disadvantage is that, although the method was designed and
piloted with children as well as adults in mind, the information obtained
from the models made by the children was, on the whole, unreliable. The
majority of the children, even those aged over 11 years, spent a high
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proportion of the time literally playing with the material. For example,
they invented siblings who did not exist and occasionally left out those
who did. It was therefore difficult to know where fact ended and phantasy
began. Because of this it was decided not to utilize data obtained from

any of the children’s models.

In recent years, possibly because of its misuse in cases of child abuse,
play therapy has suffered a decline in popularity. However, it has to be
taken into account that the problems lie, not in the method itself, but
with the case-workers who use it and interpret the results.

The method however, needs to be used with caution as it can unleash
powerful emotions. The pilot work showed that families could be led to
reveal rather more about themselves than perhaps they intended. A major
concern was therefore that they might “uncover the cracks" which they had
successfully "papered over", and be left vulnerable as a result. With this
danger in mind, backup support was enlisted from the community psychiatric
nurses. In the event, however, none of the families studied required the

service.

In conclusion, it would appear that adults (given the opportunity) are as
capable as children of utilizing play material in a therapeutic manner.
The idea of entertainment as therapy and therapy as entertainment is, in
any case, not a new one. It goes back at least as far as the Ancient

Greeks, and possibly much further.

Dallos (1991) noted that, in his experience, many families entering therapy
seemed disappointed if théy were not given something rather unusual to do
such as sculpting or psychodrama. Dallos is resurrecting a very old idea
however, when he asks whether psychology and therapy are not, after all to
a large extent, entertainments?
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CHAPTER 3
VISUAL IMPAIRMENT IN PERSPECTIVE

VISUAL IMPATRMENT - SOME FACTS, FIGURES AND FALIACIES

"I don’t think it had ever before occurred to me that man’s
supremacy is not primarily due to his brain, as most of the books
would have one think. It is due to the brain’s capacity to make
use of the information conveyed to it by a narrow band of visible
light rays. His civilisation, all that he has achieved or might
achieve hangs upon his ability to perceive that range of
vibrations from red to violet. Without that he is lost. I saw
for a moment the true tenuousness of his hold on his power, the
miracles that he had wrought with such a fragile instrument ...".

John Wyndham, "The Day of the Triffids", 1951

What is Blindness?

A common sense definition of blindness would be, a person who is unable to
see, and a common sense definition of partial sight, a person with limited
vision or poor visual acuity. Such simplistic definitions can however be
misleading as the subject of visual impairment is highly complex. In Great
Britain the official definition of a blind person is:

"a person so blind as to be unable to perform any work for which
eyesight is essential. Visual acuity of 3/60 or less in the
better eye usually constitutes blindness. However, where an
individual’s field of vision 1is markedly contracted, then a
visual acuity of more than 3/60 can constitute blindness.
Blindness is certified by an ophthalmologist. For educational
purposes, the Education Act of 1944 defined the blind as ‘pupils
who have no sight or whose sight is or is likely to become so
defective that they require education by methods not involving
the use of sight’ ".

In Great Britain the official definition of a partially sighted person is:

"one who is ‘substantially or permanently handicapped by
defective vision caused by congenital defect, or illness, or
injury’ but not ‘so blind as to be unable to perform any work for
which eyesight is essential’. Visual acuity of between 6/60 and
6/18 with good or contracted fields of vision can constitute
partial sight. Partial sight is certified by an ophthalmologist.
For educational purposes, the Education Act of 1944, defined the
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partially sighted as ‘pupils who by reason of defective vision
cannot follow the ordinary curriculum without detriment to their
sight or to their educational development, but can be educated by
special methods involving the use of sight’".

Definitions from Jamieson M et al, Towards
Integration, NFER (1977)

In a study of people who were registered blind during the period 1963-1968
(Sorsby 1972), total blindness, i.e. no perception of light was the
exception - affecting only 5% of the group. Just over 10% were said to be
"almost totally blind", i.e. having perception of light but not form. Well
over half of those registered (53% males and 55.7% females) had "some
degree of useful vision". Sorsby (1972) argues therefore that, "the blind
population taken as a whole is largely one afflicted with grossly defective
vision rather than with blindness in the full sense of the term".

Disorders of the eyes have a variety of causes and they lead, as Jamieson
and colleagues (1977) point out, to different effects on what people can
see. Children registered as partially sighted in particular, may be
misleadingly regarded as a uniform group, when in fact they are strikingly
different from one another. A child with retinitis pigmentosa for example

will have a restricted visual field and will be unable to see in the dark |
(night blindness). A child with aniridia (no iris) on the other hand will
be over sensitive to light. Medically speaking the two have nothing in
common and in the classroom their problems are not the same. They also
require different visual aids. Even children with the same defect - for
example cataracts - can have completely different needs in the classroom
depending, for example on the degree of density of the cataract, the
success or failure of operative intervention, the degree to which the child
is mobile and whether or not s/he has an added disability. Moreover, one
child may use his or her remaining or ‘residual’ vision better than another
and this often depends upon the amount of help and stimulation the child
receives in the home environment, which in turn can hinge on the amount of

professional input during the pre-school years.
Towards a Functional Classification of Visual Impairment

Because of what has been said earlier, the classification and
categorisation of visually impaired children into groupings which can be
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used for comparisons and the compiling of statistics, is exceedingly
difficult. An added complication is that, once compiled, these groupings
do not remain stable as children can move between them in either direction
according to the progression of the disease or the outcome of intervention.
The only group which remains constant is the small percentage of the
totally blind. Because the research project was not concerned with the
visual impairment per se, but rather with its impact upon family and social
life, an attempt was made to classify the impairments in a functional
manner. This classification is set out as Table 3.1 below.

Table 3.1 Functional Categories of the Visual Impairments Suffered N=55

Type of Impairment No. of Children
Total blindness (no perception of light) 6
Perception of light only 9
Perception of light and form 19
Defect of central vision 4
Restricted field/difficulty in focusing 4
Severe uncorrectable refractive error 1
Progressive defect 5
Useful vision , 6
Unknown (unable to assess) 1

This in fact was not a particularly helpful exercise and did nothing to
clarify the situation nor simplify the categorisation. And, as one of my
supervisors pointed out, many of the children could be classified under
more than one heading.

The search for a simple functional categorisation led eventually to a

classification based on social and education needs rather than the
medically orientated sorting by diagnosis of disease. All the children
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could be placed under one of three broad headings: Totally Blind;
Functionally Blind or as having Useful Vision. These I defined as follows:

1l. Total Blindness

Children included in this category have no vision whatsoever. Most will
have been born with congenital absence of eyes or have had both eyes
removed because of malignant disease. Total blindness, as previously
stated is rare and only 6 children from the sample group were included in
this category.

2. Functional Blindness

The majority of the children in the sample group (38) were categorised
under this heading. It refers to children who retain some vision but not
sufficient for them to take part in a normal school curriculum without
extensive help, nor to lead a completely independent life in later years.
Functional blindness represents in visual terms: perception of light,
through perception of 1light, form and colour to distorted vision and
constricted visual fields. Also within this category are children who may
eventually move into the totally blind or useful vision categories because
of either the progression of the disease or the outcome of medical and/or
educational intervention.

3. Useful Vision

The children in this group (11 in the Sheffield sample) are those termed
the partially sighted.  With help, these children can often take part in
a normal school curriculum. They will be able, with the use of various
aids, to make use of the print medium rather than braille and most will be
able to lead a completely independent life in later years.

This functional classification has been utilised throughout the thesis when
quoting the families. It is where applicable followed by the ‘name of the
disease’ or the medical diagnosis. Although a medical classification by
type of disease is essential to doctors (who have to repair or treat it),
such a classification is almost useless to educationalists and other
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workers in the ‘real world’. For example, a medical diagnosis of
‘cataracts’ can mean anything from almost total blindness to near normal
vision. A ‘scientifically established’ visual acuity is equally nebulous
to a teacher because, as was pointed out elsewhere, it gives no indication
of how well or badly this vision can be utilised under ‘field conditions’,
nor does it take account of the improvements which can be brought about by
non-medical types of intervention on the part of parents, teachers and
other field workers.

Because the classification was devised after the completion of the data
collection, as an aid to its analysis, the approach could not be ‘tried
out’ as it were on the subjects. Although the approach has been briefly
described in two papers and a poster presentation at conferences, no formal
feedback has been obtained. Whether or not the classification is
‘workable’ in the ‘real world’ therefore requires further research.

The Extent of the Problem

As Jamieson et al (1977) point out, the visually impaired represent a small
group of children with very special needs. Jamieson and colleagues quote
figures supplied to the Department of Education and Science by local
authorities in England and Wales which reveal that the visually impaired
constituted a mere 2.30% of the total number of handicapped children
receiving or awaiting special educational provision as at January 1974.
This figure comprised 0.77% blind and 1.53% partially sighted children.
Of course, not all visually impaired children attend special schools for
the blind or partially sighted. Many are integrated into mainstream
schools and others attend special schools for other reasons, for example
physical handicap or learning difficulties. Jamieson and colleagues found
that of the 1883 registered blind children in England and Wales aged 5 to
15 in 1974, only 908 attended a special school for the blind.

It must also be borne in mind that registration represents merely the tip
of an iceberg and grossly underestimates the actual population of visually
impaired children. Only 38% of the Sheffield sample were actually
registered as blind or partially sighted. The findings of the Vernon
Committee (1972) and the RNIB survey (1992) confirm this underestimation
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of the size of the blind population and show that the problem is a national

one and not confined to Sheffield.

The Vernon Committee, reporting in 1972 and Jamieson et al (1977) both
noted that, although the main causes of visual impairment had changed over
the years, the actual incidence had remained broadly constant. This was
also true of the Sheffield sample. Over the 16 year period (1969-1985) the
nutber of new cases of visually impaired children with normal or near
normal intelligence varied only between four and seven per year. Given
that Sheffield has between 6,000 and 7,500 births per year, this gives a
very approximate rate of around 1:1,000. Hall (1991), quoting as his
reference Smith and Keen (1979) reports that the incidence of severe visual
impairment in children is 2 to 4:10,000. He does however concede that this
may be an underestimate, “"because of the under reporting of vision defects
in children with multiple handicaps". There is, as can be seen, a

considerable discrepancy between these figures.

The OPCS survey (Bone and Meltzer 1989), based on a representative
cross-section of private households, estimated that the number of disabled
children living in private households in Britain was 355,000 and that of
these 6%, that is 21,000, have a seeing disability (around 1:500). The
RNIB survey (1992), whose figures were based on the population as reported
by the Local Education Authorities, gives an estimate of 1:1,000. Given
that the Sheffield sample conprised only visually handicapped children of
normal or near normal intelligence, and that the figure obtained can be at
least doubled if mentally and multiply handicapped children are included,
the OPCS estimate of 1:500 would seem to be the most accurate. This being
so, severe visual impairment in childhood, although less common than other
disabilities, can hafdly be described as rare. Neither can it be said that
the incidence is falling. As can be seen from Figure 3.1 taken from the
OPCS survey (1989) the ‘curve’ for seeing disability remains flat
throughout the years of childhood.
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Figure 3.1 Estimates of the Prevalence of Six Types of Disability by
Age, Showing Continuities and Discontinuities between the
Children’s and Adult Surveys
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Reproduced from: OPCS Survey of Disability in Great Britain Report 3. ‘The
Prevalence of Disability Among Children’. M Bone and H Meltzer, HMSO
Publications (1989) ,

The Causes of Severe Visual Impairment

The types of eye defects suffered by the children in the Sheffield sample
are shown in Table 3.2 overleaf.
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Table 3.2 Eye Defects Suffered in the Sheffield Sample N=55

Ophthalmic Diagnosis No. of Cases
Retinal dysplasia and optic atrophy 16
Cataracts and other lens anomalies : 11
Retinopathy of Prematurity 9
Retinoblastoma 5
Aniridia 4
Microphthalmos and anophthalmos 4
Cortical damage 2
Multiple abnormalities/other 4

As can be seen from Table 3.2, the most common causes of blindness were
diseases and anomalies of the retina and optic nerve, none of which are
amenable to medical intervention. In all, it was found that 64% of the
children suffered from complaints which had been genetically transmitted,
but only four of the fifty families had had genetic counselling. Nine of
the sample children were suffering from retinopathy of prematurity
(previously termed retrolental fibroplasia) and the incidence of this
condition is once again rising. This is due to many more babies of
extremely low birth weight and earlier gestation surviving due to modern
technology. Saving the lives of babies with a gestational age of 26 weeks
and a birth weight of 600 grammes is now commonplace in neonatal intensive
care units. Saving these lives however is not without cost as it has been
found that 100% of babies with a birth weight of under 800 grammes will
have some degree of retinopathy of prematurity and a high proportion,
although surviving into adulthood, will have other mental and physical
defects.

Identification of Children with Severe Visual Impairment

The acuity of vision is tested and persons registered blind or partially
sighted in a controlled environment, using a ‘scientific’ standard testing
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procedure (a Snellen optotype chart) recognised by all professionals who
test vision in Britain and North America. Jamieson and colleagues point
out however that the scientific tests do not give any accurate indication
of an individual’s ability to read, move around independently or cope with

daily living.

Those concerned with education often complain that decisions about school
placement are still primarily based on an ophthalmological assessment, and
as the educationists point out, ophthalmologists do not see children in the
classroom or playground, but rely almost entirely on the assessment of
visual acuity in a controlled environment. Such tests, the teachers argue,
are inadequate predictors of how well a child can function in the real

world and how effectively s/he can use any residual vision.

Jamieson and colleagues (1977) remind us that several of the commonly held
assumptions regarding visually handicapped children are incorrect. For
example: A) what a person sees will be determined by the extent of their
impairment, B) that visual acuity tells us how much a person can see ...
and C) that visually handicapped children should be protected from eye
strain. From talking to many professionals, Jamieson and colleagues also
found that distance visual acuity measurements bear 1little or no
relationship to how well a child may be able to use his near vision for
learning. Nor, they found, is there any relationship between measured
visual acuity (distance or near) and efficiency in reading print.

In Conclusion

There is, it seems, a huge gulf between the information teachers, parents
and other ‘field workers’ require to help visually impaired children
achieve their full potential and the information which is forthcoming from
standardised scientific tests of visual acuity performed under optimum

conditions.

There is also a danger that once a child’s visual acuity has been
‘scientifically’ established, s/he will be labelled for life as blind or
partially sighted, and as we have seen, there are actually no hard and fast
dividing lines. Many workers, including Barraga (1970) and Sonksen et al
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(1991) have established that intervention programmes can have dramatic
results with regard to helping children make the best use of limited
vision, in fact some children have been enabled to convert from braille to
print by making use of these methods.

In the real world of daily living then, a scientifically validated visual
acuity is of little help to either the client or his helpers. Registration
as blind or partially sighted is equally unhelpful, particularly in the
case of children as there are no benefits attached. Registration can in
fact be detrimental because of the attached stigmatisation and later
discrimination in the job market.

Unfortunately however, the homely, everyday methods used by teachers and
other helpers to assess the extent of visual impairment in children are
held in very low esteem by the medical establishment as they can provide
no scientific measure against a fixed standard. That their own measure for
very low visual acuity (below 1/60) is even more imprecise and consists of
counting fingers, response to hand movements and perception of a beam of
light, does not seem to have been taken into account.

Because of the dominance of the medical profession in almost every walk of
life, this situation seems set fair to continue. Some of the reasons why
this should be so are explored in the chapters of this thesis.

THE FAMILIES AND THEIR SETTING

All the families studied lived within the boundaries of the city of
Sheffield. Sheffield is in many respects a typical northern industrial
city which in recent years has suffered from the general recession.
Unemployment is rising as specialist steel works are closed down and the
cutlery and tool manufacturing industries which made the city famous during
the 18th and 19th centuries are taken over or amalgamated with larger

foreign manufacturers.
Sheffield is still often described as, ‘the biggest village in England’.

The population remains fairly stable at around half a million inhabitants.
Despite its size, it retains its village atmosphere where everybody knows
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everybody else (and their business) and it is rare to go ‘down town’ and
not meet someone you know. Family and kinship networks are extensive; many
‘Sheffielders’ - perhaps the majority, will live the whole of their lives
within the same neighbourhood.

There are several large council estates in the city and some of these have
been labelled as ‘areas of high deprivation’. Not all its inner city areas
however could be described thus. In one or two areas within a mile and a
half of the city centre, even though the housing stock consists of 19th
century terraces and the cobble stones protrude through the thin layer of
tarmac applied periodically by ‘the council’, the residents are proud of
their neighbourhood and the crime rate is low.

Although a high proportion of the population of Sheffield could be
categorised under the Registrar General’s classification, within the IIT,
IV and V brackets, there are a few areas (mainly in the west of the city)
where housing density is low and the population could be mainly described
as’ classes I and II.

The Families

Visual impairment is no respec_tef of class, status or income. It strikes
across the board and is as likely to happen to the hospital consultant’s
child as the unemployed labourer’s. There are no correlations between
visual impairment and poverty, deprivation or indeed with affluence.

The social class distribution of the blind sample families is shown in
Table 3.3 overleaf where it is compared with that of other sample groups,
namely: the Newsons’ normal four-year-olds (1968), The National Child
Development Study [1958 cohort] (1972), Hewitt’s (1970) group of children
with cerebral palsy and Gregory’s (1976) sample of deaf children.

The classification used throughout the study is that of the Registrar
General (1970). Classes I and II are those of the professions and include,
doctors, lawyers, teachers etc. Class III (white collar) includes office
workers and shop keepers. Class III (manual) includes those in skilled
manual trades, for example auto-engineers and electricians. Class IV
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consists of semi~skilled workers, for example, fitter'’s mate, while class V
are unskilled labourers. For purposes of this study class V also contains
the unemployed. ‘

Table 3.3 The Social Class Distribution of the Blind Sample Group - A
Camparison with Other Studies

Social Class
Sample Group I&II | IIIWC | IIIM| IV \Y %
Unknown

Newson 1968 (normal) 14 13 50 15 8
NCD Cohart 1972 (normal) 19 10 44 |17 6 3
Hewitt 1970 (Cerebral palsy) | 13 10 51 17 9
Gregory 1976 (deaf) 13 10 51 17 9
Bennett 1993 (blind) |12 10 28 |24 |26

Long term unemployment accounts for the high percentage of blind sample
~ families included in the social class V category. However, if these
families are ‘regraded’ according to the head of household’s educational
qualifications rather than the job they were employed (or unemployed) in,
a somewhat different picture emerges, and as can be seen from Table 3.4
below, this is a mich more ‘normal’ distribution.

Table 3.4 Social Class Distribution of the Blind Sample Regraded
According to Head of Household’s Qualifications

Social Class (Regraded)
Sample Group I&II | IIIWC | IIIM| IV v Percent

Blind Sample Group 14 14 44 20 | 10
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Several of the blind sample fathers had lost their jobs as a direct result
of having a handicapped child. They may for example have been ‘sacked’ for
taking time off work to fulfil family commitments and the needs of the
blind child or the family may have been forced to move to a different area
to be nearer specialist facilities or so that the child could attend a
special school as a day pupil rather than a boarder.

It is interesting to note that a total of five mothers and five fathers in
the sample group were themselves severely visually impaired. All the
visually handicapped fathers were in full time employment at the time of
the survey; one class IIIWC, two class IIIM, and two class IV. With regard
to the visually handicapped and impaired mothers however, although all of
them wanted to work, and had applied for several jobs, only one had been
successful and was working part time as a nursing assistant in a hospital
for mentally handicapped children on night duty. Prior to marriage, four
of these mothers had been employed in class IV or V occupations such as
cleaners and kitchen assistants and the fifth had never had a job since
leaving school. All had been employed in Jjobs well below their

qualification levels.

In all, 42% of the blind sample mothers were working part or full time (4%
full time), compared with 44% of the mothers of normal seven—yeér—olds (NCD
1972 cohart), 28% of the cerebral palsy sample (Hewitt 1970) and 29% of
Gregory'’s deaf sample (1976). Taking into account that the mean age of the
children in the blind sample was 7% years, it seems that the mothers of
blind children have a much more ‘normal’ pattern of employment than mothers
of children with other kinds of héndicap. One possible reason for this is
that more of the blind children attended special school as boarders than
in the other studies of handicapped children, thus giving the mothers more
free time. Another reason however, is that of necessity, as more of the
fathers in the blind sample were unemployed compared with those in the
other studies.

The Hame Environment

The blind sample families were fairly evenly distributed throughout all
areas of the city with slightly more living in the south and east than in
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the north or west of the city. The majority (54%) were owner/occupiers,
36% were council tenants, a further 6% lived in property rented from a
private landlord and the remaining 4% lived in ‘tied’ or rent free housing

belonging to the father’s employer.
The Families - Ten Pen Portraits

Because it is impossible to describe the situations of all the 50 families
taking part in the study, I have selected ten of those quoted most
frequently, as representative of the whole group. Their situations are
briefly outlined below. Pseudonyms have been used throughout and certain
items of data altered to avoid recognition of the families concerned.

1. The Gill Family

Father age 49 Builder’s labourer

Mother age 34 Part time nursing assistant, herself visually handicapped.
Target child Robin: age 7 years, Functionally blind, cataracts which are
genetically inherited through his mother’s side of the family. There is
a family history of three generations of autosomal dominantly inherited
cataracts. (One in two children of an affected parent will inherit the
condition). = Robin attends a special school for the blind as a weekly
boarder - this at his own request. He is the second of two children by
this marriage, his older sister is aged 10 and unaffected.

There are also four older step-children in the household from the father’s

previous marriage aged: 17, 16, 14 and 13.

The family live in a large Victorian terrace house in the south-west of the
city. They are Roman Catholics and the mother is Irish. The mother’s
family live in Ireland, but the paternal grandparents live nearby and are
seen about twice per month, being reasonably supportive towards the family
although they are now elderly.
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4. The Jenkinson Family

Mother age 29, unemployed - seeking work.
Target child Wendy: age 4 years, Functionally blind, Cataracts. Wendy
attends normal nursery school and will probably be integrated into normal

primary school.

Wendy'’s mother is unmarried, her boyfriend left her as soon as he knew she
was pregnant and there has been no contact with him since. The cause of
Wendy'’s cataracts is unknown. She and her mother live in a first floor
council flat in the north of the city. Wendy’s grandparents are very
supportive, and although her grandmother lives and works on the other side
of the city, she normally sees Wendy and her mother at least five times per

week.

5. The Kent Family

Father age 35, Teacher

Mother age 31, Nurse/midwife works part time

Target child Michael: age 7 years. Totally blind, Pseudo-glioma,
Genetically transmitted (X linked recessive) which means that the condition
- is transmitted through female ‘carriers’ to male children. Michael attends
blind school as a weekly boarder. He is the second child of the marriage,
his older sister being unaffected but may be a carrier. There is a family
history of three generations; the mother’s father, his two brothers and

maternal grandfather were all born blind.

The family live in a modern detached house in the west of the city. They
are quite isolated as both parents are ‘immigrants’ to the city. The
mother’s family come from Wales and the father’s from London. Contact with
the extended family is therefore infrequent, usually once or twice per

Year‘
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8. The Ellis Family

Father age 39, Insurance agent

Mother age 37, Housewife (clerk prior to marriage)

Target child Danielle: age 16. Totally blind, Retinoblastoma - a malignant
tumour of both eyes. Both eyes removed at 3 months of age. No family
history of the condition, but the bilateral form is usually inherited,
therefore Danielle’s children will be at risk. The family have not been
offered genetic counselling but Danielle would like this for herself before
she gets married. Danielle attends a comprehensive school with a support
unit for the visually impaired. She will be going on to further education
at an RNIB college and hopes to go to university. She is the second of two
children, her older sister being unaffected.

The family live in a 1930s semi-detached house in the south of the city.
Both the maternal and paternal grandparents live in the same neighbourhood
but are not particularly supportive and are seen only three or four times

per year.

10. The Davidson Family

Father age 32, Solicitor’s clerk

Mother age 33, Part time office worker

Target child Peter: age 11. Functionally blind, cortical damage from a
blocked shunt inserted for hydrocephalus. Peter lost his sight age 5 |
years. He attends blind school as a day pupil. Peter is the second of two
children, his older sister has normal vision but suffers from epilepsy and
has learning difficulties. The family live in a modern semi-detached house
in the south of the city and have daily contact with the maternal

grandparents who live nearby.
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22. The Bates Family

Father age 47, Foreman steel worker

Mother age 45, Part time clerk

Target child Samuel: age 15. Totally blind, Congenital anophthalmos (born
without eyes). The cause of Samuel’s condition is unknown, but his mother
thinks it was due to being in contact with german measles during pregnancy.
Samuel attends the blind unit at a special school for learning
difficulties. He is the youngest of three children, his eldest sister

having married and left home. His older brother is twenty years old and
still at home.

The family live in a three bedroomed council house on a large estate in the
south-east of the city. Both the maternal and paternal grandparents live
on the same estate but are not supportive. Samuel’s paternal grandmother
does not usually talk to him at all when he visits. When Samuel was 10
years old his mother had a severe nervous breakdown and was in hospital for

nearly six months.

28. The Carter Family

Father age 54, Unemployed steel worker (retired because of terminal
illness).

Mother age 54, Part time railway carriage cleaner

Target child Cynthia: age 16. Totally blind, Congenital anophthalmos.
Cynthia attends a special school in Liverpool as a term time boarder. She
is the youngest of three children. Her eldest brother, aged 35, is a
labourer working for the City Council. He is also blind in one eye and has
“suffered brain damage as a result of an accident some years ago. Her elder
sister is unmarried (aged 29) and still living at home.

The family live in a three bedroomed council house in the south of the
city. The house, although sparsely furnished, is immaculately clean and
well decorated. Both sets of grandparents are dead and the family have
little support from, or contact with, other extended family members.
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39. The Whitehead Family

Father age 50, Unemployed steel worker
Mother age 48, Part time cleaner
Target child Winston: age 6 years. Functionally blind, Micropthalmos the

cause of which is unknown. Winston attends blind school as a weekly
boarder. He is the youngest of a family of seven. The two eldest
daughters aged 22 and 21 both have children of their own and live nearby.

The family live in a ground floor maisonette in the east of the city, in
which is designated as an ‘area of high deprivation’. The family have many
problems of a social nature and are receiving help from social service
departments.  Winston’s family are Afro-Carribean and they have no

relatives living in England.

42. The Brown Family

Father age 29, Electrician

Mother age 28, Part time shop assistant

Target child Iouise: age 6 years. Functionally blind, Retinopathy of
Prematurity. Louise attends blind school as a day pupil. She is an only
child and was born at 29 weeks gestation weighing 1060 G '(2].bs 50z).

The family live in a small terrace house in what was formerly a mining
village on the outskirts of Sheffield. Although Louise’s grandfather was
a miner, the pit has long since closed down. The village however retains
its close knit community. The grandparents live just streets away and
daily contact is maintained. - Both maternal and paternal grandparents are
very supportive. ‘ -

53. The Winter Family

Father age 36, Electrical engineer

Mother age 29, Part time clerical assistant

Target child Charlotte: died aged 7% years. Totally blind - both eyes
removed for Retinoblastoma. Charlotte attended blind school as a day pupil
until a few weeks before her death. She was the eldest of three children.
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Although her mother noticed ‘something in her eye’ from the age of about
6 months, the tumour was not diagnosed until Charlotte was 4 years old, by
which time spread had already occurred to her bones and glands and the
mother had given birth to two younger children. Because retinoblastoma is
genetically transmitted, Charlotte’s siblings are also at risk of
developing the disease, as are their own children. Charlotte underwent
radical surgery and travelled regularly to St Bartholomew’s Hospital in
London for courses of radiotherapy and chemotherapy. She died at home, in
her parents’ bed aged 7% years.

Charlotte’s mother and her younger sister and brother 1live in a
semi-detached house in a small village north of the city where most of the
inhabitants are employed in the steel making industry. Her father, who
left the family shortly after Charlotte’s death, has returned to his own
parents who live in the same village. Although the paternal grandparents
were seen frequently whilst Charlotte was ill, they were unable to accept
that she was terminally ill and therefore unable to provide the kind of
support the family needed. The maternal grandparents lived much further
away and for this reason could not provide adequate support either.

In the pages which folldw, the main findings from the interviews and from
the ‘Minisculpt’ models are summarised.
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CHAPTER 4
SUMMARY OF FINDINGS

As can be seen from the interview schedule reproduced in the appendix, huge
amounts of data were collected on a wide range of topics. Following
analysis it was obvious that the study would have to be focused on certain
aspects, as the range was far too wide to be encompassed within any one

study.

Because the first phase of the study was sponsored jointly by Trent
Regional Health Authority and the (then) Sheffield City Polytechnic, quite
a high proportion of the interview was devoted to matters concerning
health. This information was included in the report of the research
(Bennett, 1987) which was circulated to appropriate Health Authority
officials. Much of this data however had little bearing on the social and
family lives of the children and has therefore been omitted from this

thesis.

Examples of such data include possible predisposing factors of visual
impairment: for example, exposure to infection or drugs during pregnancy,
extreme prematurity and low birth weight. Quite detailed family histories
were also taken in order to explore the genetic aspects of visual
impairment. Although such data impinge only slightly upon the social lives
of the families they take up large amounts of space when analysed and
tabulated.

Other data have been excluded on the grounds of unreliability due to
difficulties in recall (in some instances the time lag between event and
interview was as much as 16 years). Examples include developmental
milestones such as smiling and crawling. One exception however was the age
at which the child first walked alone, which seemed to have been remembered
by most mothers with great clarity, so much so that they were sometimes
able to give an actual date even after many years had elapsed.

What follows is therefore a summary of data obtained which are relevant to

the social lives of the families concerned, and those which have
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implications regarding the professional practice of those involved in their

care.

The aims of the interview were to identify the needs and problems of
families rearing a visually handicapped child, and to examine the extent

to which their needs are being met by existing services.

Method of Study

Permission was obtained from the relevant authorities to search all
registers likely to contain information regarding visually handicapped
children. Registers searched included; the Blind and Partial Sight
registers held by the ILocal Authority, Abnormality, Handicap and
Surveillance registers held by the Local Health Authority, hospital records
and the case notes of health visitors and school nurses. In addition, all
caring professionals likely to have contact with such children were
requested to refer cases for the study. Professionals contacted included
health visitors, school nurses, specialist teachers and head teachers of
schools likely to have visually impaired pupils.

Approximately 300 names were collected, the majority of these children
being mentally and multiply handicapped in addition to having a visual
impairment. Following perusal of the case notes, those children who
obviously did not meet the research criteria of severe visual impairment,
i.e, a visual acuity of less than 6/36 in the better eye, or severely
restricted vision for some other reason, eg. constricted fields, were
eliminated, leaving approximately 200 names, still of course too large a
group for a small scale exploratory study. '

A pilot study consisting of 3 multiply handicapped and 3 merely blind
children was conducted. On the basis of this pilot study, it was decided
to concentrate on visually handicapped children of normal or near normal
intelligence or rather, those with no diagnosed neurological defect giving
rise to impaired mental ability, as it was found that the majority of
mentally and multiply handicapped children were receiving adequate support
from the Rygate centre.
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Elimination of mentally handicapped and multiply handicapped children
receiving support from ‘Rygate’ left a total of 68 families. A further 3
were later eliminated because they did not meet the criteria for severe
visual impairment. In the end, useful data were collected from 50 families
having between them 55 visually handicapped children. See Table 4.1 below.

Table 4.1 Details of the Sheffield ‘Blind Sample’ Group. N=68

Number of families successfully interviewed 50
Not traced ’ 6
Data not obtained because of language barrier 4
Did not meet research criteria 3
Interview not achieved after repeated appointments 3
Interview refused 2
Total 68

Interviews were audio-taped and, where. possible, transcribed onto the
pre-coded computable schedule forms. Where pre-coding was not possible,
boxes were left open for coding at a later stage. As explained elsewhere
however (see Chapter 2 on Methodology), because of the large amounts of
qualitative data, computation was not a feasible proposition, and, as noted
elsewhere, ‘soft’ data do not, as a rule, lend themselves readily to

complex statistical analysis.
Identification of the Sample Group

Although, in theory, most of the children should have been included on more
than one of the registers searched, in practice there was very little
overlap. Ten of the 55 children were not included on any register, these
including many of the children with the most serious defects: for example,
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two children who died from retinoblastoma and a child blinded because of
a blocked shunt fitted for hydrocephalus.

Some families were quite difficult to trace because of their high mobility.
Sixteen families had moved once or twice since the birth of the target
child and eleven had moved 3 to 8 times since the child’s birth. These
figures are difficult to compare with the national average because of the
widely differing ages of the children involved. It was however found, on
breaking down the figures, that 30% of the families had moved more
frequently than the average of once every six years. This high mobility
of vulnerable families has obvious implications for continuity of care by
involved professionals. However, it was not possible to assess the impact
of mobility on the sample group because their care was already fragmented
by other factors as will be seen in subsequent chapters.

Housing and Area of Residence

Visual impairment being no respecter of social class, families with blind
children could be found across the complete spectrum of housing and
residential area; 45% were owner-occupiers (about average for South
Yorkshire at the time when the interviews were taking place), 36% were
council tenants, 6% lived in property rented from a private landlord and
4% lived rent free in ‘tied’ property.

The high mobility of many of the families referred to above does not
reflect the picture of families still trapped in unsuitable housing, but
only that of families who have been able to move out of such situations.
Seven of the sample families - all but one being council tenants - were so
‘trapped’ and had been waiting between 2 and 9 years to be rehoused. All
of these families felt they had been unfairly and unsympathetically treated
by housing officials. Two families had been rehoused into high rise flats
because "blind children shouldn’t be allowed out unaccompanied anyway", and
an overcrowded family with five children of different sexes in a two
bedroomed house was told to put the blind boy and girl in one bedroom
because "they couldn’t see each other anyway, so they wouldn’t need
separate bedrooms".
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Social Class and Unemployment

The social class distribution (Registrar General [1970] claséification) is
shown below in Table 4.2.

Table 4.2 Social Class Distribution of the Families

Class I and II 12%
Class III white collar 10%
Class III manual 28%
Class IV 24%
Class V 26%

The high numbers in class V are accounted for to a large extent by long
term unemployment of the head of household (20% unemployed for more than
a year, against a regional average of 16%). When the figures were broken
down, however, it was found that in half the cases the unemployment could
be directly or indirectly attributed to having a visually handicapped child
in the family, eg. being ‘sacked’ for taking time off work to meet the
child’s needs or moving home to be nearer to specialist resources. If this
is taken into account, the ‘true’ rate of unemployment, due to redundancy
etc.. is reduced to 10% which is below the regional average. It is
noteworthy also that 5 of the fathers also suffered from severe visual
impairment; all were, however, in full time employment at the time of the

survey.
Handicap and Family Structure

Twenty three (46%) of the families had more than one handicapped member.
Seventeen families had 2 handicapped members, 4 had 3 members and 2
families had 4 members who were handicapped. Many of these people suffered
from multiple handicaps, and several had disabilities in addition to a
visual impairment. Such conditions included: neurological syndromes,
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epilepsy, diabetes mellitus, multiple sclerosis, lung cancer, albinism,

hydrocephalus, disability following accident and many more.

The most common reason for several family members to be handicapped was
genetically inherited disease, but it is also true that handicapped people
tend to live in a somewhat restricted social world and are therefore more
likely to meet with and marry other handicapped persons. This increases
the chances of the children of such couples inheriting abnormal genes and

thus perpetuating rare genetic disorders.

The Inheritance Factor

A high proportion of the defects suffered by the children (64%) were
genetic in origin, although relatively few families fully understood the

implications of this as can be seen from Table 4.3 below.

Table 4.3 Explanations of Genetic Implications Given to Parents N=40

Families
Explanation giveﬁ and understood _ _ : 7
Explanation given but unsatisfactory or not understood 11
Explanation requested but doctor evasive 8
Mother informed doctor 1
No explanation given 12
Don’t remember 1

The genetic implications for future generations are probably among the most
difficult of all the problems for the parents of handicapped children to
come to terms with, and the topic is loaded with guilt and anger. Few
parents had been able to confront the problem directly themselves, let
alone explain the implications to their children and help them to come to
terms with the issues involved. Table 4.4 overleaf shows the children’s

awareness of the genetic implications.
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Table 4.4 Children’s Awareness of the Genetic Implications N=55 Children

Yes, fully aware 3
No, not aware 14
Too young to understand 15
Don’t know - not discussed 3
Not asked (child present) 10
Not applicable 10

Intention to Inform

Table 4.5 below shows the parents’ intention to inform their children of

the genetic implications.

Table 4.5 Intention to Inform Children of Genetic Implications N=50

Families
Child already informed 3
Yes, when old enough _ 4
Don’t know 17
No 0
Parents themselves unaware of genetic implications 6
Not asked 10
Not applicable 10
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Table 4.5 shows that all the parents had good intentions and all of them
felt that the child had a right to know the truth. They were however all
at a loss to know how to go about explaining the situation to the children
and had no one to turn to for help. This is shown clearly by the large
nunber of don’t knows.

Finding Out - Discovery of the Defect

As with other handicapping conditions, one of the main problems for the
parents was getting professionals to listen to their worries. Fifty three
percent of the defects were in fact first noticed by family members rather
than professionals. This compares with 58% of the defects in the RNIB
sample (Walker et al, 1992). The discipline of the first person to notice
the defect is shown in Figure 5.1 on page 106 and the subject is discussed
in Chapter 5.

Although most of the defects were probably present from birth, only 8 of
the children were actually diagnosed before leaving the maternity hospital.
In 5 of these cases there was a family history of blindness and medical
staff had been alerted to this prior to the child’s birth. Of the
remaining three, two were born without eyes and the remaining one with '
microphthalmos - very small rudimentary eyes. The figures from the
Sheffield sample are in fact very similar to those of the RNIB national
figures (Walker et al, 1992). In the RNIB study, "Some 80% of the children
were reported to have had their sight problem from birth, but in only 27%
of cases was it actually suspected and confirmed at or soon after birth".
In the Sheffield sample, 78% of the defects were definitely or probably
present from birth, but only 26% were actually noticed in the first week

of life.
Delay Between Discovery and Diagnosis
There was often a wide discreparncy in time between the discovery and

diagnosis of the defect. 1In one case this amounted to 7% years in the
Sheffield sample. The RNIB (1992) national survey shows that this is not
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unusual. Figures from this study (Walker et al, 1992) show that in 9% of
cases the delay was 3 to 5 years and in 3%, between 5 and 10 years. This
subject is discussed in later chapters.

Being Told

For some parents the diagnosis came almost as a relief. At least their
fears were confirmed and they could begin to look for help. For the
majority however, even though they might have suspected that something was
badly wrong, the news that their child was or would become blind was
devastating. In some cases parents not only had to come to terms with
blindness, but with a life threatening condition which had been passed on
by themselves, could well affect their other children and also be

transmitted to future generations.

Interviews at which such news was imparted were generally short, about 10
minutes being average. None of the parents could remember a nurse or
anyone else being present to pick up the pieces following the interview and
none were referred to a social worker or anyone else in a caring or helping
capacity. This, it seemed, held true regardless of whether the child was
diagnosed in the outpatient department or in a ward situation.

Parents recount their experiences of the impact in Chapter 5 and the
subject is explored in detail in Chapter 22.

Who Will Help?
Access to services is shown in Figure 4.1 overleaf.

Figure 4.1 shows how complex finding help can be. The outermost layer of
the ‘rainbow’ shows the ‘goals’ or the required services. The innermost
layer shows the ‘gateways’ to these services, and the middle layer shows
the complex ‘web of welfare’ through which parents (and professionals) must
find their way to achieve their goals. Adding to the complexity is the
continually evolving and changing structure of the ‘web’ as new legislation
is imposed and the structure of the NHS changes. As an example, since the
study was completed, many GPs have become fund holders and will therefore
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have to pay for referrals made by health visitors to specialist community
services. In addition, the ‘gateway’ via the Health Authority clinic
system is now effectively closed since GPs have taken over responsibility
for child health.

Figure 4.1 Access to Services
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Services and Satisfaction

Ophthalmic Services

It is commonly assumed that children with severe visual impairment will be
under reqular hospital supervision and that they will therefore receive
support from skilled professionals and where necessary be referred to other
agencies from the hospital.

Table 4.6 overleaf shows however that 9 (16%) of the children had in fact

been discharged from hospital, there being no point in following up
children who have no eyes or for whom no treatment is available. Table 4.6
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also reveals that the majority of children attend an adult general hospital

rather than the children’s hospital.

Table 4.6 Hospital Attended for Ophthalmic Supervision N=55

General Teaching Hospital
Children’s Hospital

Special School supervision only
Special Clinic in London
Private consulting rooms

None/discharged

31

(both died)

Table 4.7 below shows the frequency of hospital attendance.

Table 4.7 Frequency of Attending the Ophthalmic Clinic N=55

Monthly or more often

4 to 11 times per year

2 to 3 times per year

Once per year or less

School supervision only

Discharged

Don’t know - no pattern established yet

Died

10
11

16

Table 4.7 reveals that most children attend the ophthalmic clinic once or
twice a year or less frequently. It does not however show the time spent

waiting to see a doctor, for special tests to be completed,
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orthoptists’ reports or X rays etc.., as against the time actuallyl spent
with the ophthalmologist which averaged around 5 minutes per appointment.
The average time actually spent in the clinic averaged 2 to 3 hours per
visit. This means that most children have 5 to 10 minutes per year with
an ophthalmologist.

Satisfaction with Ophthalmic Services

The parents’ satisfaction with the ophthalmic services is shown in Figure
4.2 on page 70 where it is compared with that for other medical services.
Parents were asked to award ‘marks out of 5’, with 5 being excellent and

1 being very poor.

Fourteen parents responded by saying “don’t know". This was usually
because they had not had time to assess the situation because the child had
only attended once or twice and had not established a regular pattern of
attendance.

Apart from the waiting time, which was the most common camplaint,
dissatisfaction stemmed mainly from lack of, or poor, commmnication between
doctor and parent and lack of continuity of care, i.e. seeing a different

doctor at each visit.

Paediatric Services

Thirty six of the children had at some stage been referred to a
paediatrician at the maternity hospital or the children’s hospital. On the

whole the paediatric clinic was attended at more frequent intervals than
the ophthalmic clinic. Details are shown in Table 4.8 overleaf.
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Table 4.8 Frequency of Attendance at the Paediatric Clinic N=36

Monthly or more often | 2
4 to 11 times per year 9
2 to 3 times per year 3
Discharged/took own discharge 17
Don’t know - no pattern established yet 1

As can be seen from Figure 4.2 overleaf, opinions regarding the paediatric
service tended to be polarised towards either the ‘good’ or the ‘bad’ end
of the spectrum rather than clustered in the middle. Satisfaction was
higher where the parents saw the consultant himself or the same doctor at
each visit, where they were given information about the child’s condition
and progress, and where they felt their questions were answered J.n an open
and sensitive manner. There were fewer complaints about the time spent
waiting to see the doctor although this was rarely any shorter than the
time spent waiting to see the ophthalmologist. There were two main reasons
for this difference. Firstly, a larger proportion of the time was actuaily
spent with the doctor - an average of 20 minutes as opposed to 5 minutes
with the ophthalmologist, and secondly the waiting area was geared towards
children with plenty of toys and space to play. The canteen was also
located in the waiting area so that there was less chance of ‘missing their

turn’.

The General Practitioner

Parents were asked to rate the service given by the GP specifically with
regard to the visually handicapped child. In Figure 4.2 the children

rather than the families have been enumerated because in some cases each
child had a different GP.
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Figure 4.2 Satisfaction with Medical Services
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In most instances families had been registered with their GP for a number
of years, liked him as a person and were satisfied with the service he had
given to other members of the family. The high levels of dissatisfaction
shown pertain more often to the service offered to the blind child than to
the doctor himself. Although satisfaction ratings for GPs were higher in
the RNIB survey (Walker et al, 1992) - possibly because the question was
phrased differently - the reasons for dissatisfaction were very similar,
i.e. the doctor couldn’t help, couldn’t or wouldn’t answer questions,
lacked specialist knowledge, was pompous or dismissive or had no patience
with the child. The majority of families did not expect specific help from
their GP as they realised that he could not be a specialist in all fields
of medicine. On the whole, however, the feeling was that he could have
given more general support, and in the cases where this was given it was

greatly appreciated.
The Health Visiting Service

Satisfaction with the health visiting service is shown in Figure 4.3
overleaf, where it is compared with that for the social work and support
teaching services. '

The reasons given for dissatisfaction with the health visiting service were
very similar to those for the GP. The majority of those awarding only one
mark out of five said the service was unhelpful to them rather than very
poor. As with the GP the families did not expect specialised help and
advice from the health visitor. They would however have appreciated being

referred to someone who could help them.

Many families were under the impression that health visitors did not visit
handicapped children, and from the responses, it did appear that families
with a visually impaired child were visited less frequently than ‘normal’
families. According to the parents, only 50% had been visited more
frequently than once or twice a year during the pre-school period. These
results are similar to those of the RNIB team (Walker et al, 1992) who
found that 63% of their sample had not been visited for over a year.
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Figure 4.3 Satisfaction with Community Services
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Very few families could remember the name of their health visitor, but this
is not surprising as under 25% of the children had had continuity of care
from a single named health visitor. Table 4.9 below shows the number of
different health visitors involved since the child’s birth.

Table 4.9 Number of Different Health Visitors Involved Since Child’'s

Birth N=55
One only 13
Two 13
Three 10
Four 2
Five 3
More than five 1
Don’'t know 8
Never had a health visitor 5

The Child Health Clinic

Most of the children had (if only occasionally) attended the local child
health clinic. 7Only 7 said they had never attended, all of whom had been
followed up by a paediatrician from birth. The frequency with which the
children attended clinic is shown in Table 4.10 overleaf.
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Table 4.10 Frequency of Attendance at Child Health Clinic N=48

Monthly or more often 20
2 to 6 times per year 5
Yearly or less often 3
Only when sent for 17
Only went once or twice 2
Don’t remember 1

Most mothers said they attended clinic less frequently with the visually
handicapped child than with their sighted children. One reason for low
attendance may have been that the parents felt stigmatised. The comments
below are typical.

"I didn’t like going, I must admit. It was very difficult with
all the normal children running around and him not being able to
join in".

"I used to go as little as possible. I just used to sit in a
corner on my own. Nobody ever used to talk to us".

It seemed to be a fairly general impression that the child health clinic
was for normal babies and not for sick or handicapped children. Again the

comment below is typical.

"With him being so small and handicapped, I don’t think they
wanted to know really. They just used to say, ‘Oh well, you're
under the hospital aren’t you? You'’d best ask them”.

On the other hand, some parents found the clinic more helpful than their
GP, for example:

"The clinic doctor was the only one interested. The GP just said
it was no use seeing anybody because nobody could do anything
about it". ’
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