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ABSTRACT

Nine personal interviews were conducted with mothers of mentally 

and physically handicapped children. A postal questionnaire was 

designed to appraise the problems and needs of parents with a 

mentally handicapped child aged twelve or under living at home.

The questionnaires were distributed through the National Society 

for ?’entally Handicapped Children and ddl usable replies were analysed.

The questionnaire covered the composition, social class and 

accommodation of the child’s family; the nature, timing and source 

of diagnoses given; sources of help contacted; educational attendance 

and its usefulness; problems arising from the child's slow development 

in such areas as speech, movement, feeding and toilet-training; 

problems relating to the whole family, such as discipline, siblings, 

parental health, the child's sex, absence of the mother and the future; 

social contacts with relatives and outside the family; specific 

requests for help.

It was found that these parents of mentally handicapped children 

would have liked more help than they had received. The most commonly 

expressed need was for help with the child's speech. Other frequently 

made requests were for more information about the child, his diagnosis 

and prognosis; more access to professional advice and help; that such 

sources of help should be more widely known, and should go when 

possible to the family rather than waiting until parents sought them 

out.

It was concluded that some of the needs of these parents and 

others like them could be met by the implementation of the Court Report. 

The parents of a mentally handicapped child need to be consulted and 

to contribute to decision-making involving their child. They need as 

much information and support as possible, from the time of initial 

diagnosis throughout the child's life.



Jesus called the children to him 

and said,

"Let the children come to me, 

and do not stop them, because the 

Kingdom of Hod belongs to such as 

these".

Luke 18:16.
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CHAPTER ONE : INTRODUCTION

Pilling’s (1974) excellent research review classifies five 

main strands of current research on mentally handicapped children; 

aetiology, classification and prevalence; characteristics of the 

mentally subnormal child; care of the mentally subnormal child and 

the effect on the family; institutional care and its effect on the 

retarded; and assessment, education and training of the subnormal child. 

Most of these areas of research deal with the individual handicapped child, 

or a group of similarly handicapped children, in terms of some variable, 

such as, for example, causation of handicap, or techniques for 

modification of behaviour.

It is only in the last twenty years that several disciplines have 

begun to focus attention on the wider subject of the ways in which a 

mentally handicapped child relates to his family, and the problems his 

presence at home can cause. In the literature there are several distinct 

approaches to this topic.

Sociological/theoretical approach:

Farber has published a number of papers on the theoretical aspects 

of the problems of the family unit which contains a mentally handicapped 

person. His analytical approach has highlighted some problems and 

potential sources of need useful at least to American workers. He has 

devised and tested a concept of 'family integration’ (1959) which he 

defines as a measure of the concensus of the members of a family on 

domestic values, and of the amount of ’role tension’ in the interpersonal 

relationships in the family.

His idea is that the successful family finds ways of ordering 

family life to achieve such goals as, for example, the socialisation 

of the children and the maintenance of the home. The importance that 

a given family places on these goals or values is seen in the process 
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of making decisions and establishing routines that operate in that family.

Farber examined the extent to which individual members of a family 

agreed when they ranked these goals in order of priority. If a family 

fails effectively to co-ordinate the roles of the individual members, 

'role tension' occurs. This is a measure of tension, anxiety and 

frustration arising from difficulties in performing given roles.

Farber's assumptions are that in the highly integrated family 

"individual members develop domestic and community roles while maintaining 

a sense of personal integrity" and "family members meet crises without 

loss of commitment to one another and with a minimum of disruption of 

their domestic careers".

He found that the sex of the handicapped child was a significant 

factor in the effect that the handicapped member might have on the family. 

Boys had a more adverse effect than girls. With younger boys, choosing 

between caring for the child at home or sending him to an institution had 

no effect on family integration, but the integration scores were lower when 

an older mentally handicapped son remained at home. Middle class families 

were more severely affected by the mentally handicapped child when (s)he 

remained at hbme than when (s)he had been sent to an institution.

Working with Jenne and Toigo, Farber (I960) found that families with 

lower scores of 'marital integration' were more likely to wish to send 

their mentally handicapped child to an institution, and that the parents 

of retarded boys tended to be more willing to place their child in an 

institution than the parents of a retarded girl.

Farber (I960) examined the strategies employed by families with 

a mentally handicapped child to counteract the threat of the disintegration
✓

of family life. He and Jenne (1963) have also looked at some of the effects 

of a mentally handicapped child on his brothers and sisters.

Farber's work produces many intriguing and testable sociologically 
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defined hypotheses. It is, however very strongly objective and 

analytical in approach and does not seem to generate any solutions to 

the problems it identifies.

Comparative approach:

Another way of looking at the subject of the mentally handicapped 

child at home is to conduct some kind of comparative study. By 

comparing the child at home with the child in an institution, or 

children with different types of handicap living at home, it is possible 

more clearly to isolate any particular problems caused by a mentally 

handicapped child in a family.

Tizard and Grad (1961) looked at home life, as opposed to 

institutional life, in terms of its effect on the mentally handicapped 

person and his family. They compared 150 families with a severely 

mentally handicapped member living at home with 100 families who had a . 

similar member who had lived in an institution for from one to five 

years. The ages of the subjects were so distributed that the home sample 

contained 45 males and 45 females under the age of 15 and the institution 

sample had 30 males and 30 females under 15 years old. The study 

examined the differences in family backgrounds and the uses of medical 

and social services of the two groups; and compared the personal 

characteristics of the subnormals at home and in institutions, looking 

at health, temperament, abilities, severity of management problems and 

degree of handicap. On balance, the families who had sent their 

mentally handicapped member to an institution were those with the more 

severe problems. The general conclusion of the study was that a variety 

of occupational,training and social facilities for the mentally 

handicapped would reduce the need for so many to go into institutions. 

By implication, family life at home is preferable to institutionalisation.

87 families from Tizard and Grad's (1961) sample were used in 1966 

for the P.E.P. study on the impact on family life of a severely 
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mentally handicapped person living at home. Interviews were held 

with a relative of the mentally handicapped person, and case records 

kept by Mental Welfare Officers were analysed, Comparisons were made 

between those from Tizard and Grad's original home sample who were 

still living at home, and those who had meanwhile been admitted to 

long-stay hospitals. It was found that those who had been admitted 

to an institution had significantly more disabilities such as 

incontinence, little or no speech and little or no movement, and 

almost all had been difficult to manage at home. Half those admitted 

were under 16 years old, and of these more were boys than girls. The 

family circumstances were compared. The sample of 87 mentally 

subnormal people living at home included only 29 who were under 20 years 

old. The characteristics of these families, and of the mentally 

handicapped member, and the effect on the families were described.

The study looked at local authority services and included the results 

of a questionnaire on the views of the Mental Welfare Officers.

Saenger (i960) and Stone (1968) both looked at families with a 

mentally handicapped child in relation to the placement of the child. 

Saenger tried to find ways of reducing the number of admissions to 

institutions, and Stone studied the factors influencing the ability 

of a family to keep a mongol child at home. Both concluded that the 

parents needed more support in terms of counselling, information and 

extra services.

Centerwall and Centerwall (i960) compared a group of 32 mongols 

who had lived in an institution since they were less than a month old 

with an age-matched group of mongol children who had lived in an 

institution only since they were two-and-a-half years old. They found 

that the two groups had been comparable at birth and therefore that 

differences between the two groups at the time of the study were due 
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mainly to differences in the type of care given to the children in 

their earliest years. Height and weight were significantly lower for 

the group placed soon after birth. Those in institutions from a 

month old or less learnt to walk later than those placed after the 

age of two-a nd-a-half. At the age of seven years, both IQ and SQ were 

significantly higher for the children who stayed longer at home before 

placement. Centerwall and Centerwall concluded that the mongol 

children placed at birth functioned on average at the severely retarded 

level while whose kept longer at home functioned at the moderately 

retarded level.

Klebanoff (1959) compared the responses of mothers of 15 

hospitalised schizophrenic children, 15 hospitalised retarded and 

brain-injured children and 26 normal children to the Parent Attitude 

Research Instrument, and found that the mothers of the retarded children 

showed more pathological attitudes than the mothers of the other two 

groups of children.

Cummings, Bayley and RLe (1966) compared the effects on their 

mothers of three types of deficiency in children: mental retardation, 

chronic illness and neuroticism. A matched group of normal children 

was used as a control. Each group contained 60 mothers who were 

assessed by means of five attitude tests. Mothers of the mentally 

retarded were significantly highly preoccupied with the child, and 

tended to be either more possessive or rejecting than mothers of the 

control group. They did not differ significantly in terms of general 

self-esteem but recorded significantly less enjoyment of their child 

than the controls did. Interaction with the child was a particular 

problem to parents of mentally retarded children.

Barsch (1968) undertook a detailed comparison of child-rearing 

practices among middle-class parents of 177 children aged between four 

and ten years suffering from organic brain damage, blindness, cerebal 
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palsy, mongolism and deafness. He found that, in general, the nature 

of the handicap did not affect the approach of the family to normal 

aspects of child-rearing, and that most families used the same methods 

with the handicapped child as they did with his normal siblings. Most 

of the differences found were felt to be due more to the personalities 

of the parents than to the problems they faced. Most parents held 

realistic attitudes towards their child's future in terms of schooling, 

employment and marriage, but the parents of the mongol children were 

less realistic than the rest. Generally the intelligence of the child 

affected the parents more than his medical condition, since lower 

intelligence made communication and learning more difficult.

Survey Approach:

A third approach to the study of the home life of a family with a 

mentally subnormal member is the use of a survey. During the past 

twenty years a number of different types of survey have been conducted. 

Among the earliest were two surveys in Brisbane, Australia, by Schonell 

and Watts in 1956 and Schonell and Rorke in i960.

Schonell and Watts (1956) interviewed the mothers of 50 children 

with IQ's of less than 55 aged between 5 and 1? years living at home. 

At the time of the study none of the children were attending any school 

or kindergarten. Information was collected concerning the first 

observations of the child's subnormality, behavioural problems, the 

assistance and information the parents wanted, their level of 

understanding of the child's subnormality, effects on family plans, 

home management, housing and use of leisure. The range of problems 

faced by these families, the number of fruitless quests for aid that 

they have made, and their many pleas for help were emphasised, and it 

was concluded that the provision of more supporting facilities could 

minimise these difficulties.
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In i960, Schonell and Rorke investigated the changes in 50 

Brisbane families with mentally handicapped children with IQ’s 

between 40 and 60 when they had attended a special training centre 

for six months or more. The mothers said their understanding of 

subnormality was greater, their husbands were less - embarrassed by the 

child, and the child's improved social behaviour was a great benefit. 

The children had made progress in their relationships with others and 

in their levels of achievement in play, language, personal care and 

safety.

In Britain Holt (1958) was the pioneer of the use of a survey to 

investigate the problems of parents of mentally handicapped children. 

He conducted interviews with 201 Sheffield families of children aged 

from 3 to 15 years of whom I70 looked after the handicapped child at 

home and 31 had put the handicapped child in an institution. Holt 

aimed to discover the nature and incidence of the problems of these 

families. He reported practical needs. Many of the handicapped 

children required nursing, or supervision at night. There were 

parental health problems, problems for brothers and sisters, and 

difficulties with relaxation and holidays, shopping and transport, and 

expense. He also found that many of the families had emotional 

problems in adjusting to the child and in some cases the parental 

relationship was strained. Holt was impressed by the ways in which 

some families were managing to cope with their problems, but he suggested 

that more help should be provided in counselling , housing, public 

attitudes, practical help to the mother in such things as shopping, 

and the extension of institutional care to complement home care. Holt’s 

work is important because it was a representative study of the family 

problems of the mentally handicapped children of one British city.

The data obtained in interviews was checked with local health and 

education department sources.

Leeson (i960) conducted a study of six families with a retarded 

child aged under 5 years. She reported a wide range of problems and 
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recommended several community services to help such families. 

However, the smallness of her sample cannot justify the scope of her 

recommendations.

Another small survey was conducted by Ehlers (1964) in Cambridge, 

Massachusetts. The results of interviews with 24 mothers of brain

damaged children with IQ’s of less than 50 under 10 years old were 

presented without any statistical analysis. The families were almost 

all lower class and lower-middle class, probably because they were 

contacted through the local community clinic. Ehlers provided some 

information regarding the use these mothers made of the facilities 

available and of their requests for further help, and he included a 

number of implications for various professional workers and public 

services in terms of their roles towards the mentally handicapped 

and their families.

Some studies with larger numbers in the sample have been 

undertaken. In I96I the London School of Hygiene and Tropical Medicine 

visited 24 families and used postal questionnaires to collect 

information from 150 families with a mentally handicapped child in 30 

areas of England and Wales. They were interested in the children’s social 

abilities, the management of the child within the home in terms of 

behaviour and family relationships, holidays and recreation, attendance 

at training centres, and financial problems. They asked the parents 

what services were needed and found parents wanted to be able to go 

to a local infant welfare clinic, without being made conspicuous among 

normal children, to receive specialised counselling and advice.

In 1964 the Carnegie United Kingdom Trust published a survey of 

600 handicapped children and their families, among whom were 245 mentally 

handicapped children. The families were from three areas: Glasgow, 

Sheffield and Shropshire. Information was obtained about services 

received, practical problems, effect of the children on the family and 
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the attitudes of the parents. The main recommendations included 

co-ordination of diagnostic facilities and services for each child, 

counselling for parents, practical help for the family and an 

after-care service for handicapped school leavers.

A review of the needs of many types of handicapped children and 

the services available to them was conducted by the National Children’s 

Bureau (1970). Material was obtained from the experience of the 

editors, from 58 professional and voluntary organisations and some 

individuals, from 10 county and county borough councils about their 

provision for handicapped children,and from letters from parents after 

press publicity. The editors assumed the focus of attention on this 

topic should be the child and his family rather than his handicap. 

Recommendations included the need for multi-disciplinary teams and 

assessment centres in every local area, continuous assessment, local 

authorities to have detailed lists of all handicapped children and 

any at risk of becoming handicapped, and supporting services to the 

families.

Specific diagnoses:

A number of studies have concentrated on one diagnosed mentally 

handicapping condition.

In 1959 Schipper studied 43 families with a mongol child who 

had contact with a mental retardation clinic. She found that these 

children had needed more medical care, on average, than normal children. 

Parents were receiving help in understanding behaviour problems. Three 

quarters of the families were not adversely affected by the child living 

at home, but in about half of the other families the handicapped baby 

was creating great problems for families already experiencing financial 

or social strain. She suggested that the child should live at home 

until adolescence, but that unless full services were provided the 

child with mongolism should be institutionalised after that to prevent 

him dominating the home.
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In another American study, Kramm (1963) made contact with 50 

families with a mongol child living at home in the same metropolitan 

county through a children's clinic, a county school system and a 

parental organisation for retarded children. Both parents of each 

child were interviewed. They were asked how they had reacted to the 

initial diagnosis of their child's condition, and how the child related 

to the home and neighbourhood. Explanations of the child’s condition 

by his parents to neighbours, older children and other relatives were 

discussed. The future of the handicapped children was considered, and 

effects of the condition on the parents. The results were reported 

with many direct quotations from the parents. Kramm concluded that 

the families were coping well considering their lack of support and 

guidance, and recommended the spread of information to modify public and 

professional attitudes, accurate initial counselling, management guidance 

and practical services, and that, with more, careful assessment and help 

in adjustment, institutionalisation should not be advised except in 

particularly difficult circumstances.

The Newsons (1963» 1968) have presented a great deal of information 

about the ways in which the mothers of normal children in Nottingham 

were caring for their children at the ages of one and four years. 

Until this work was published there had been very little detailed data 

on the range of problems that the responsibility of rearing any small 

child brings.

Hewett (1970) used the Newsons' findings to compare the family 

lives of normal and cerebral palsied children. She interviewed 180 

mothers of children with cerebral palsy aged between one year and nine 

years. Of these only 25$ were of normal intelligence, while 47$ were 

classed by Hewett as having some impairment of intelligence and the 

rest were of 'uncertain' mental status. Hewett obtained her data by 

using a questionnaire with the mothers in their homes and tape-recording 
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the interviews. The questionnaire included questions to assess the 

severity of each child’s physical handicap, his level of attainment of 

skills, equipment possessed for him, the effects on the social life of 

the family, use of social, medical and educational services, and 

management and discipline problems. Like the Newsons' work, her study 

includes many interesting quotations from the replies given by the 

mothers as background to the statistical facts given.

Purpose of the present study:

When the present study was begun in 1970, this was the published 

work available which related to the needs of families including a 

mentally handicapped child living at home, with the exception of research 

on isolated aspects of the topic. As Carr (1974) writes :

"Most studies have examined the effect of a retarded child 

principally in terms of the effect on the feelings and 

attitudes of the families. A few have attempted to 

investigate also the day-to-day problems involved in 

caring for a retarded child".

It was believed that there was a need to extend the approach used 

by the Newsons and Hewett to ask parents of mentally handicapped children 

what their problems were, how they coped and what needs they felt 

themselves to have. The writer believed with Tizard (i960) that

"Many parents get too little advice about the problems of 

coping with a mentally subnormal child. There is little 

agreement about what advice should be given and few attempts 

have been made to find out what advice parents themselves 

need".

Some researchers have gone to parents and asked questions on 

certain topics and then concluded that these parents have needs which 

were not necessarily directly related to the areas covered by the 

questions. They do not seem often enough to have asked the parents of 

the mentally handicapped what their problems and needs were. Psychologists 
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have asked "what does it feel like to be the parent of a mentally- 

handicapped child ?" Sociologists have examined and described the 

structures of family life which includes a mentally handicapped child. 

Having these observations, definitions, frequency counts and comparisons, 

it was felt that it was time to ask questions about the life of a 

family containing a mentally handicapped child and to find out from 

the people concerned what the needs were, how those needs could be met 

and how useful the help at present available was felt to be. It was 

suspected that some parents might express needs for things which an 

outside observer would not at first expect. The assumption here was 

that parents would be more likely to derive benefit from being offered 

help for which they were actually asking, than from help which it had 

not occurred to them to request.

In undertaking the study it was assumed that the best place for 

the mentally handicapped child to live is at home if at all possible, 

that parents need help from outside if they are to be able to look 

after him well at home, and that parents are able to express what they 

need in order to keep their child at home.

More recent literature:

Since the data for this study was collected a number of valuable 

contributions have been made to the literature. A comparative study 

was undertaken by Carr (1974) who looked at 39 mongol children and 42 

normal children at the ages of 15 months and again at 4 years. The 

groups were matched for age, sex and social class. She looked at the 

problems involved in the day-to-day care of the mongol child at home. 

When comparing sleeping habits, crying, temper tantrums and mischief, 

she found the mongols were less difficult to handle than the controls. 

The mongols were receiving significantly more education than the 

control group. The groups were similar in terms of holidays taken and 

the physical and mental health of the mother.
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The mongols were slower in becoming independent. Feeding was the 

most difficult management problem, particularly when they were babies. 

The raongol group were slower in achieving skills in the areas of 

dressing and toilet-training. However, nearly 40$ of the mongols were 

within the normal range of independence for their age at the age of 4 

years. The mongols had more ill-health than the controls, seeming to 

contract infections more easily and then to be more seriously ill. 

Only 5 mothers of 4-year-old mongols found them very difficult to manage, 

(this compared with 6 in the control group), and in each case these were 

children with 'low-medium' mental ages (1? - 22 months) as opposed to 

the very'low-grade' (down to 9 months M.A.) or 'high-grade' (up to 

36 months M.A.) mongols. The mothers of the mongols reported that 

their most serious problems were feeding, and their own feeling of 

distress at the child's condition.

Sawyer carried out a survey of family life with a severely 

handicapped adolescent member in 1970 and a follow-up study was published 

in 1974» In these studies the handicapping conditions were brain-damage, 

autism and epilepsy with behaviour disturbance or psychosis in children 

between the ages of ten and eighteen years. Because of the 

difficulties of home management with such children these studies give 

much attention to the parents' attitudes to the residential facilities 

available and those still needed. The second study looked for the 

changes in the situation of the children and their parents' plans for 

the future of the children, but found little evidence of progress, in 

terms of support to the family to enable the adolescent to remain at 

home, in the three years between the studies,

Evidence of the increasing load on parents who keep adult-aged 

mentally handicapped members at home is given in a survey by Bayley (1973).

The Greenwich Society for Mentally Handicapped Children published 

a survey of the families of 266 mentally handicapped children in 1973. 

Among the sample were 40 girls and 44 boys aged 12 years and under 
living at home. The survey was carried out in order to "present the 
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experiences and needs of our parents and their children". The topics 

covered included family details, diagnosis, disabilities, degree of 

independence, behaviour problems, family relationships, and services 

received and requested. The survey was conducted by means of a structured 

questionnaire taken to the parents in their homes and completed by 

the researcher in their presence.

The Bromley Society for Mentally Handicapped Children published a 

similar survey of 319 mentally handicapped children and adults in 1975« 

of whom 72$ were members of the society. 134 members of the sample were 

children under 12 living at home.

Fox (1974) produced a large pamphlet of verbatim conversations 

with several parents of mentally handicapped children and young people, 

with little editorial comment. The parents simply and movingly express 

their feelings about their situation.

Hannam (1975) has written about the problem of having a mentally 

handicapped child as experienced by eight families, including his own. 

Tape-recorded interviews were made in the family homes, each lasting 

about an hour. The sample included one possibly autistic eight-year-old, 

two five-year-olds with brain damage, and five mongol children aged 

between seven and eight years.
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CHAPTER TWO: METHOD

Pilot study:

The first task in undertaking this research was to find out how 

feasible it would be to ask parents of mentally handicapped children 

about their problems and needs. It was decided to conduct a small 

pilot study.

The schedule devised by Hewett (1970) for her study of children 

with cerebral palsy was used as a guideline in constructing a 

questionnaire for pilot study interviews. Hewett’s questionnaire was 

designed for collecting information from mothers of cerebrally palsied 

children and it covered many areas in which the researcher was interested 

to obtain data concerning mentally handicapped children. Hewett drew 

on John and Elizabeth Newson’s (1963, 1968) experience in questioning 

mothers of normal children. The use of Hewett's work in the construction 

of the pilot study questionnaire was felt to be justified by the 

experience on which it was based and for the purposes of comparison of 

results.

The following general areas were covered by the pilot study 

questionnaire: family composition, housing and amenities, father's 

occupation, the way in which the parents found out or were informed of 

their child's handicap and what they were told, the child's feeding, 

continence, health, speech, sleep, understanding, movement, skills and 

education, contact with his father, play, the family's contacts with 

other people and with social services, management of the child and the 

home, parental attitudes to discipline, separations of the child from 

his mother, holidays and babysitting, attitude of other children to the 

handicapped child, the mother's opinion of the handicap.

Questions were chosen to obtain information about the level of 

attainment of social and behavioural skills of the mentally handicapped 

child, and to assess the mother's practical problems and needs in her 

on-going task of caring for him in the context of her family. The 
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questions asked were factual in the main but the mothers were 

encouraged to say as much as they wished.

Nine personal interviews were conducted in February and March 1971. 

The first was with the mother of a mongol girl of 23. An initial 

contact was made by telephone on the recommendation of the girl’s 

training centre superintendent. Another interview was conducted with 

the foster mother of a mentally handicapped girl aged 10 who was 

introduced to the researcher by a mutual friend. The remaining seven 

interviews were with the parents of children attending a pre-school 

play-group for physically and mentally handicapped children. The 

mothers were first met by the researcher at the play-group and they 

willingly consented to be interviewed in their own homes.

Each interview was taped on a cassette recorder, with the consent 

of the person concerned. The recorded conversations were later 

transcribed. All the interviews lasted over an hour, and some longer 

than two hours. The transcribed interviews were examined for trends 

and predominant emphases in the problems and attitudes expressed, in 

order to choose questions for the wider survey.

One of the difficulties anticipated in conducting research of 

this nature is that certain parents will not be able to answer 

detailed questions about their children and that the results will be 

biased by a predominance of middle and upper class parents. One reason 

for the pilot study was to try out the questions with parents who were 

not middle or upper class. In the event the pilot study included six 

families where the father was a manual worker, and none of the wives 

had any difficulty in understanding or answering the questions. All the 

mothers were very willing to talk and seemed to have thought beforehand 

about most of the subjects covered. It was unusual for a mother to 

pause to work out her answer to a particular question.

There were 5 boys and 4 girls in the pilot study sample. Of these, 

5 children were cerebrally palsied, 1 girl was a mongol, 1 boy had 



brain damage caused by hypoglycaemia, 1 boy had brain damage which had 

followed a serious reaction to a routine injection at the age of 

eighteen months, and 1 girl had been diagnosed simply as mentally 

retarded. In the course of the interviews it became apparent that there 

was some doubt whether two of the children with cerebral palsy were 

mentally as well as physically handicapped. The age range of the children 

was from 22 months to 23 years, including 6 pre-school-age children.

The pilot study highlighted the importance to the parents of 

mentally handicapped children of the way in which they were informed of 

the child’s handicap. Only one family were satisfied with the way they 

were informed of their daughter’s cerebral palsy, and she had been bom 

and her condition diagnosed in Canada. One problem was the postponement 

by a professional person of the task of informing parents of their child's 

condition. Another difficulty was the frequent denials by medically 

qualified people of the child's condition when the parents asked for help.

A complex picture emerged when the mothers were asked about their 

attitude to having more children after the birth of the handicapped child. 

None of the mothers mentioned her age as a deciding factor. Some mothers 

said that the diagnosis of the handicap had not changed their attitudes 

to having further children, but their original attitudes were not 

identical. Other mothers had changed their minds about their preferred 

size of family but for a range of reasons including being too busy with 

the handicapped child and the risk of producing further handicapped 

children. Some mothers were still in the process of deciding.

The mothers were asked about their contact with professional people 

who might have been able to help them. They were asked about the 

helpfulness of health visitors, welfare workers and general practitioners.
4

Such contacts were welcomed by the mothers, many of whom expressed a 

desire for more frequent visits from someone with whom they might be able 

to talk about their child. Some mothers said that they would have welcomed 

more assistance from local welfare clinics. Some were concerned by the 
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fact that their general practitioner was not particularly helpful to 

them as a source of advice for the day to day care of the child.

Most of the children in the sample had been contacted through a 

pre-school play-group and many of them were still attending the group 

regularly at the time of the interviews. Two girls went to training 

centres. Two children had very recently begun to attend special schools. 

In general the mothers seemed very unsure whether their child had ever 

been assessed psychologically or educationally.

Most of the families in the sample faced at least one major 

problem in the general care of their handicapped child, to which the 

mother referred several times in the interview. These problems included 

a boy who was difficult to feed and frequently vomited, two children 

with severe sleeping problems, a girl unable to communicate pain and 

a boy who appeared to his- mother to be very apathetic. Incontinence 

was a common problem but not one which the mothers regarded as a major 

difficulty. All the mothers were concerned about their child's speech 

development.

All the mothers with more than one child reported that they had 

begun to work out ways of helping their normal children to adjust to 

the handicapped child. These normal children were between ten years 

older and four years younger than the handicapped child.

Most of the mothers had experienced some health problems since the 

birth of their handicapped child including such problems as insomnia, 

nervous rashes, depression and tiredness.

All the fathers of the children in the sample were said to have 

played with their handicapped child at least as much as with their normal 

children. Different fathers seemed prepared to do different things for 

the child. Some fathers would undertake any job including nappy 

changing or feeding, and others refused these tasks but helped with 

bathing or taking the child out.

Most of the parents were unwilling to allow the child to go into 

residential care even though their continuing care at home caused many 
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problems. The families seemed to plan such things as shopping, outings 

and holidays with particular reference to their handicapped child. 

One or two mothers were unable to take their handicapped child shopping. 

Some families were unable to do things they would like, such as going 

on picnics. Some had to choose holiday accommodation with privacy in 

mind. It seemed that the outings of the parents without the child were 

governed more by the parents' preference than by problems of baby-sitting.

An unexpected finding from the pilot study was not followed up in 

the final questionnaire because of the delicate nature of the topic. 

Two mothers among the nine told the researcher that they had attempted 

suicide following the realisation of their child’s handicap. Both these 

mothers freely volunteered this information without any prompting since 

no question was asked on this subject. Stengel, Cook and Kreeger (1959) 

suggest that "in our society every suicidal warning or attempt has an 

appeal function whatever the mental state in which it was made". The 

volunteering of such information during the pilot study acted as a 

further indication of the need for the research to be undertaken so that 

ultimately more practical help might be made available to others who 

might in similar circumstances be tempted to consider killing themselves. 

Main Study;

In the belief that the sooner help can be given the more useful it 

can be, it was decided that the main study should look at young mentally 

handicapped children. The researcher was particularly interested in 

pre-school-aged mentally handicapped children, but because such children 

are not always identified before school age the chosen upper limit was 

twelve years and the age range for the study was therefore from birth to 

twelve years.

The main interest was in the problems caused to a family caring for 

a young mentally handicapped child at home so the final study was designed 

to exclude any families where the child was living permanently away 

from home.
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A survey by means of personal interviews seemed in some ways the 

most appropriate technique for conducting the study, in that interesting 

points made in the conversation could be probed further and a more vivid 

picture of the problems could be seen from answers supplemented by extra 

details. Such a method is extremely time-consuming, both in conducting 

interviews, and especially in transcribing them for analysis, and might 

thereby have restricted the number of interviews held. Because the 

researcher has no medical qualifications, direct access to a local 

authority’s records, and hence to all the eligible families in one locality, 

was not available. So the initial idea of conducting personal interviews 

in all the families with a mentally handicapped child in one town or 

district had to be abandoned.

A wide range of diagnoses was sought to obtain a large enough sample 

to give a broadly-based picture of the general needs and problems of young 

mentally handicapped children. A large sample would allow data relevant 

to certain diagnoses to be noted with the support of enough cases to show 

valid trends.

For these reasons it was decided to conduct the study by means of a 

postal survey of parents of mentally handicapped children under twelve 

living at home.

There were two main influences on the format of the final questionnaire 

(Appendix 1). One was the findings of the pilot study. It seemed likely 

that parents willing to answer a questionnaire about their mentally 

handicapped child would be prepared to answer almost any question included 

in that questionnaire. The pilot study had shown no particular topic 

about which parents were unwilling to answer questions, and thus the final 

questionnaire was designed to cover the same general areas as the pilot 

study. Anonymity was stressed, and neither the name of the child nor 

the parent was asked. As the questionnaires were being encoded for the 

computer, in order to individualise them, each child was allocated an 

identifying number made up of digits denoting the geographical area in
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which (s)he lived, the child's sex and age and an ordinal number 

according to area.

The other influence on the format of the final questionnaire was 

the need to analyse the data as easily as possible, and in particular 

to produce accurate frequency counts of answers to each question. Staff 

at Keele Computer Centre were consulted about the lay-out of the 

questionnaire to facilitate the encoding of data from the answers on 

the questionnaires to punched cards. Questions were phrased as briefly 

as clarity would allow.

As many questions as possible were phrased in such a way that the 

answers given would be 'yes' or 'no'. A category for 'no response' to 

these questions was also encoded. Two thirds of the questions were of 

this type. It was especially useful for asking factual questions : Is 

the mother a full-time housewife ? Does the father work shifts ? Are 

your toilet facilities convenient for your handicapped child to use ?

Over a quarter of the questions were designed in such a way that 

the parent had to choose a response from a range of possible answers. 

It was hoped that the answers offered to such questions were mutually 

exclusive, but that they anticipated almost all possible varieties of 

response. If there was any doubt, an extra category, 'other',was 

included, with a space for the parent to specify his special answer.

A typical multiple choice question was: Is the father away from home

a)
b)
c)
d)
e)
f)
g)
h)

at all, except just during the day ? Please tick appropriate box : 
home every night 
up to two nights away per week 
three or more nights away per week 
normally away 
separation 
divorced 
deceased 
other (please say what)

2
3
4
5
6
7

co

9
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The answer was then recoded in the right-hand column of the 

questionnaire in a box marked with the variable number used in the 

computer programme. Thus, if the father was home every night the code 

number 2 was written in the box in the right-hand margin. The code 

number 1 was used throughout to indicate ’no response’. Later the 

computer was used to count the frequency of responses and to compare 

answers to one question with answers to another where necessary.

A small number of questions were answered in numerical form, e.g. 

age of the child, age of the mother, number of older and younger brothers 

and sisters.

Only four questions asked for verbàl responses to open-ended 

questions. One concerned the parents' opinion of the relative difficulty 

of having a mentally handicapped boy or girl. The last three questions 

on the questionnaire were open-ended: Do you have any questions about 

him which no-one has answered Î Is there any help you haven't had and 

would like ? What are the hardest things for you about having a 

handicapped child ?

Almost all the parents answering the questionnaire wrote some 

additional notes to supplement their answers and some wrote in great 

detail about their particular problems.

In order to reach suitable families, contact was made with the 

National Society for Mentally Handicapped Children. This is a voluntary 

organisation concerned to help the mentally handicapped and their 

families. Letters were sent to three regional officers of the society, in 

the industrial West Midlands around Birmingham, in the partially rural 

Northern area, and in the South East region, particularly Kent and Surrey, 

requesting the addresses of the secretaries of the local branches of the 

society in those regions. The locations of these local societies are 

listed in Table 1:
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Table 1

Local Societies of the National Society for Mentally Handicapped

Children to whom 25 copies of the questionnaire were sent :

West Midlands Region

Banbury
Brackley
Birmingham
Bromsgrove
Burton on Trent
Coventry
Evesham
Halesowen
Hereford
Kidderminster
Malvern
Meriden
Mid Warwickshire
Montgomery
North Herefordshire
Nuneaton
Rowley Regis
Rugby
Shrewsbury
Smethwick
Solihull
Stafford
Telford
Walsall
West Bromwich
Wolverhampton
Worcester

and to affiliated organisations at
Coundon, Coventry
Shirley, Solihull



Northern Region

Ashington
Berwick
Carlisle
Chester le Street
Cleveland
Consett and Stanley, Co.Durham
The Dales, Yorkshire 
Darlington
Durham
Gateshead
Hartlepool
Houghton le Spring
Jarrow
Middlesbrough
Newcastle
Stockton
Tynemouth
West Cumberland
Whitley Bay



25

South East Region

Aidershot 
Bexley 
Bromley 
Camberley 
Canterbury 
Chertsey 
Croydon 
Dartford
Dover
East Surrey 
Epsom 
Faversham 
Folkestone

Gravesend 
Guildford 
Isle of Sheppey 
Isle of Thanet 
Kingston 
Maidstone 
Medway
Merton 
Purley 
Richmond 
Sevenoaks 
Staines
Sutton 
Tonbridge 
Walton
Working
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A total of 75 local branch secretaries of the National Society 

for Mentally Handicapped Children were each sent 25 copies of the 

questionnaire and an accompanying letter for the parents together with 

an explanatory letter asking for the distribution of the questionnaire 

to all parents of mentally handicapped children under twelve living at 

home known to the local society. It was assumed that only parents who 

were sure that their child was mentally handicapped would consent to 

fill in a questionnaire about having a mentally handicapped child in 

the family.

The completed questionnaires were returned either by local branch 

secretaries of the National Society for Mentally Handicapped Children 

or by individual parents over a period of four months. Each 

questionnaire was prepared by the researcher for the punching of the 

data onto cards. Any questionnaire indicating that the child was over 

the age limit, or where many questions had been unanswered, or where 

the child was living permanently away from home were discarded. One 

or two were eliminated because the answers given did not appear to 

describe a mentally handicapped child and no clear answer to the 

questions on diagnosis were given. All written comments made by the 

parents were noted and categorised, and then four data cards were 

produced for each child.

The computer was used to print out frequency counts and percentages 

for each variable from the questionnaire. These counts and percentages 

were obtained both for the three geographical area individually and 

also for the whole sample.

The basic statistic used in analysing the data was The 

test was used to test null hypotheses oftno significant differences 

between or among the responses to the questions in groupings of the 

sample with respect to such variables as age of child, sex of child, 

diagnosis, and social class. In presenting the results in Chapter Three 

only significant Y results are shown. However, many such statistical 
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calculations were made. Almost all these calculations were done 

without the aid of the computer. The computer can produce 

calculations but has to include all the 441 subjects in each 

calculation. However, in practice, for almost every needed calculation 

not all 441 subjects could be included. When the questionnaires were 

analysed it was found that only one or two questions in the whole 

questionnaire had been answered by every subject. In other words, 

at least one subject, and often more, omitted to respond to each 

question asked, For this reason the researcher had to extract the 

needed frequency counts from the computer print-out, exclude those 

in the 'no answer' category, and do the X calculation without the 

aid of the computer.

A total of 441 usable questionnaires were returned from the 1875 

sent out. This represents a return of 23*5$ However no information 

was available concerning the size of membership of the local 

societies of the National Society for Mentally Handicapped Children, 

and, because the sample was restricted to children of twelve years old 

and under living at home, it was expected that some questionnaires 

would not have been distributed. Figures given by the Greenwich 

Society for Mentally Handicapped Children (1973) show that only 32$ 

of their membership would have been eligible for the present study 

in terms of age and domicile.
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CHAPTER THREE: RESULTS

General Description, of Sample

Age

The sample consisted of 441 mentally handicapped children, each 

aged 12 or under and living at home.

Sex

Of these, 249 (56$) are boys and 192 (44$) are girls. This 

proportion of male to female is in line with the majority of studies 

dealing with mental handicaps.

Table 2

Sex and Age Distribution of Children

Male Female Total

Age

0-1 year 0 1 1

1 4 4 8

2 10 6 16

3 12 12 24

4 19 24 43

5 29 21 50

6 35 16 51

7 33 23 56

8 29 17 46

9 28 23 51
10 22 17 39
11 21 20 41
12 7 8 15

249 192 441



29.

The average age of the children in the sample is 6.99 years.

There is no difference in the average age of boys and girls - the boys 

are 6.99 and the girls 6.98 years.

Area

Table 3 shows the contributions to the total of questionnaires 

returned made by the three regions.

Table 3

Questionnaires returned and non-retumed by Area
Replies received Non-retumed Total sent out

W. Midlands 157 568 725

North 80 395 475

South East 204 471 675

441 1434 1875

is significant beyond the .001 level and comes from significantly 

more replies from the South East and significantly less from the North 

than expected. This is possibly related to population density. 

Social Class

The three areas showed a highly significant difference in the 

distribution of the social class of the families. The social class 

assessment was based on the nature of employment of the father of the 

mentally handicapped child. The index first used to classify 

employment was the Hall-Jones Scale of Occupational Prestige for Males. 

This scale classified 587 jobs as follows :

Class 1: Professional, qualified and highly administrative

Class 2: Managerial and executive (with some responsibility

for directing and initiating policy)

Class 3: Inspectional, supervisory and other non-manual

(higher grade)

Class 4’ Inspectional, supervisory and other non-manual

(lower grade).

Class 5a: Routine Grades of Non-Manual work,
Class 5b: Skilled manual



30.

Class 6: Manual, semi-skilled.

Class 7: Manual, routine.

Table 4 shows the social class of the sample by area. The 

classes have been grouped together.

Table 4

Social Class and Area

Classes 1 & 2 Classes 3 & 4 Class 5 Classes 6 & 7

W.Midlands 26 23 45 34 128

North 8 M 32 18 72

South East 57 53 62 16 188

91 90 139 68 388

Table 4 shows the results of using the Hall-Jones scale to classify

and group the employment of 388 fathers in the sample (some parents did 

not answer the question and some answers given by others were too 

unspecific to classify using this scale) .
WhenX*was calculated it was found to be significant beyond .001 

level. This level of significance derives mainly from there being fewer 

men in classes 6 and 7 than expected in the South East, more men in 

classes 6 and 7 than expected in the W.Midlands and fewer men in 

classes 1 and 2 than expected in the North.

The sample as a whole shows no sign of being biased in the 

direction of more professional families, particularly as the unclassifiable 

jobs were those difficult to place in the correct category because it 

was not clear whether they were manual or non-manual.

The occupations of the fathers were reclassified by means of the 

Registrar General's Classification in order to compare the present 

sample with that used by Hewett (1970). Classes 1 and 2 were combined. 

There is no significant difference in the class distribution of the 

two samples.
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Table 5

Social class of Hewett's and present samples

Hewett Mentally Handicapped

Classes I and II 13$ 15$
Class III white collar 10$ 23$
Class III manual 51$ 36$

Class IV 17$ 20$

Class V 9$ 6$

100$ 100$

N = 180 N = 433

(It is interesting to note that far more of the present sample 

were encoded using the Registrar General’s classification than the 

Hall-Jones. The reason that the Hall-Jones system was used to analyse 

the data relating social class to area was that that classification 

system had been included in the computer programme and Table 4 is 

taken from this).

Family Size

Families in the sample range in size from 1 to 11 children. The 

most usual size is 2 children (36$) and the average size of the family 

is 2.9 children.

Table 6

Size of Families

No. of children in family
1
2
3
4
5
6
7
8
9

10
11

No. of families
47

160
125

66
21

8
6
3
4
0
1

Total Families 441
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Marital status of mother

The questionnaire was designed to be answered by the mother of 

the mentally handicapped child, since she would normally know him best. 

4 mothers in the sample are widow?, 5 are divorced and 7 separated 

from their husbands. The rest are married and living with their husbands. 

Working mothers

76$ of the mothers are full-time housewives, 22$ had some part-time 

work and 2$ were employed full-time. These percentages are almost 

exactly the same as those found by Hewett (1970). Significantly fewer 

mothers of children under the age of 5 than mothers of over 5’s were 

working in part-time jobs.

Father’s absences

16 families have no father. 80$ of the rest of the fathers are 

at home after work every night. 18$ are away from home sometimes and 

2$ are normally away from home. 12$ of the fathers work shifts.

Living accommodation

87$ of the sample live in a house, 7$ live in a bungalow. 3$ live 

in a ground-floor flat, 2$ in an upstairs flat and 1$ share their living 

accommodation.

Toilet facilities

53$ of the sample have upstairs toilets, 43$ have downstairs toilets 

and 4$ have their toilet outside the house. Only 1$ of the sample 

share their toilet facilities with someone outside the immediate family.

Parents were asked whether their toilet facilities were convenient 

for use by their handicapped child. 84$ said that they were. A 

test of the relationship between the position of the toilet (upstairs , 

downstairs or outside) and its convenient use by the child gave a highly 

significant result.
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Table 7

Convenience of Toilet Facilities and Position

Position Convenient : Yes No

Upstairs 180 44 224

Downstairs 169 14 183

Outside 8 12 20

357 70 427

= 39.411 df = 2 significant beyond .001 level

The greatest contribution to this result is the expected 

difficulties associated with having an outside toilet. 

Other facilities

Only 3$ of the sample do not have a bathroom. 97$ of the sample 

have a garden- where the child can play safely. 89$ of the families have 

a washing machine and 85$ have a spin-drier. 63$ have somewhere to dry 

clothes easily.

Diagnosis

The first problem encountered by the parents of a mentally 

handicapped child is the diagnosis of the handicap.

The parents were asked what diagnoses of their child’s handicap 

they had been given.

196 (45$) of the sample were mongols. 13 of them had an extra 

handicap. Among them were 7 children with heart defects, 2 partially 

sighted, 1 epileptic, 1 physically handicapped and 1 with a cleft palate, 

1 child had brain damage attributed to his mother having had mumps during 

the pregnancy.

41 (9$) of the sample were cerebral palsied children. Where the 

parent had indicated that the child had been diagnosed as cerebral 

palsied, their answer to a question elsewhere in the questionnaire about 

spasticity or paralysis in the limbs was checked to confirm this diagnosis 
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and to justify separating this group from those diagnosed as brain

damaged. 5 of the children with cerebral palsy also had epilepsy, 

2 were microcephalic, 3 were hydrocephalic, 1 was blind, 1 was partially 

sighted, 1 had spina bifida and 1 was hyperative. In one case a child 

with cerebral palsy had two extra diagnoses: blindness and hydrocephalus 

together, and several of the children with cerebral palsy had been 

diagnosed brain-damaged, in some cases as well as having another diagnosis.

102 (23$) had been told that their child had brain-damage, and over 

half the brain-damaged children had other diagnosed handicaps. 18 of 

these children had two extra defects and 34 one extra diagnosed defect. 

Thus among the 52 brain-damaged children with additional handicaps were 

21 with epilepsy, 15 with hyperactivity, 10 autistic, 9 physically 

handicapped, 4 deaf, 3 hydrocephalic, 2 partially sighted, 2 deaf, 1 

blind, 1 spina bifida and 1 microcephalic.

46 (10$) of the sample had been diagnosed only as mentally 

handicapped. Among the remaining children, 12 were physically 

handicapped, 9 were hyperactive, 7 were epileptic, 5 were partially 

sighted, 5 were deaf, 2 had spina bifida and 2 were hydrocephalic.

9 children had been diagnosed as having specific handicapping syndromes.

2 had the de Lange syndrome, 1 cri-du-chat, 1 Hunter-Hurler disease,

1 gargoylism, 1 the Smith-Levri-Opitz syndrome, 1 had craniostenosis,

1 had Hirchsprung’s disease and 1 had phenylketonuria. 2 children 

had an unspecified malformation of the brain, 1 had a defect due to 

glandular trouble, 1 had a heart defect and 1 a speech defect.

Table 8 summarises these diagnoses.
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Table 8

Diagnosed Handicaps

Mongol Cerebral 
Palsy

Brain
Damaged

Mentally 
Handicapped

Not
Diagnosed

No 
Answer

Only 1 diagnosis 183 6 50 46

1 extra diagnosis 13 23 34 37

2 extra diagnoses 12 18 13

Total 196 41 102 96 4 2
N = 441

When Appleyard and Baird (1975) looked at the needs of 207 handicapped

children, they found that 63$ of their sample had one handicap in addition 

to the presenting complaint, and 26$ had two or more additional handicaps, 

and Robinson (1973) who looked only at cerebral palsied children, found 

that 67.5$ of them had two or more defecits.

In the present sample the parents of only 107 (24$) children report 

one extra defect in addition to the main diagnosis, and the parents of 

only 43 (10$) report two extra defects. These lower percentages of 

reported additional defects may reflect the lack of detailed diagnosis 

given to the parents of these mentally handicapped children.

Proportion of Mongols

The present sample includes a higher percentage of mongols than has 

been found in surveys of hospital populations of mentally handicapped 

patients. Berg (1959) found 13.1$ of his sample of 1900 were mongols, 

and Primrose (1968) found 13.8$ of his sample of 251 were mongols. However, 

the present sample is not significantly different in constitution from 

the Greenwich Survey (1973) and may reflect the incidence of mongols in 

the membership of the local branches of the National Society for 

Mentally Handicapped Children.
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Table 9

Comparison of Diagnoses in Greenwit

Greenwich

Diagnosis: $

mongol 35

brain-damaged 21

mentally handicapped 20

autistic 3

other 21

100$
X* = 5-592 df = 4

Child bom normal

2$ of the sample were normal at

and Present Sample

Mentally Handicapped

$

45

23

10

3

_1£

100$

not significant

birth and became handicapped later,

6 children sustaining brain damage and 4 becoming cerebral palsied. The

causes were meningitis in 3 cases (1 at the age of 1 week) and convulsions

in 2 cases. 1 child had brain inflammation at six months, 1 had encephalitis 

at six months and 1 had a virus at the age of three and a half years.

No cause was given in the other two cases.

First warned

Parents were asked how old the child was when they were first warned

that he might be handicapped. 2 families in the sample were warned before 

birth. Graph 1 shows the proportion of the sample diagnosed at ages 

between birth and seven years, by which age almost all the present sample 

had been diagnosed. The graph incorporates results found by Schonell and 

Watts (1956) and Tizard and Grad (1961) and shows that the present sample

were given diagnoses earlier.

At the age of one week precisely the same percentage of the present 

sample had been diagnosed as was found among Schonell and Watti’ sample.

At the age of 1 year only 31$ of Tizard and Grad's sample had been diagnosed. 

This is presumably partly due to the fact that this group included mentally 

handicapped people bom between 1916 and 1961. At the age of 1 year ?0$ of

Sdhonell and Watts' group had been diagnosed. Their age range was 5-1? years
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This compares with 73$ of the present sample diagnosed at one year.

90$ of Schonell and Watts' sample were diagnosed by the age of 3» but only 

63$ of Tizard and Grad's sample had been diagnosed at the age of 5« 99$ of

the present sample were diagnosed by the age of 6.

Graph 2 shows clearly how much more quickly diagnoses of mongolism 

are given as compared to diagnoses of cerebral palsy or brain-damage. By 

the age of 6 months, 90$ of the mongols in the sample were diagnosed. 

46$ of* those with cerebral palsy and only 22$ of brain-damaged children 

are diagnosed in the first 6 months of life.

At the age of 2 years only 1$ of the mongols in the sample had not 

been diagnosed, while 5$ of those with cerebral palsy and 25$ of the 

brain-damaged children had received no diagnosis.

Age at diagnosis

Graphs 3, 4 and 5 show the percentages of children with mongolism, 

cerebral palsy and brain-damage as compared with the age of the child at 

diagnosis. They show that most of the parents ofrtfcngols are told of their 

child's condition far earlier than parents of children with cerebral palsy 

or brain-damage. 80$ of the mongols were diagnosed by the age of 3 months 

compared with only 30$ of those with cerebral palsy and 15$ of the brain

damaged children.

Disclosure of Mongolism

Tizard and Grad (1961) had 80 mongols in their sample. Only 50$ of 

these cases had been diagnosed by the age of 6 months, and 10$ were not 

diagnosed until the child reached school age. Kraram (1963) reported that 

23 of her sample of 50 mongols were told at birth that the child was normal 

although mongolism can be ascertained by inspection at birth in 85$ of cases.

More recent studies show that mongolism is being diagnosed earlier. 

Cowie (1966) found that 55$ of parents in her sample of 51 mongols were told 

of the diagnosis in the first week of life. Berg etal-(I969) looked at 

the comparative ages of mongols bom between 1929 and 1948 and between 1949 

and 1968 at the time of disclosure of diagnosis. They found that the 

condition of the more recently bom had been told earlier to the parents.



39.





t~Æ





43.

Only 16$ of those bom in 1929-48 were diagnosed in the first month 

of life compared with 61$ in the later-bom group. These figures 

correspond closely to those of the present sample:-

Table 10

Percentage of Mongols in Berg etal.and Present Sample and Age at Diagnosis

Berg etal. Mongols in Mentally Handicapped

Age of child $ ¿L

1 week 47 43

2-4 weeks 14 14

1-3 months 23 24

4-6 months 8 9

7-12 months 6 7

1-2 years 2 2

3-5 years

100$

N = 51

1

100$

N = 196

xx = 1.334, df = 6. Not significant

A more recent study by Carr (1974) confirms these findings, showing 

that 6o£ of 46 mongols born in 1963-4 were diagnosed by 1 month old, and 

by one year old 96$ of her sample had been diagnosed.

Age of Mothers

Table 11 shows the age of the mothers at the birth of the mentally 

handicapped child.

Table 11

Age of Mothers at Birth of Mentally Handicapped Child by Diagnosis(excluding 

mothers of 10 children handicapped after birth)

Age <25 25-30 31-35 36-40 >40 N Average Age
Diagnosis
Mongol $ 15.3 17.3 17.3 25.6 24.5 196 33.9 years
Cerebral Palsy $ 40.6 29.7 18.9 8.1 2.7 37 29.2 years
Brain-damaged $ 33.2 29.2 25.0 10.5 2.1 96 28.6 years
Others $ 31 .'5 29.4 23.5 12.7 2.9 102 28.8 years

Total 431 31.3 ¿'ears



44-

The main peaks are the percentages of mongols born when the mother is 

aged 36-40 and over 40 and of children with cerebral palsy bom when the 

mother is under 25. The distribution patterns of the ages of mothers 

at the birth of a brain-damaged child and those here classified as 'others’ 

are very similar.

However, the age of the mother who bears a mentally handicapped child 

must be related to other data of her family.

Position in the Family

Table 12 shows the position of the mentally handicapped child in the 

family, in relation to the diagnosis of his handicap.

Table 12

Position of Mentally Handicapped Child in Family by Diagnosis

Mongol

$

Cerebral Palsy

$

Brain-damage

$

Whole Sample

$

Only child 8.2 12.2 17.6 10.7

1st of 2(+)children 16.8 31.7 29.4 22.7

Middle 12.8 17.1 15.7 16.0

Last of 2(+)children 62.2 39.0 37.3 50.6

100$ 100$ 100$ 100$

N = 196 N = 41 N = 102 N = 441

A X comparison of the position of the mongols, cerebral palsied and 

brain-damaged children in Table 12 (N = 339) has 6 degrees of freedom and 

is significant beyond the .01 level. This shows that the different 

distribution of the positions of the mongol, cerebral palsied and brain

damaged children in their families was not due to chance. Notably the 

mongols tend to be the last bom children of their families. This finding 

is to be expected as mongols are more often bom to older women, and the 

older the mother the more likely the child she bears will be her last. 

Significantly fewer brain-damaged children are last-bom and more are only 

children than expected by chance.

Timing of Diagnosis

Parents were asked whether they had been told early enough of their 

child's condition. 55$ answered 'Yes'. However, 40$ did not think they 
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had been informed sufficiently early. Table 13 shows the parents ’

responses to a question asking whether diagnosis came early enough in

relation to the time at which they were first told their child was handicapped.

Table 13

Was Diagnosis given early enough ?

Time of diagnosis Yes No

before 1 week 98 8 106
tl 1 month 19 12 31
II 3 months 37 23 60
t! 6 months 25 23 48
tt 1 year 34 33 67
n 2 years 18 42 60

after 2 years 12 34 46

243 175 N = 418
yC = 93.1 df = 6 significant beyond .001

The earlier the parents had been told the more likely they were to

say that they had been told early enough. This has been found by other

researchers. Drillien and Wilkinson (1964) found 80$ of mothers told shortly 

after birth of a diagnosis of mongolism in the baby satisfied with the time 

of telling but only 22$ of those told after two years were satisfied. Cowie 

(1966) found a similar highly significant statistical trend towards 

satisfaction with an early diagnosis of mongolism. Berg etaL (1969) report 

that 43 of 44 mothers who were dissatisfied with the way in which they had 

been informed of their child’s mongolism felt that they should have been told 

sooner, in spite of the fact that 20 of these had been told within the first 

three months, Carr (1970) found that the proportion of mothers who were 

satisfied with the time of telling of a diagnosis of mongolism fell sharply 

after the baby was a month old.

Parents' suspicions of handicap

Parents were asked whether they had suspected that the child had a 

handicap before they were told. 53$ answered ’Yes' and 45$ replied 'No'. 

(The others did not answer the question). A*^test was used to see whether 
there was any significant relationship between the parents' suspicions about 
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their child and whether they felt they had been told early enough.

Table 14

Suspicions of handicap before diagnosis and whether diagnosis was

early enough

Diagnosis early enough: Yes No

Suspected handicap ?

Yes 108 114 222

No 132 62 1?4

■240 176 416
X? = 15.8 df = 1 significant beyond .001

Table 14 shows the distribution of their replies and the highly 

significant result is due mainly to fewer parents than expected by chance 

saying that they had not suspected a handicap and they had not been told 

early enough.

Who diagnosed

Parents were asked who first told them that the child might be 

handicapped.

Table 15

Who tells the Parent of the diagnosis ?

Hospital Consultant 52.2$

Family doctor 22.4$

Clinic doctor 9.8$

Hospital doctor 3.4$

Health Visitor 3.0$

Self 2.7$

Nurse 2.5$

Midwife 2.0$

School staff 1.1$

Husband .7$
No-one .2$

100$

N = 441
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Parents were also asked to whom they first took the child when 

they suspected a handicap. 22$ of the sample did not answer. This is 

to be expected since almost half the sample said they had not in fact 

suspected a handicap themselves before a diagnosis was given. So some 

of the responses shown in Table 16 reflect who gave the diagnosis rather 

than to whom the suspicious parent went.

Table 16

To whom did Parents go when suspecting handicap ?

Family doctor 40.5$
Hospital Specialist 39.3$

Clinic 10.7$

Health Visitor 3.2$

Other 6.3$

100$

N = 346

As Table 16 indicates 140 families took a child with a suspected 

handicap to their family doctor but only 99 reported that the family 

doctor first told them that the child had a handicap (see Table 15). 

Several parents wrote notes indicating that they had taken the child to 

several people before their suspicions were confirmed.

Early Advice

Parents were asked what they were told when they took their 

suspicion that their child was handicapped to a professional person. 

Only 34$ of the sample were given help and advice immediately. 21$ were 

told their child was a 'late developer', 18$ were advised to come back 

in a few months' time. 12$ were told their child had nothing wrong with 

him at all. 8$ were told that the child would grow out of the problem. 

5$ were told nothing at all. Thus two-thirds of these parents were not 

given help and advice when they voiced their suspicions that their child 

was handicapped.

11$ of the sample indicated comments that had been made at this 

stage, most of which were at least unhelpful and all too often very



painful, for example

Five year old mongol boy (I was) "told by doctor in 

hospital that there was absolutely nothing I could do 

(or anyone) to help him and I had bred what used to be known 

as the village idiot".

Twelve year old boy with Hirchsprung1s disease "not 

quite right upstairs".

Nine year old brain-damaged boy "he's backward".

Seven year old mongol girl "specialist said she was 

retarded and wouldn't walk until 6 or ?. She walked at 2j." 

Six year old hyperactive boy "you're wishing it on him !

He's perfect I Just look at him (He is beautiful)".

Three year old microcephalic boy with cerebral palsy

"just thank God he's not your first".

Three year old mongol boy "after it was confirmed he 

was a mongol child it seemed as if we were supposed to 

accept it and just get on with him as best we could ".

In order to see what kinds of initial advice parents had been

given, a question was asked including the negative attitudes 'we can 

do nothing for him' or 'put him into care' alongside the more positive

Table 17

Initial advice

'he will learn but very slowly'. Table 17 shows the responses

88$ of the sample said they have tried to find out more about

We can do nothing for him 14.6$

He will learn but very slowly 72.8$

Put him into residential care 12.6$
100$
N = 397

children like their own.

Further pregnancies

It was found that 56 couples of the 166 who had more children after 

the handicapped child did not know their handicapped child's diagnosis



when the next child was conceived.

Parents were asked with whom they had discussed the question of 

having more children after the handicapped child. The results are 

shown in Table 18 :

Table 18

Advice on more children

Husband 64$
Family doctor 30$

Paediatrician 18$

Gynaecologist/obstetrician 13$

Friends 13$

Relatives 12$

Geneticist or other 3$

Some parents had sought advice from more than one source.

Significantly more parents from Hall-Jones’ social classes 1 and 2 

than from other classes had sought advice about further pregnancies 

from geneticists or others.

58$ of the parents had changed their mind about having more children. 

38$ did not want any more children regardless of the handicapped child. 

37$ would like or have had another or more than one other child. 

However, 20$ would not risk having another handicapped child. In 95$ 

of cases the parents agreed about this.

Sources of Help

The questionnaire was designed to find both the use made by parents 

of mentally handicapped children of existing sources of help and the 

needs they felt were unmet.

Help contacted

Parents were asked what sources of help they had already contacted, 

and these are shown in Table 19 :
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Table 19
Sources of help already contacted

Health visitor 95$
Consultant 63$

Educational psychologist 63$

Mental Welfare Officer 38$

Medical Officer of Health 31$

Speech therapist 29$

Physiotherapist 25$

Psychologist 20$

Psychiatrist 15$

Hospital Social Worker 12$

Minister of a church 9$

Child Care Officer 6$

Faith healer 5$

Other professional help 4$

Among the category ’other professional help’ are included 6 school 

staff, 3 social workers, 2 osteopaths, 2 Members of Parliament, an

eye specialist, an occupational therapist and an Education Officer.

There was a significant area difference in contact with a hospital 

social worker. Only 10$ of the parents replying to the question about 

hospital social workers in the North had had any such contact. In the 

West Midlands the percentage was not much higher, 14$» while the figure 

in the South East was 36$.

There was a significant difference between the areas in contact 

with a speech therapist. 60$ of those answering this question in the 

South had had contact with a speech therapist, compared with 42$ in 

the West Midlands and only 35$ in the North.

89$ of the families from the North had seen a consultant and in 

the South the percentage was 85$ but the West Midlands proportion of 

72$ was significantly lower.



51.

Only 26$ of the sample had been given any help by an educational 

psychologist. Significantly fewer children aged under 5 than over 5 had 

sees an educational psychologist. However, significantly more of those 

under 5 who had seen an educational psychologist reported that he had 

been of help than was found among those over 5 years. 73$ of the sample 

did not know their child's Intelligence Quotient. Of those who did, 

12 had an IQ of less than 26 , 35 had an IQ between 26 and 50, 46 had 

an IQ between 51 and 70 and 4 had an IQ between 71 and 100.

There was a highly significant difference in the contact with a 

physiotherapist when looked at with regard to the age of the child. Of 

the 109 children who had seen a physiotherapist, 40 were under 5, and 

of the 130 who wrote that they had not, only 22 were under 5 years old. 

Thus more under 5 year olds than expected by chance had seen a 

physiotherapist, and fewer than expected had not.

It was found that there was a slightly significant tendency for 

fewer parents from Hall-Jones' social classes 1 and 2 not to see a 

consultant than in the other social classes.

Voluntary Societies

Parents can find help in other places, for example from societies 

for the welfare of the mentally handicapped, or from the media. The 

questionnaire was distributed through local branches of the National Society 

for Mentally Handicapped Children so it is not surprising that 96$ of 

the sample had heard of the society. The remaining 4$ may not have been 

aware of the national aspect of the society but by definition all those 

answering the questionnaire had some contact with a local branch of the 

National Society for Mentally Handicapped Children. 41$ of the sample 

knew of the Spastics Society, and 39$ knew of the National Association for 

Mental Health. The Spastics Society was known to 83$ of parents of 

cerebral palsied children in the sample. Significantly more parents 

from Hall-Jones' social classes 1 and 2 than from other classes had heard 

of the Spastics Society.
■'' il !; I > Y

73$ of the parents attended'- meetings of some society for the 
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handicapped. This seems in itself to be a measure of the usefulness 

of such groups. 33$ attended regularly, 28$ sometimes and 12$ only 

with difficulty. Parents were asked what kind of help these meetings 

provided.

Table 20

Help from Societies for the Mentally Handicapped

Contact with other parents 76$ 

Interests in the needs of the children 53$ 

Giving sources of information 43$ 

Giving advice on handling the child 24$ 

Practical help eg babysitting 17$ 

Lending books 13$

A highly significant difference was found between the different 

areas of the country in answer to the question ’Have such meetings 

helped you by telling you sources of information ?' 54$ of the parents

in the South East answered 'yes'. 15$ more parents in the South East 

were given sources of information at such meetings than in the North, 

but the difference between the South East and the West Midlands was 24$. 

(36$ of the parents in the South East attend such meetings regularly as 

compared with 31$ in the North and 30$ in the West Midlands. These 

differences are not significant.) Parents were asked whether meetings 

helped them by providing such practical help as baby-sitting. Only 9$ 

of the whole sample had been given practical help by societies they 

attended, but significantly more of those in the North were helped in this 

way. Significantly more parents from Hall-Jones' social classes 1 and 2 

than from other classes had found societies for the mentally handicapped 

useful in lending them books.

Parents can sometimes find help in other places.
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Table 21

Other sources of help

Television programmes 60$

N.S.M.H.C. leaflets 51$
Books 50$

Radio 29$

N.A.M.H. leaflets 10$

Some parents had found help from more than one source.

Just over half the sample found leaflets published by the 

National Society for Mentally Handicapped Children helpful, but the 

percentage in the areas were significantly different, with 60$ of 

those in the South East but only 46$ in the North and 43$ in the 

West Midlands answering 'Yes'. Significantly fewer parents from 

Hall-Jones' social classes 6 and 7 than from other classes had heard 

of the leaflets published by the National Society for Mentally 

Handicapped Children.

Professional Help

In an attempt to discover how the parents use professional 

sources of help available to them, a question was asked to discover 

to whom the parents would go first for advice and help. Their 

answers are set out in Table 22.
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Table 22
First Choice as Source of Help

Family doctor 54$

Paediatrician 12$

Mental Welfare Officer 11$

Health Visitor 8$ 

School staff 4$ 

Consultant 2$ 

Other parents of mentally
handicapped children 1$ 

Hospital staff 1$ 

Consultant psychiatrist 1$ 

Clinic doctor 1$ 

Physiotherapist 1$ 

Speech therapist 1$ 

Social worker 1$ 

Would not ask 2$

100$ N = 435

Only 7 parents would not ask for professional help. In spite of 

the fact that such a large proportion said they would seek help from 

a professional person should they need it, many were dissatisfied with 

the help such people had given them, and many parents wanted more help 

than they had been offered.

There are two professional people with whom almost every mother of 

a young child has some contact. These are the family doctor and the 

health visitor. These mothers of mentally handicapped children were 

asked whether their family doctor had helped them with their child. 

Only 52$ said 'Yes'. This is to be noted in the context of the fact that, 

as Table 20 showed, it is to the family doctor that by far the majority 

of these parents would first go for help. Parents felt some doctors 

were positively helpful but that others, though sympathetic, did not 

provide practical advice. 19 parents specifically indicated that they
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wanted more help from their doctor. A typical comment came from 

the parent of a nine year old boy :

"he is kind and sympathetic in his attitude to the child.

He does not have much real understanding of the problems 

involved".

Some parents felt this type of attitude came from a lack of 

experience and knowledge, and one parent of a four year old boy

suffering from spina bifida wrote :

"they seem a little afraid of our handicapped son."

Another parent, with a five year old mongol daughter wrote that 

their general practitioner

"gave wrong advice — eg 'Don't worry, speech (eg) will 

come', when we should have been trying. Feel very 

strongly about this."

Z parents believed their child received less purely medical care 

than they needed, and that they would have had such care had they had 

normal intelligence. One eight year old mongol girl had had a doctor 

who seemed

"disinterested in any secondary problems, (we) had to 

insist on being referred to a paediatrician and by him 

to a heart specialist."

One person who should be able to help the mother of a newly 

diagnosed handicapped child is the Health Visitor. She has a duty to 

visit the home of every new baby and to offer advice to the mother. 

95f° of the present sample had been contacted by a health visitor at 

some time. Of these, 32$ were very satisfied, 36$ thought the contact 

adequate and 32$ were dissatisfied. 76$ felt the health visitor helped 

by listening, 69$ that she understood the problems and 60$ that she 

gave practical help and advice. Although the health visitor’s 

experience of mentally handicapped children may be limited, as shown 

in Table 20 8$ of mothers in this sample expected to go first to her 

when they needed help. Eight parents specifically indicated that they



wanted more visits from their health visitor. One parent of a three

year old mongol boy wrote :

"I do not know if the health visitor really understands my 

problems.I do not see her often, like now when I could do 

with someone to talk to, I find myself alone and just do not 

know who I can talk to. This is probably why I am writing 

all this down."

Another parent, with a five year old mongol son wrote :

"there is a great need of health visitors who understand

the problems of mentally handicapped children."

One parent of a cerebral palsied eleven year old girl wrote of 

the common problem of constantly changing personnel, that because of 

"far too many different health visitors" no-one really knew the needs 

of her child.

Education

Attendance

Parents were asked whether their mentally handicapped child attended 

any educational group or institution. 94$ of the sample attended some 

form of educational group outside the home.

Table 23

Educational Attendance

Under 5 years Over 5 years

Special school 22$ 70$

Day centre 8$ 18$

Play-group for handicapped 35$ 6$

Play-group for normal and 
handicapped 14$ 1$

Nursery 7$ 1$
Normal school - 2$

Do not attend anywhere 14$ 2$

100$ 100$

N = 73 N = 357
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The number of pre-school-age children attending some kind of 

educational establishment is an improvement on the finding of Tizard 

and Grad (1961) where only 5 out of 30 pre-school-age children 

attended occupation centres, and few day nurseries would take severely 

subnormal children. Playgroups have greatly reduced the number of 

mentally handicapped children not attending any educational group 

outside the home.

Frequency

The frequency of attendance is summarised in Table 24 :

Table 24

Educational attendance per week (percentage)

Sessions per week

The mean attendance at playgroups and nurseries was three sessions 

per week. The mean attendance at special schools and at day centres was 

more than nine sessions per week. Six children, all over five years-old 

and all mongols, attended a normal school. One went for two whole days 

a week, two for five sessions a week and three were full-time pupils.

In addition, 4$ of the sample attended such groups as Sunday-school, 

clubs, Brownies, dancing lessons, swimming or library story hour. 

Helpfulness

96$ of the parents found attendance of school or another 

educational group was helpful to their mentally handicapped child. 

Several specific ways in which such attendance might help were 

investigated :
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Table 25

Education: Help to Child

Made him more: Yes No N

• Alert 90$ 10$ 355

Sociable 86$ 14$ 338

Independent 85$ 15$ 340

Manageable at home 69$ 31$ 299

The mothers may also be helped by their mentally handicapped child

being out of the home during the day at some educational group :

Table 26

Education: Help to Mother

More time for Yes No N
housework 92$ 8$ 377

Social contact 90$ 10$ 382

Source of help 70$ 30$ 300

Seeing child progress 66$ 34$ 295

Extra facilities requested

At the end of the questionnaire parents were asked what help they 

would have liked and had not received. Many problems associated with 

the education of the children were expressed in their answers.

Ten parents wrote that they wanted to see pre-school facilities 

increased. One of these, with a five year old son with Sjogren-Larsen 

syndrome, asked for "more play-groups more often". This is an example 

of the way in which the partial fulfilment of a need may make stronger 

the need for complete satisfaction.

Three parents were concerned as to whether their child would be 

given a place at a school. In one such case the authorities had not 

decided on the type of schooling needed and in another the parents had 

been given two possible ages at which the child might start to attend 

a school.

Not all the parents' problems concerning education are solved once 

the child is attending some type of educational establishment. Six 

parents wanted more advice and help from the school :



Five year-old mentally handicapped boy: "teacher at school 

never discusses what is done in class. To know might be 

helpful."

Six year-old brain-damaged boy: "would prefer closer 

co-operation with the school - to know how he is progressing 

and what he is doing - not the school’s fault - really more 

a lack of time and staff."

13$ of the parents had some problem in transporting their child

to and from school.

Parents were concerned with the standard of education their child 

was receiving. Six parents, all of mongol children, wanted what one 

described as

"proper teaching such as reading, writing and arithmetic.

It is important and nothing is done by anyone." (Six year old 

mongol daughter).

It is perhaps this concern among parents of mongols about academic 

subjects that led three of them to ask for separate educational 

facilities for their children:

Eleven year old mongol boy : ’’’better-type' mongols (make) more 

progress with children of the same standard. Why are there no 

schools for the better-type cases ?’’

Seven year old mongol girl: "special school and home for 

children with Down's syndrome alone, as they are such mimics." 

The educational facilities available to the children were not 

considered adequate by several parents. Parents of children with other 

types of handicap than mongolism wanted

"Special training to develop potential" (seven year old

boy with brain-damage),

"More specialised individual education" (ten year old boy 

with brain-damage)

in cases where education was available, and "more school 

hope, help and places" (ten year old boy with autism),



"Special care five days a week with specialised staff 

sympathetic with this type of handicap" (six year old 

hyperactive boy), 

or "daily intensive care away from the house" (eleven 

year old girl with brain-damage) 

where no educational facilities were already provided. 

Parents of children not yet receiving education were waiting 

impatiently. One parent of a seven year old hyperactive boy wanted : 

"A training centre with suitable teacher but none available". 

Another parent wrote :

"No place at school yet at five years three months" (brain

damaged boy).

Several others remembered waiting :

"No place at special school until six '. Months of 

waiting seemed endless", (seven year old mongol boy).

Several parents mentioned the need they felt for some kind of 

comparable substitute for school during the long summer holiday, for 

the sake of the handicapped child, or his normal siblings, or even so 

that the mother could continue to have him living permanently at home. 

The lengthy comments of the parent of a nine year old brain-damaged 

girl on this subject are illuminating :

"Parents who have a mentally handicapped child and also normal 

children do find the school holidays a great strain. In this 

area the mentally handicapped child is well taken care of 

during the school terms but the only facility available 

during the holidays is residential care. Most of us do not 

want this - just the child to be happily occupied at his own 

level during the day. This leaves the mother free to spend 

some time with her other children who are otherwise very 

restricted during what are supposed to be their holidays.

Also six weeks of a mentally handicapped child non-stop is 

extremely wearing for the mother and her other children. I 



61.

realise that the staff of the schools must be in desperate 

need of the holidays when they come and can only think that 

some facilities could be provided at local hospitals on a 

daily basis.

My daughter is used to going to school each day and coming 

home at 3.30 p.m. - she would not realise that she was missing 

holidays if she went throughout the year. However, I would 

want her to be happily occupied, not just sat doing nothing." 

Management Problems

Table 27 gives a summary of the management problems experienced 

by the parents, in order of severity of need. The amount of need is, it 

must be noted, the parent's own perception, and may or may not reflect 

the degree of handicap in that area.

Table 2?

Management Problems

Problem Amount of help needed

Great deal Some None N

Talking 36$ 30$ 34$ 414

Dressing 18$ 28$ 54$ 412

Toilet-training 15$ 25$ 60$ 400

Colds 7$ 30$ 63$ 403

Illnesses 5$ 32$ 63$ 397
Walking 10$ 13$ 77$ 402

Feeding 5$ 16$ 79$ 406

Sleep 3$ 17$ 80$ 406

Convulsions 5$ 10$ 85$ 314
Sitting-up 3$ 6$ 91$ 386

Speech

A series of questions were asked to find out how much each mentally 

handicapped child in the sample had developed in the area of speech.

The results found are shown in Table 28 :



62.

Use of Speech by Mentally Handicapped Children

Table 28

Yes No 11

Turn head to new sound 93$ 7$ 429

Can say 'dada',mama' 82$ 18$ 438

Can say 4-5 words only 71$ 29$ 426

Can say up to 20 words 60$ 40$ 435

Uses phrases 56$ 44$ 435

Asks questions 42$ 58$ 438

The important part of this table is the column showing the 

percentage of the sample who have not attained each level of speech 

development.

Questions were also asked about the child's response to spoken 

instructions. When the questionnaires were returned it was apparent 

that these particular questions were unfortunately presented in such a 

way that parents not replying and parents replying 'No' could not be 

differentiated. The only results are those showing the numbers of 

mentally handicapped children able to respond to verbal instructions 

and these are summarised in Table 29 : 

Table 29 

Response to speech by Mentally Handicapped Children

Give named objects to speaker

Show where named objects are 

Touch objects named by speaker

As Table 27 shows, only 34$ of the parents felt they did not need 

any help with their child's speech. Very few parents of under 5's 

wanted no help with speech. This means 66$ of the sample needed help, 

ideally from a speech therapist. Nearly 12$ of the sample listed speech 

therapy as a particular need for their child elsewhere in the questionnaire.

Yes

74$ j

70$ ) N = 441

67$ )



This was one of the most requested services of all. Of the 52 who 

specifically asked for speech therapy, 16 had had some contact with 

a speech therapist.

However, the fact that a child has 'contact’ with a speech 

therapist does not necessarily ensure that the child is really having 

adequate speech therapy. The parent of a six year old girl with 

brain-damage wrote

"Speech therapy once every six months isn't enough".

and another parent with a twelve year old brain-damaged son wrote that

"One (speech therapist) attends the school one day a month -

for 60 children

One parent had looked for books on the subject but had found very 

few, Another enterprising parent of a six year old mongol daughter 

commented :

"At one time we would have liked help with speech but it seems 

one has to seek people. They don’t seek parents. I rang - 

Town Hall got a Miss - to call ".

A quote from the parent of a four year old cerebral palsied child sums 

up the situation which all too often confronts the parents of mentally 

handicapped children :

"My son needs speech therapy. The paediatrician says none 

available at present ".

Movement

Questions were asked to assess the mobility of the mentally 

handicapped children.
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Table 30

Movement

Can lift head 88$

Can sit alone 80$ sits only if supported 9$

Can stand alone 65$

Creeps/crawls 55$
Rolls over 65$

Can walk alone 71$ walks only with aid 13$

Can walk outdoors alone 46$ walks outdoors only with adult 36$

Can cope with steps 56$

Spasticity in 4 limbs : 23

3 limbs : 1

2 limbs : 14
1 limbs : 3

Significantly more children under 5 were not able to sit up or to 

walk alone.

Here again the usefulness of these answers is lessened by the fact 

that the questions were presented in such a way that no reply is not 

distinguished from a reply indicating a disability in the child. A 

number of parents did not answer any of the questions except the one 

referring to walking. It may be that they considered the other stages 

as past milestones in the child’s development and irrelevant.

Three parents particularly stated that they wanted more physiotherapy 

for their child, and two more asked for similar help, one with walking, 

and the other "to drink right and learn to use her hands” (ten year old 

cerebral palsied girl).

Feeding

72$ of the children were considered by the parents to be * good 

eaters', 18$ were 'sometimes good' and 10$ were 'finicky'.

18$ of the sample could not chew ordinary food, and 10$ had 

difficulty in swallowing ordinary food. Of the 80 children in the sample 

who could not chew properly, a highly significant number, 32, were aged 

under 5«
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Less than 1$ of the sample were completely bottle-fed, 2$ took 

liquids and purees only, and 18$ ate only minced or mashed food. The 

remaining 79$ ate ordinary food. 36 under 5's were not yet eating 

ordinary food.

Less than half the sample fed themselves satisfactorily. 74$ of 

the children did feed themselves, but 11$ of the sample were slow and 

16$ were messy in self-feeding. The mother fed 26$ of the children in 

the sample. 4$ of them were fed by the mother because of their slowness 

and 2$ to save spills. The remaining 20$ had to be fed by their mother.

92$ of the sample could drink from an ordinary cup but only 72$ 

can hold a cup. 75$ could use a spoon but only 40$ of the sample ate 

with a knife and fork. 91$ of the sample share the family meal, but 

only 59$ have satisfactory table manners.

22$ of the sample needed help with feeding problems.

Sleep

20$ of the children had a sleep at some time during the day.

At night 57$ of the sample slept alone, 29$ with brothers or 

sisters and 14$ with parents.

14$ of the children took medicine to help them to sleep. 3$ had 

a dummy in bed. 35$ took a toy to cuddle in bed.

20$ of the children did not settle to sleep within an hour of 

going to bed.

70$ usually slept through the night, 23$ usually woke and needed 

attention once or twice during the night, and 7$ had to be attended to 

more than twice during the night. In the morning 35$ of the sample woke 

and demanded attention before 7a.m.

The mother of a five year old microcephalic with spasticity wrote :

"No sleeping drugs have proved successful, sometimes she may 

wake every hour. Only sometimes is she asleep within an hour 

of going to bed. We usually have to keep her downstairs until 

she is asleep as she wakes our other children with her crying. 

She sleeps alone half the night, then with parents, but she 

doesn't always sleep".
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20$ of the sample needed help with problems related to the 

child’s sleep pattern.

Teeth

11$ of the sample reported that their child’s teeth had come 

through decayed. It was found that 20$ of the sample from the North 

reported that the child's teeth had come through decayed, significantly 

more than in the West Midlands, sample (10$) amd the South (?$). This 

difference is significant at the .02 level. No significant correlation 

was found between tooth decay and diagnosis of handicap.

Two parents wanted more dental care than their child received. One 

parent of a seven year old girl with brain-damage suggested that 

six-monthly dental checks should be given at the child’s school. 

Convulsions

19$ of the children in the sample had convulsions. 58 children 

had isolated attacks, 2 had them monthly, 8 weekly and 17 daily. In 

14 cases the attacks were severe, 51 were occasionally severe and 

20 were never severe. 56$ of the parents of children having convulsions 

said they needed help in dealing with attacks.

Other health problems

23$ of the sample have defective eyesight, and 4$ have some degree 

of deafness.

3$ of the sample cannot feel pain. A mongol girl aged five

"Seems insensitive to radiated head and gets her flesh red

sitting near gas fires in the winter".

32$ of the children cannot tell their parents if they are in pain. 

In some cases the child can communicate an external pain, for example 

from a bruise or a cut, but cannot say when he has an internal pain, 

such as a headache or a stomachache.

37$ of the sample needed help to cope with common ailments such as 

colds. The same proportion asked for help in dealing with childish 

illnesses. More parents of under 5's than of older children asked for 

such help.



One parent wanted a medically approved diet for her ten year old 

tnongol daughter.

Toilet training

85$ of the sample could use a potty or the toilet when placed upon 

it, but only 47$ could go to the toilet alone.

21$ had trouble moving their bowels.

27$ of the children were not yet dry during the day even if 

toileted frequently. 40$ could not say when they needed to go to the 

toilet. 28$ wore nappies during the day and 52$ wore nappies at night. 

45$ of the children in the sample aged over 4 years are still wearing 

nappies at night.

40$ of the parents asked for help in toilet-training their child. 

Significantly fewer parents of under 5’s wanted no help with toilet- 

training, and significantly more wanted some help than was found among 

parents of the older children.

Special equipment

Parents were asked to indicate which items from a list of equipment 

they had for their mentally handicapped child.

16$ of the children had glasses. There was no significant 

relationship between diagnosis and having glasses, but there was a 

statistically significant tendency for more of the older children to 

have glasses. 1$ of the children had an eye-patch to correct a squint.

1$ of the children had a hearing aid.

16$ of the sample had a toilet seat. 12$ had a wheelchair. 8$ had 

special boots. 7$ had a framewalker with wheels and less than 1$ had a 

framewalker with legs. 5$ had a special seat or chair. 4$ had a 

baby-bouncer. 3$ had calipers.

13$ of the sample mentioned other aids, including pushchairs, bath 

aids, built-up shoes, commodes, car seats, hospital cots, plastic 

mattress covers and adapted clothes.

Several parents indicated that they needed certain articles, such as 

a chair, a push-chair for an eight year old, bedclothes, a hearing aid, 
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a bath aid and a telephone, to help them care for their handicapped child.

A further twenty parents specifically requested financial help, in 

some cases giving some information of the main items on which such money 

would be spent. Some parents felt entitled to financial help because 

the mother could not go out to work full-time as she might otherwise 

have done. More often, money was requested to pay for extra breakages 

of household equipment and crockery, and for clothing.

"Most items have to be made privately or altered incurring

extra expense” (eleven year old mongol boy)

"Extra clothing as he rips clothes up" (ten year old boy 

with cerebral palsy).

"Trousers wear out fast as child cannot walk" (seven year old

boy with spina bifida).

Some parents wished to be able to pay for educational extras or in 

one case for the child to go to a Rudolph Steiner school.

Many of the parents were in the process of applying for the 

government attendance allowance which was introduced on 6th December 1971» 

and at the time of answering the questionnaire some had heard that they 

would be receiving the allowance.

Effects on Practical Aspects of Family Life

98$ of the parents said that their mentally handicapped child was 

a happy child. This is a significantly higher percentage than the 90$ 

reported by Hewett (1970). It may be that the parent who keeps a 

mentally handicapped child at home and cares enough about him to fill 

in a lengthy questionnaire needs to believe his child is happy in order 

to justify the amount of effort needed to combat the problems entailed. 

Discipline

Questions were asked about discipline. 37$ of parents said they 

made allowances for the handicap in disciplining their mentally 

handicapped child and 48$ sometimes did so. The remaining 15$ said they 

did not.
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Siblings

Only 25$ of the parents with normal children as well as a 

mentally handicapped child said that the normal brothers and sisters 

were jealous of the attention given to the handicapped sibling.

A question was asked to see how much information the parents had 

given their normal children about the mentally handicapped child : 

Table 31

Information to Siblings

As much as parents know 70$

That he will learn slowly 23$

That he is no different from siblings 3$

Nothing to say he is handicapped

100$

N = 394

When the questionnaires had been completed it was realised that 

this question was badly framed because the given categories are not 

necessarily independent of one another. In some senses a mentally 

handicapped child is no different from a normal child - and in other 

ways they are very different. Some siblings were too young to 

understand any type of information about their mentally handicapped 

brother or sister. However, Table 29 does suggest that the vast majority 

of the parents in the sample think they are communicating as much as 

they can about their handicapped child to his normal siblings.

Tantrums

Table 32

Occurrence of Temper Tantrums

Rarely or never

Occasionally

9$1 a day

Several a day
Constantly

6$
2$

100$ N = 436
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Table 32 shows that 62$ of the sample had at least occasional 

temper tantrums to deal with. In 40$ of cases these tantrums were 

associated with frustration for the child through not being able to 

communicate in speech, and a further 29$ were sometimes so associated.

Only between 47$ and 63$ of the parents answered the questions 

relating to the behaviour of the child in a tantrum. Table 33 sets 

out the most commonly occuring behaviour :

Table 33

Tantrum Behaviour 

Yes No

Does he sob ? 65$ 35$

scream ? 57$ 43$

Hit out at other 
people ? 52$ 48$

Lie on the floor ? 43$ 57$

Kick ? 42$ 58$

Bite ? 34$ 66$

Tear paper or 
clothing ? 21$ 79$

Damage furniture ? 14$ 86$

Five parents reported that thei:

N

279

258

250

229

234

231

220

207

child also stamped his feet and

four more that he bit or bit himself

It was found that screaming was a more frequent problem among the 

under 5 year old children than among the older children. There was a 

less significant but definite tendency for the under 5’s to bite in a 

tantrum.

Table 34 shows how the pabents attempted to deal with the tantrums.

They were asked what their first reaction was :
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Table 34

How Parents Deal with Tantrums

Leave him alone 40$ 

Cuddle him 20$ 

Shout at him 12$ 

Smack him 7$ 

Remove child 6$ 

Try to find cause (and explain,
in some cases) 5$ 

Speak firmly 4$ 

Redirect attention 3$ 

Talk quietly 1$ 

Laugh out of it 1$ 

Try to calm him 1$

100$

N = 349

Two questions were asked to see to what extent parents deliberately 

attempted to avoid situations from which tantrums might arise. 69$ of 

parents reported that they do try to avoid upsetting the child and 29$ 

take the opposite approach and allow the child to become upset and 

then calm him later.

Extra Demands

Mentally handicapped children are demanding on their parents in 

other ways which have not so far been mentioned. 27$ of the sample 

cannot be left unattended at all. 14$ can be left for only a few 

minutes before they are looking for their mother. 10$ want a change 

of occupation every few minutes. 8$ can be left for up to 10 minutes, 

18$ can be left for up to half an hour, and 23$ for more than half 

an hour.

26$ of the children persistently run away or out into the street. 

Only 37$ of the sample can appreciate such household dangers as fire, 

gas taps and electric points. 27$ of mothers have to leave such 

potentially dangerous jobs such as ironing until the child is in bed 



or elsewhere. 44$ of the mothers leave some household cleaning jobs 

longer than they would like to because of the mentally handicapped child. 

Mothers1 Health

67$ of the mothers said that their health w&s good. 25$ had 

moderately good health. 8$ said they were 'run-down* or in poor health. 

Only 11$ of the mothers never suffered from depression. 73$ were 

sometimes depressed, and 15$ were frequently depressed but only 1$ 

were always depressed.

Other questions were asked to see if there were further effects 

on the health of the mothers. 52$ of the sample said they were unable 

to relax. 35$ complained of frequent headaches. 33$ were prone to 

worry and to be unable to sleep. 26$ of the sample sometimes take 

tranqui Users. 23$ have been given tonics by the doctor, and 13$ 

sometimes take sleeping tablets.

Table 35 summarises the mothers' responses to questions about 

changes in their general disposition since the birth of the child. 

Table 35

Mothers' Disposition since Birth of Handicapped Child

More Less Same N

Healthy 1$ 30$ 69$ 389

Religious 8$ 24$ 68$ 382

Happy 10$ 27$ 63$ 393
Nervous 39$ 5$ 56$ 398

Forward-looking 21$ 28$ 51$ 377

Worried 59$ 5$ 36$ 403

Patient 44$ 27$ 29$ 411
These responses reflect the individuality of a mother's reaction

to the presence of a mentally handicapped child in her family.

19$ of mothers said they got along better with their husband since 

the birth of the handicapped child and 67$ reported no change in their 

relationship with their husband. 2$ had no husband. 11$ said they got 

along less well and 1$ were separated from their husband, partly 



because of the child.

Fathers1 Role

Excluding the sixteen families with no father and those where the 

mentally handicapped child had no brothers or sisters, it was found 

that of the fathers played with the mentally handicapped child as 

much as with his other children, 19$ more often, 7$ less and 2$ not 

at all.

83$ of the fathers took the mentally handicapped child out without 

the mother. 66$ of fathers with mentally handicapped children still 

in nappies helped in nappy-changing and 34$ do not. In the 168 

families where the handicapped child was unable to feed himself, 80$ 

of fathers helped by feeding him and 20$ did not. Of the 34 fathers 

who do not feed the child, only 7 have children under 5 years old, as 

fewer fathers of under 5's do not help feed the child.

Only 39$ of the fathers were firmer with the mentally handicapped 

children than the mother was. 92$ of parents agreed generally about how 

to bring up the mentally handicapped child.

Shopping

Shopping is a major problem in many households. Only 31$ had 

no problem, but significantly more under 5 year olds were not a problem 

than older children. Table 36 shows how the families manage:



Table 36

Shopping

Mother takes the child - very difficult 36$

Mother takes the child - no problems 31$

Child left with husband 15$

Child left with husband or taken, very difficult 9$

Child left with husband or neighbour 3$

Child left with neighbour 2$

Mother never goes shopping 2$

Mother shops while child at school 1$

Child left with neighbour, or taken, very difficult 1$

100$

N = 428

Sex of the Mentally Handicapped Child

There have been a number of suggestions in the literature that it is 

harder to accept a mentally handicapped boy than a girl. Farber (1959) 

claims that where the mentally handicapped child is a boy the parents 

tend to have a lower measure of marital integration than parents of 

mentally handicapped girls, and that as the retarded boy grows older 

he tends to exert an increasingly disruptive effect on the relationship 

between his parents. He also says that boys may be less accepted than 

girls as they grow older. Tallman (1965) found that there was a 

tendency for fathers to react in extreme ways to a retarded son, in 

either great involvement or total withdrawal, and in a limited routine 

fashion if the mentally handicapped child is a girl.

In the present study it was not possible exactly to test these 

claims, but a question was asked to see whether the parents felt it 

was harder to have a mentally handicapped boy or girl, or whether there 

was no difference. More than half the sample (51$) said that there is 

no difference between the sexes of mentally handicapped children in 

terms of which might be harder to have. A further 13$ gave no definite 
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opinion, in many cases stating that they had experience of only one 

sex, and therefore could not judge. 36$ of the sample did indicate 

that they felt mentally handicapped children of one sex to be harder 

to have.

20$ of those answering the question (N = 383) believe it is harder 

to have a mentally handicapped girl, and 21$ that it is harder to have 

a mentally handicapped boy. The remaining 59$ say there is no 

difference. However, among the 158 parents stating a harder sex there 

is a very significant tendency to say that the sex opposite to that 

of their own mentally handicapped child is harder to have.

Table 37

Which Sex of Mentally Handicapped Child is Harder to Have ?

Girl harder Boy harder

Have boy 50 24 ■ 74

Have girl 26 58 84

76 82 158

= 21.114 df = 1 significant beyond .001 level

Parents were asked to say why they felt one sex to be harder than 

the other. Almost the only problems attributed to mentally handicapped 

girls in this context were those of menstruation and the possibility of 

pregnancy. One parent of a ten year old mongol daughter wrote that 

"even with periods girls seem okay”.

Of the 48 parents who said girls were harder because of menstrual 

problems, 19 had girls and 29 had boys. Among these are twenty mongols, 

seven girls and thirteen boys. It should be noted that mongols are 

believed to be less fertile than people mentally handicapped by other 

causes. Of the parents here who were concerned that mentally handicapped 

girls are likely to be a problem at the age of menstruation and from 

pregnancy, only twelve had girls who were not mongols, and of these 

one was aged 3, one was 4» one was 5» four were 7, two were 10 and only 

one is 11 years old. This shows the way in which many parents of
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mentally handicapped children have gaps in their knowledge which can 

mean that they worry unnecessarily about certain problems. It is also 

interesting that some of these parents anticipate problems up to 

ten years in advance of the time when they may occur.

Several problems were attributed to mentally handicapped boys.

The most commonly expressed problem was that of potentially superior 

physical strength. Another problem was the relatively greater 

difficulty in keeping a mentally handicapped boy at home in a domestic 

role as he grew older. Only a few parents mentioned higher expectations 

from boys as the reason why boys are harder than a girl :

"It is generally felt that more is expected from a boy in

later life, he is eventually to be a breadwinner" (parent of

a six year old mongol girl).

"It is harder to accept a boy never becoming independent"

(parent of an eight year old mongol girl).

One parent alone gave as a secondary reason the possibility that

a mentally handicapped son would be

"A greater disappointment to the father".

Several parents of mentally handicapped girls are distressed as 

they see their daughter’s future without the prospect of marriage. In 

another part of the questionnaire they wrote that the hardest things 

for them about having a mentally handicapped child are:

"Thought of a limited future: no wedding, having grandchildren 

etc. We hope she’ll never realise she's different" (two year 

old mongol girl).

"Accepting she will never marry and have a family" (five

year old mongol girl).

"She will never be able to live a life of her own. Mainly

that she will never marry" (seven year old mongol girl).

Temporary Absence of Mother

Mothers sometimes have to be away from their families. A major 

crisis can arise in the family with a mentally handicapped child if the 

mother has suddenly to go away in an emergency. Parents were asked who



77.

would look after the child in such a situation. Many families would 

rely on more than one person stepping in but the general pattern is 

shown in Table 38:

Table 38

Emergency Care for the Child

Father

Grandmother

Into care

(Hospital short-stay home)

Older siblings

Aunt

Don’t know

Paid help

Neighbour

64$

14$

3$

1$

Friend

100$

N = 435

Significantly more of the under 5's than older children would be 

cared for by their grandmother in an emergency.

The Future

The problem of the future of the mentally handicapped child is 

one which troubles almost 90$ of the sample. 55$ would class it as 

a major worry. 31$ said it worries them but they have accepted some 

solution. In 3$ of families it was a source of conflict. The hopes 

of the parents for their mentally handicapped child after their death 

are summarised in Table 39 ’•
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Table 39

When the Parent(s) Die(s)

Permanent residential care 31$

Relatives will care for him 18$

Do not know 15$

Sheltered hostel 15$

Do not think about it 13$

Hope he will care for himself 7$

Other 1$

100$

N = 435

A quarter of the parents say they do not know what will happen or 

that they do not think about it.

The expectations of the parents about what will happen to their 

mentally handicapped child when the parents die were found to vary very 

significantly with respect to the social class of the parents. This 

was the most significant class difference found in this study. 

Significantly more parents from Hall-Jones' classes 1 and 2 and 

significantly fewer parents from Hall-Jones' classes 6 and 7 hoped their 

child would live in a sheltered hostel than could be expected by chance. 

Significantly more parents from Hall-Jones’ classes 6 and 7 hoped the 

child would be able to look after himself after their death.

17$ of the sample expressed particular concern about what would 

happen to their child in the future by writing extra points about this 

subject. 23 families wanted information about the provision that would 

be made for their child after their death, or when the child left school:

"Will there be suitable residential care when the need really 

arises 7 When will we get away from the institutional impersonal 

care, to small family units ?" (seven year old girl with brain

damage) .

"Where are all the sheltered hostels of the future 7 Should be 

being built now - working, self-supporting communities " (three 

year old mongo1 girl).
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"Where is she likely to spend most of her life ?" (eleven 

year old girl with cerebral palsy).

"What happens after sixteen years ?" (nine year old mentally 

handicapped boy)

53 parents said that the problem of the unknown future of their 

handicapped child was the hardest thing about having a handicapped child. 

One parent wrote that the hardest thing is :

"The knowledge that we brought this afflicted innocent into 

the world and that eventually ill-health, age or death will 

prevent us from fighting for her welfare" (four year old 

hyperactive girl)

and this expressed the feelings of many parents. The fact that the 

parents are likely to die before the child preoccupied and worried many 

of them:

"Constant worry about her welfare after we are gone. I hope 

every day that she will die first"(twelve year old mongol girl).

"My husband and I love our daughter. To leave her behind if we 

died is the hardest thing I can think about" (twelve year old 

mongol girl).

"Living for ever with the nightmare of what his fate will be when 

we are no longer here to look after hiim" (nine year old mentally 

handicapped boy).

"Most of all - never being really free of the black cloud that 

seems to hang over me not knowing what will happen to him after 

I am gone "(seven year old hydrocephalic boy)

Many parents dread the prospect of their child having eventually 

to go into care, writing for example that they have the

"Worry of future in view of overcrowded homes and hospitals"

(six year old mongol girl)

93$ of husbands and wives agreed about their attitude to the 

possibility of residential care for their child. 48$ said they would 

allow the child to go into residential care only as a last resort. 

18$ would not consider residential care under any circumstances. 9$ 



80.

definitely expected the child to go into residential care when he was 

older, and 6$ would welcome a permanent residential place at once.

Six families had a residential school in mind.

Some parents gave reasons for wanting a residential place at once 

"To make him more independent" (nine year old brain-damaged boy) 

"Needs male control as he has no father" (seven year old mongol boy) 

One mother of a six year old with brain-damage wanted to know 

"Why my son cannot be helped in a home...he was not bom like it 

so he should have a chance".

Temporary Care

19$ of the parents would welcome temporary care for the child. The 

most usual reason given for a need for such a service is to give the 

mother a rest and an opportunity to spend time on holiday with her family 

without the handicapped child. Some parents wish there were provision 

for the care of their children at weekends occasionally. Others would 

like special provision for temporary care in the school holidays (see p.60) 

Some parents were able to take a few days away from their child from time 

to time, but they then wanted such opportunities to occur more frequently.

One parent of a five year old mongol boy suggested that there should 

be

"Residential hostels attached to every special school where the 

children could take it in turns for weekly stays"

and another wrote of the need for a permanent standby service :

"Hostels in each area so child and parents can regard them as a

home if need arises" (eleven year old mongol girl)

A parent of a mentally handicapped nine year old boy commented on 

the short-term care provided by their local authority:

"Such care is at present only available to a very few children 

only during August. Places for this hostel are only allotted in 

about April for that August. This is not enough notice to enable 

families to book a holiday during the peak season and of course the 

type of holiday taken depends on whether or not the handicapped 

child is to be there".
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Social Contacts

Relatives

Very few parents said that their mentally handicapped child had 

been rejected by their relatives. 82$ said the relatives accepted him, 

and 1?$ that some relatives have done so. However, only relatives of 

59$ of the sample helped with the handicapped child.

Neighbours

15$ of the sample felt cut off from their neighbours. 14$ felt 

hurt by the attitudes or remarks of strangers, and a further 37$ felt 

so sometimes. In 19$ of the sample the attitudes of strangers hurt less 

than in the past, 3$ had never felt hurt in this way.

Comparisons

67$ had found it hurtful to compare their mentally handicapped child 

with other children and only 18$ had never done so.

Parents Out

Parents were asked how often they managed to go out without the 

handicapped child. The response is shown in Table 40:

Table 40

Parents Out Together

Once a week or more 19$

Once or twice a month 34$

Seldom 36$

Once a year or less 11$

100$

M = 415

On such occasions babysitting has to be arranged. Table 41 shows

who babysits :
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Table 41

Babysitter

Relative 40$

Other children 22$

Paid sitter 19$

Unpaid sitter 14$

Neighbour listens 3$
No-one 2$

100$

N = 399

Table 42 shows how frequently mothers and fathers went out for 

pleasure alone.

Table 42

Mother and Father Out Alone

Mother Father

Once a week 25$ 47$

Once a month 19$ 15$

Less 31$ 21$

Never 17$

100$ 100$

N = 433 N = 422

% = 10.640, df = 3

The difference is significant beyond the .02 level.

Holidays

88$ of the families had been on holiday since the birth of the 

handicapped child, and 86$ of these were holidays for the whole family. 

Table 43 shows preferred holiday accommodation
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Table 43

Holiday Accommodation

Flat 35$

Caravan 26$

Hotel 18$

Boarding house 8$

Holiday camp 3$

Camping )
)

Relatives )
)

Friends )
)

2$

Days out )

Would not go 8$

100$

N = 433

Two-thirds of the parents of under 5's were prepared to let their 

child go away on an organised holiday when he was older and, in all, 46$ 

of the sample would allow their handicapped child to go on holiday with 

other handicapped children when he was older and 38$ at his present age. 

16$ would now allow their child to go on such a holiday.

Requests for Help

12$ of the sample specifically wrote that they wanted more help or 

advice than they had received. The need for this was expressed in several 

ways. 22 parents asked for earlier help for families with mentally 

handicapped children, several of them saying that they had needed help 

in the past,but no longer did so. One parent of a three year old mongol 

boy wrote that they needed help but did not know where to go for it.

8 parents wanted someone to come to advise them regularly. A typical 

request was for :

"Someone to turn to when he is ill, or I am ill or tired, for 

practical help, a rest and comfort" ( seven year old boy with 

brain-damage).
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3 more parents wanted a centre or clinic to which they could go 

to get advice.

"The local council could open a centre, similar to the clinics 

for mothers or normal children, where a sympathetic doctor and 

nurses could offer answers to our problems" (seven year old 

mongol boy).

14 parents would welcome help with a specific problem, ranging from 

methods of discipline and ways of controlling a destructive or aggresive 

child to teaching sexual matters at puberty.

6 parents commented on the difficulties they had experienced in 

obtaining information and finding out where to ask for advice. 3 parents 

remarked on the lack of co-ordination in advice, one wanting

"More liason between school and hospital care" (eight year old 

boy with brain-damage).

and another writing

"The main problem is that no one person is able to give a complete 

or satisfactory answer. The answers require skill and knowledge 

over all the specialisms - and there is no co-ordination between 

authorities and institutions - result endless talk and no action" 

(six year old mentally handicapped girl)

Some parents had more immediate practical needs. 11 mothers would 

like the services of a home help. In 3 cases these requests were for 

temporary domestic help while the mother had another baby or an elderly 

relative to care for as well as the handicapped child. The most frequently 

expressed need of this kind was for a domestic helper

"So that more time could be spent on the children" (three

year old mongol girl)

although 2 mothers wanted what one described as someone to

"Gome into the home solely to attend to the child for an hour or 
so while the mother got some work done" (four year old cerebral 

palsied girl)



85-

15 families wrote that they needed a babysitter. The requests 

ranged from those for a reliable person to come in for the occasional 

evening to allow parents to go out together to

"Night nursing for a few months. For about six months he would 

wake up and scream for hours and so loudly that the whole family 

woke up if I did not get up and look after him. Ideally a 

permanent babysitter standing by - someone who knows how to 

handle the child, for day and night babysitting, and sometimes 

for weekends etc so that the family can visit relatives etc for 

a few days”, (seven year old boy with spina bifida).

In the latter case the idea of a reliable permanently available 

babysitter was preferable to the alternative of temporary residential 

care. Most families wanted babysitters in the evenings but one or two 

wanted relief during the day so that the mother could go shopping, or 

to occupy the child during the long school holidays.

Many parents had questions about their handicapped child which 

no-one had answered to their satisfaction. 2 parents wanted to know 

the life expectancy of their child. One was an eight year old mongol 

girl who was also physically handicapped, and the other a three year old 

girl with cerebral palsy.

30 parents wanted to know what had caused their child’s handicap. 

Significantly fewer parents of mongols than parents of children with 

other types of handicap wanted more information about the cause of 

handicap, the ratio being 4 mongols to 26 other diagnoses.

20 parents wanted more diagnostic information or assessment for 

their child. Some had questions about the nature of the handicap :

"In what physical way is his brain different from that of a 

normal child ?" (nine year old mentally handicapped boy).

"How much is his brain damaged ?" (eleven year old brain

damaged boy).

Some parents said no-one knew what was wrong with their child. 

Several wanted their child reassessed or to be assessed more frequently.
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One parent wrote :

"I should like her to be seen by a psychologist in her own 

enviroment" (eleven year old cerebral palsied girl).

Another parent of a seven year old wrote that they would have liked 

their cerebrally palsied son to have attended a diagnostic unit before 

the age of six:

"He only went then because he was thrown out of a school for the 

physically handicapped because his behaviour was so appalling”.

11$ of the sample were concerned to know what improvements or 

deteriorations they should expect in their child's condition. 6 parents 

were particularly concerned about any possible improvement in the 

child's speech, and 3 in walking. Others had questions such as whether 

their child would ever be less violent, or have improved vision, or learn 

to eat properly. One parent of a mongol son aged ten asked

"Will he ever be off drugs ? We think they have done more

harm than good”.

Some parents asked what chance their child had of eventually leading 

a normal life. Very few seemed to realise the difficulty of predicting 

the child's future capabilities. In this sample only 4 parents wrote 

that they realised such information was impossible to give with any 

accuracy. Some parents had felt that the answers they had been given to 

questions about the future of their child had been evasive and inadequate:

"We would like an honest answer instead of evasiveness to the 

question of his capabilities and his future” (five year old 

mentally handicapped boy).

"Will he ever talk properly - see properly - walk strongly - all 

of which have been answered with 'maybe', 'perhaps' - 'in time' 

which is really no answer” (seven year old hydrocephalic boy).

One parent of a nine year old mongol girl who had a heart defect 

wrote

”1 would like to be told the truth fully about her as I don't 

think there's any future for her”.
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Although parents want information on what they may expect their 

child to achieve, the comment of one parent highlights the problem of 

predictions which may be shown by events to be inaccurate :

"We have been told our daughter would improve as she got 

older, however we cannot see any noticeable improvement.

Why ? Is she becoming more backward ?" (nine year old girl 

with brain-damage).

Many parents commented on the difficulties they experienced in 

obtaining help and information and the services they needed. Some of 

them wrote at length on these topics. Their problems and concern are 

revealed by their words. One parent wrote about the inadequacy of the 

support she had received :

"It never ceases to puzzle me why doctors and welfare workers tell 

a mother she has a mentally handicapped child then leave her to 

face a devastating emotional experience on her own" (six 

year old mongol girl).

Some parents had given up searching for help, with statements like:

"No-one knows enough to help us. The parents have to learn to

live with it” (five year old brain-damaged boy).

Others repeatedly felt they had received no adequate answers to 

their questions :

"Some were not answered fully enough" (five year old boy with 

brain-damage).

"No questions have been answered by the local authorities (health 

and education)" (two year old mongol girl).

Several parents resented the effort they have had to make to get 

any help for their child. One parent wrote :

"(We) had to ferret around and pester constantly, nothing is

put in front of you - you have to find things out for yourself...

The parents have to grope around in the dark because the ones 

in the ’know’ consider the parents not to be able to take it - 

so to say nothing is easier for them ...Without enterprising parents 
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a mentally handicapped child is LOST" (ten year old mongol girl) 

Another asked

"Why no action was taken by any medical or local authorities until 

the parents start insisting on something being done" (nine 

year old cerebral palsied girl).

Further comments were

"We have got all we wanted but only after maximum effort on

our part" (six year old mongol girl).

"We have had to do all the asking and have never had anything 

explained to us as a matter of course"(four year old girl 

with brain-damage).

"We are always asking questions and always hoping for better 

than the answers we get" (four year old mongol boy).

"By persistent probing we have acquired the answers - it's 

taken four years I" (four year old mongol girl).

Another parent wrote of

"Resentment that all the welfare etc. lavished on normal children 

and considered their right by the world is not automatically 

also the right of the handicapped child and has to be fought 

for on his behalf. The second best is often considered good 

enough for the handicapped eg. the awful conditions accepted in 

training centres and hospitals etc. would not be tolerated for 

one day for normal children. Parents already burdened with the 

care of a handicapped child have somehow to find the inner 

resources to do battle on behalf of their handicapped child.

One wonders why provision for these children is not decided 

on and enforced at a national level. At present the services 

available depend so much on the area where one lives and on the 

goodwill or otherwise of the local authorities" (nine year old 

mentally handicapped boy).
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Some parents did find a potential source of help only to be 

discouraged by the reluctance of the experts or professional personnel 

to give detailed answers. In particular some parents found problems 

in communicating with members of the medical profession:

"It is difficult to get straightforward answers from doctors 

she has seen. They tend to talk down to you or over your head" 

(four year old girl with cerebral palsy).

"We find it difficult to accept what the doctors say (because 

they have been wrong about him in the past). It is extremely 

difficult to know what to accept, and what to fight for, or 

disagree with the specialists about" (seven year old boy with 

spina bifida).

"I feel that Doctors either are not interested or haveh't got 

the time, so apart from having check-ups from time to time, 

I will continue to do the best I can for my child, without the 

help which is so slow in coming" (six year old mongol girl).

One mother wrote of an apparent lack of knowledge among professionals:

"...the Welfare or Education Department....do not seem at all 

interested with mentally handicapped children under five years 

of age. I feel these years are initially important. There seems 

to be very little insight into my daughter’s handicap by doctors, 

welfare officials, Mental.Welfare Officers, and all have admitted 

they know hardly anything apart from what they have read in books, 

which practically always gives a very pessimistic outlook on 

mongolism and is about twenty years out of date..." (four 

year old mongol girl).

In one case the mother of a six year old boy with brain-damage wrote 

of her fight to obtain drugs to help him and the problems involved in this:

"To get him diagnosed has been very difficult...HiS school have 

refused to keep him unless he behaves better and with this behind 

me I have got a busy neurologist to take notice...I am now trying 

to get drugs to improve his behaviour. It has taken two years 
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pushing but the first results are miraculous.. .1 am trying to 

get him under constant medical supervision whilst his drugs are 

adjusted because I feel the responsibility is too great for me... 

I have to decide for myself if it is working and no-one will 

tell me the side-effects until too late...The drug he is on at 

present is improving his intelligence along with his behaviour 

but my G.P. has a list of twelve. Is it the right one ?"

The frustration of many parents of mentally handicapped children 

is summarised in this mother's conclusion:

"I have had to fight for any help and advice and can get none 

at all for myself to help me understand him and deal with him”.
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CHAPTER FOUR

Conclusion

When reading through the responses of 441 families with a mentally- 

handicapped child to a lengthy questionnaire it quickly becomes apparent 

that every family is different. Some of the differences are obvious 

and statistically predictable; age of children, number of children, 

handicapped child’s position in the family, etc. The other differences 

are those due to the fact that no two people are alike in all respects 

and that every family reacts differently to what may appear to be 

similar circumstances.

It is important not to lose sight of the great variety of response 

gained from asking questions about caring for a young mentally handicapped 

child in a family, and that recommendations made should try to provide 

as many approaches to their problems as possible.

One aim of the present study was to see whether it was possible 

to find out from parents of mentally handicapped children what their 

needs and problems were. The use of the questionnaire to gain detailed 

information from a large number of families has shown that parents of 

mentally handicapped children can and will respond. In many cases 

parents wrote extra explanatory comments. Almost all the parents 

responding answered almost all the questions, and several wrote additional 

letters offering to answer extra questions or to amplify answers still 

further.

It wuld be argued that those who replied were not necessarily 

typical parents since they had decided to answer the questionnaire which 

was of no obvious or direct benefit to them. The parents who answered 

may well have been those most keenly concerned about their situation in 

having a mentally handicapped child at home, but the analysis of their 

social class background suggests that they were not particularly from 
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one section of society. Even if they are an especially articulate group 

of parents of mentally handicapped children it cannot be argued from that 

that their views are untypical. In any case the wide range of needs and 

thoughts expressed must be emphasised and no single answered 

questionnaire taken on its own could be considered as typical of the 

whole set.

For the parents, the diagnosis of a handicapping condition in their' 

child should include more than a statement of a clinical name or common 

euphemism for their child’s disability. They need from that moment on 

to be helped towards adapting their lives to cope with the special demands 

that their child will make. In most cases it would be best if both 

parents could attend any professional consultation concerning the child. 

The parents should be encouraged to ask questions, to express their 

feelings, and to receive practical and relevant advice from the 

professional people who should be working alongside them as a team in 

the interests of the child and his family.

It might be useful to some parents if the doctor or other 

professional person could send a letter after an interview summarizing 

the main points made both to ensure that progress is recorded and to 

remind the parent of any action they may have been recommended to take.

In 1974 a London borough, Camden, produced its own handbook for 

parents with a handicapped child. It is a very comprehensive guide to 

all the servicesand organisations in that area, carefully arranged and 

indexed to tell parents where help and advice can be obtained. Several 

other councils are now to be commended for following Camden’s example 

in this respect. More recently the same authors, Stone and Taylor, have 

produced a widely available paperback which is an annotated directory 

of organisations concerned with a broad range of handicaps.

Such literature should be made available to the parents as soon as 

a diagnosis is made. They should immediately be informed of both 

professional and voluntary sources of help and, more personally, of 

addresses and telephone numbers of people to whom they can apply for help 
when they feel they need it.
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The Institute for Research into Mental and Multiple Handicap 

(1976) produced a very useful list of books designed for parents of 

a mentally handicapped child. This they advertised in the British 

Medical Journal in the hope that doctors would obtain copies to pass 

on to patients' families, but in the first few weeks after publication they 

received only two enquiries about the list from doctors. Since it is 

to the general practitioner that most parents of mentally handicapped 

children go first when they have a problem it is imperative that the 

family doctor has as much information as possible both for his own 

practice and to direct parents to other sources of help.

The Department of Health and Society Security introduced an 

attendance allowance on 6 December 1971» when one rate was paid with 

no explicit day and night conditions implied. The two rates, higher 

rate and lower rate, were introduced on 4 June 1973» where conditions 

©f z,i) day and night or (ii) day or night respectively were implied. 

The Department of Health and Social Security do not publish figures 

indicating how many mentally retarded children in particular have 

received these allowances since their introduction but the figures 

referring to mentally disordered children are as follows

1973 1974 1975 1976

Higher

Rate

Lower

Rate

Higher

Rate

Lower

Rate

Higher

Rate

Lower

Rate

Higher

Rate

Lower

Rate

2-15
(inclusive) 10,144 5,108 10,032 7,417 9,920 9,296 9,425 11,458

These figures refer to the number of mentally disordered children 

receiving the allowance at the end of'December of the year stated. They 

show a slight decline in the number of mentally disordered children 

receiving the higher rate attendance allowance as time has gone on but 

an overall increase of more than 5,500 between 1973 and 1976. Mental 

disorders here include psychoses, neuroses, personality disorders and 

non-psychotic mental disorders as well as mental retardation.
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These allowances are welcome practical help to parents caring for 

a mentally handicapped child at home. It is to be hoped that they will 

be made even more widely known so that all eligible children and their 

families may benefit from them.

Having a mentally handicapped child makes many parents feel there 

must be things they could do which would help their child. They very 

often then start a long search for help. Such a search is probably 

often without results because the parents do not know what they are 

looking for, and thus are unlikely ever to feel they have found what 

is needed. Their specific problems change as time passes and are 

different for every family. Many parents in the study referred to 

problems they had had in the past and with which they had received no 

help. Sometimes time had solved the problem. In other cases it seemed 

that any frustration the parent had felt was only enhanced by 

experiencing apparent isolation in their difficulties.

The findings of this study are mainly in agreement with the ideas 

behind recently published recommendations and thus provide additional 

support for those recommendations. For example, the study shows that 

people feel a need for someone to whom to go when they want help and 

advice. Most parents of mentally handicapped children have some idea of 

who they would approach with problems,but by no means all parents have 

been satisfied with the help and advice forthcoming from these sources. 

It would seem logical to introduce into the structure of the social 

services an officer whose task would be to support such families, and 

to whom the parents would feel they had a right to go at any time during 

their child’s life with any problems they might have.

The Bromley Society for Mentally Handicapped Children (1975) 

recommended the introduction of "specialist officers, trained in helping 

the mentally handicapped and their families" to provide what they refer 

to as a "Family Support Service". They made several important points 

about the function of such officers, notably that it should be their
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obligation to contact the family and make their services available at 

any time when the family needed them. The Bromley Society thus 

advocated a service which would ensure that the family coping with a 

mentally handicapped child would not have the extra burden of having to 

go out to look for advice when their problems had reached some kind of 

crisis. The contact with someone offering help would already have been 

made and the parents would, it is hoped, ask that person for help from 

time to time and receive whatever help was available.

The Bromley Society further recommended the establishment of 

machinery "to provide more effective liason between paediatricians, 

G.P.'s, health visitors and social workers, so that support for the 

family is automatically provided from the time the diagnosis is made". 

At a time of national economic stringency such a measure may be more 

practical than that of providing a new type of specialist. The present 

study indicates that parents would certainly welcome more such liason, 

especially if it also included teachers, and the parents themselves.

A discussion paper was introduced by the King's Fund Centre after 

a workshop organised jointly by the Association of Professions for 

the Mentally Handicapped, the Institution of Mental Subnormality and 

King Edward’s Hospital Fund for London in March 1976. The workshop 

included parents and professionals who were seeking to clarify the 

kind of services needed by parents and their mentally handicapped 

children and how such services could be developed. They concluded 

among other things that there was a need for a multi-disciplinary 

team of professionals to whom the parents should have access. They 

suggested that services should be so organised that parents need only 

"knock on one door" for help: "In every district there ought to be 

some location to which parents may go for advice and support". They 

suggested this might be a voluntary centre or a specialist social worker.

The recommendations of the Court Report on Child Health Services, 

if implemented, would certainly fulfil the wishes of the King’s Fund 

Centre workshop. The Court Report (1976) states that "parents need 

constant and ready access to experienced professional staff", and that 
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"all handicapped children need continuing surveillance after initial 

diagnosis and assessment". They propose that these needs should be 

met by the introduction of a 'primary health care team' including a 

General Practitioner Paediatrician and a Child Health Visitor both of 

whom would have been trained to help families with handicapped children. 

In addition there would be a District Handicap Team in each health 

district, serving a population of about 240,000 people, of whom 60,000 

would be children from birth to fifteen years old. A District Handicap 

Team would be headed by a Community Consultant Paediatrician, with a 

nursing officer for handicapped children, a specialist social worker, 

a psychologist and a teacher. This team would offer a diagnostic, 

assessment and treatment service for, among others, severely handicapped 

children.

The Court Report introduces a more radical idea than it provides the 

means to implement when it says of parents that they

"frequently feel excluded from the treatment regime, caretakers 

of the child rather than partakers in his treatment... Successful 

care within the family would be much easier if the potential 

contribution of parents to assessment and therapy were more widely 

recognised and welcomed" (italics mine)

The King's Fund Centre paper stresses the important place of the 

parent in a team discussing his child, not only to raise his problems 

and obtain help but to help to provide some of the answers for which 

the team are looking.

Indeed it is arguable that the parent of the mentally handicapped 

child is the expert about his own child. The parent may not immediately 

be able to give an exact answer to a direct question without notice, but 

the mother has usually had far more experience of the mentally handicapped 

child's behaviour than any other adult, and for this reason the parent's 

opinion should be asked for more frequently than it is at present. In any 

case as long as it continues to be the parents' responsibility to care 
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for their mentally handicapped child at home from day to day, their 

point of view about that child is the one that will have most influence 

on the child's development.

The Association of Professions for the Mentally Handicapped, which 

has about 800 members including teachers, doctors, psychologists, 

nurses and physiotherapists, has recently decided to accept parents as 

full members. Professor Peter Hittier told the Association's annual 

conference at York in July 1977 that services for the mentally handicapped 

should be more accountable to patients, their families and the general 

public.

O'Dell's (1974) review of the possibilities of training parents in 

behaviour modification concludes that this is a promising approach to 

help them cope better with the mentally handicapped child at home. 

O'Dell comments on the lack of data so far available concerning the 

production and maintenance of changes in the parents' behaviour to 

their child. He considers research has focussed too much on the 

children and that the inter-relationships between parents and child need 

further examination. However, behaviour modification training for 

parents seems to be an approach to be more fully explored since it so 

closely involves the parents and uses their knowledge of the child.

Cunningham and Jeffree (1975) organised workshop courses for 

parents of pre-school mentally handicapped children with the aim of 

providing parents with information concerning ijha^.they could do 

positively to help their handicapped child. They emphasised the fact 

that each parent, family, household, handicapped child and problem is 

different and needs flexibility of approach. The parents were trained 

to observe and assess the child's needs and abilities so that they could 

set definable objectives for their task of modifying behaviour. Such 

training courses are now ever-increasing and are frequently being 

organised and conducted by educational psychologists.

In this study, one of the most frequently mentioned problems 

arising from caring for a mentally handicapped child at home was that 

of speech development. Help with teaching the child to talk was very 
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often requested in the extra comments written on the questionnaires. 

More than half the sample children were not able to ask questions. 

Only 34$ of the sample felt they did not need any help with their 

child’s speech.

The rate of development of speech is one of the most obvious 

differences between the mentally handicapped and the normal child. 

If the mentally handicapped child cannot learn to communicate his basic 

needs in words and to respond to at least a simple level of conversation 

he is unlikely ever to be able to cope with any kind of normal life in 

the community at large.

This study clearly shows that there is a great demand from the 

parents of mentally handicapped children for help with speech. This 

means that there is a great need for more speech therapists for mentally 

handicapped children. Since the publication of the 'Quirk Report (1972) 

there has been an increase of some 60$ in the number of training places 

for speech therapists; from 254 in October 1972 to 410 in October 1974 •

As there are still very few speech therapists and they work mainly 

through schools, something else has to be done to help parents of very 

young mentally handicapped children with this problem. Most parents, 

even with normal children, have very little idea of how to encourage 

their child's efforts to express himself verbally at any stage of 

speech development. At the very least, every parent whose child has been 

diagnosed as having any form of mental handicap should be made aware of 

the need to give extra attention to speaking to the child and helping 

him in language development, from the earliest time possible. Jeffree 

and McConkey (1976) have many practical suggestions for parents, of 

games and activities to stimulate language development from stage to 

stage in their book, Let me speak.

Interest in recently developed sign language systems is increasing 

and schools are beginning to introduce the use of, for example, the 

Paget-Gorman Sign System, and the Bliss symbol system. Parents need 

to be informed about these systems and to be encouraged to use them at 
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home as well as at school.

It would be beneficial to mentally handicapped children if 

individual programmes, based on their current levels of attainment, 

were being followed by all those involved in their care: parents, teachers, 

play-group leaders etc. For instance, if a child were considered to 

be ready to be toilet-trained, a method of procedure should be agreed 

and used by all the adults concerned, to ensure the maximum achievement 

with minimum confusion to the child. Those who were used to dealing 

with mentally handicapped children in groups would need to change their 

approach. They would need to learn to see each child as a unique 

person needing individual treatment, like a patient in a hospital ward. 

As the King’s Fund Centre paper puts it, "The key question is: What’s 

best for this handicapped child today ?”

The Court Report aims to provide an atmosphere in which more 

training will be given so that doctors and health visitors are better 

equipped to look out for children whose mental handicaps have not been 

diagnosed at birth. Perhaps such personnel will have more time in 

which to investigate and deal with any anxiety on the part of a mother 

about her child. Too many mothers have been told glibly "You're 

worrying about nothing. Come back in six months". A cause for the 

anxiety should be sought, and in many cases factually based reassurances 

that all is within the bounds of normality will be enough, but if there 

is the slightest hint that something is wrong it should be investigated 

so that appropriate help can be given as soon as possible.

There is a need for more kinds of short-term care to be made 

available to enable parents to choose, when they wish it, an appropriate 

enviroment in which t6 leave their child for a night, or a week-end or 

a week at a time. The Court Report recommends the provision of about 

ten beds per district for the short-stay residential treatment and care 

of severely retarded children with psychiatric problems, and suggests 

that
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"severely mentally handicapped children requiring short-stay 

hospital care for other reasons should normally be admitted 

to the ordinary paediatric wards in the District General Hospital".

As far as long-term care is concerned, this study would support the 

Court Report's recommendation of places being made available in local 

authority children’s homes, in the children's department of the District 

General Hospital or in residential home units, as most parents of 

mentally handicapped children are very unhappy to think their child 

may spend many years in a large institution away from the general 

community.

The ideal enviroment in which to live for a mentally handicapped 

cljild, as for a normal child, is the security of a stable family home. 

Institutionalisation is not an attractive alternative, neither to 

society, for financial reasons, nor, in most cases, to the family. 

But while a young mentally handicapped child lives at home his parents 

will almost certainly need outside help and support at one stage or 

another. Such families, when asked, can articulate their needs and 

problems. They should be located and offered all the help that can be 

made available to them.
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QUESTIONNAIRE

Name of town
Date of birth of handicapped child
Age of child now
Sex: Male/Female
How many older brothers does he have ?
How many older sisters does he have ?
How many younger brothers does he have ?
How many younger sisters does he have ?
How old was your youngest child when your handicapped 

child was born ?
How old was your handicapped child when your next child 

after him was bom ?
How old is the mother now ?
What was her former occupation ?(as much detail as possible)
Is she a full-time housewife ? Yes/No
If she is not a full-time housewife, please state her job.
Is she working part-time ? Yes/No
Is she working full-time ? Yes/No
How old is the father now ?
What is his occupation ?(as much detail as possible)
Is he away from home at all, except just during the day ? 

Please tick appropriate box.
a) Home every night
b) Up to two nights away per week
c) Three or more nights away per week
d) Normally away
e) Separation
f) Divorced
g) Deceased
h) Other (please say what)

Does he work shifts ? Yes/No
Do you live in

a) a whole house
b) a house shared with others
c) a bungalow
d) a self-contained flat upstairs
e) a self-contained ground-floor flat
f) rooms
g) other (please say what)
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Are your toilet facilities
a) upstairs
b) downstairs
c) outside

Are your toilet facilities convenient for your handicapped 
child to use ? Yes/No

Do you share your toilet facilities with anyone outside
your immediate family ? Yes/No

Do you have a bathroom ? Yes/No
Is a garden or yard available for play in safety ? Yes/No
Do you have a washing machine ? Yes/No
Do you have a spin drier ? Yes/No
Do you have a room to dry clothes easily ? Yes/No
Please tick if your handicapped child has any of the following 

special clothes or equipment:
a) nappies (if over 4 years old)
b) special boots
c) calipers
d) eye patch for a squint
e) glasses
f) hearing aid
g) wheelchair
h) frame-walker with wheels
i) frame-walker with legs
j) baby-bouncer
k) specially made seat or chair
l) toilet seat
m) other (please say what)

Can he use a potty/the toilet when placed on it ? Yes/No
Can he go to the toilet alone ? Yes/No
Does he have trouble moving his bowels ? Yes/No
Is he dry during the day if toileted frequently ? Yes/No
Can he tell you when he needs to go to the toilet ? Yes/No
Does he wear nappies during the day ? Yes/No
Does he wear nappies at night ? Yes/No
Does he sleep at all during the day ? Yes/No
Does he

a) sleep alone at night

b) sleep with brothers or sisters
c) sleep with parents

Does he have medicine to help him to sleep ? Yes/No
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Does he have a dummy to suck in bed ? Yes/No
Does he have a toy to cuddle in bed ? Yes/No
Does he settle to sleep within an hour of going 

to bed ? Yes/No
Does he

a) sleep through the night usually
b) wake once or twice a night, needing attention
c) have to be attended to more than twice a night

Does he wake and demand attention before 7 o'clock in 
the morning 1 Yes/No

Is your handicapped child
a) a good eater
b) sometimes eats well
c) finicky over food

Can he chew ordinary food ? Yes/No
Can he swallow ordinary food ? Yes/No
Is he

a) completely bottle fed
b) takes liquids and purees only
c) takes minced or mashed food only
d) takes ordinary food

Does he
a) feed himself
b) can feed himself but slowly
c) can feed himself but messy
d) mother feeds him for speed
e) mother feeds him to save spills
f) mother has to feed him

Please tick if he can
a) drink from an ordinary cup
b) hold an ordinary cup
c) use an ordinary spoon
d) eat with a knife and fork

Does he usually eat his meals with the rest of
the family ? Yes/No

Are you satisfied with his table manners ? Yes/No
Have his teeth come through decayed ? Yes/No
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Does he have convulsions ?
No
Isolated
Monthly- 
Weekly 
Daily
If yes, are they
a) mostly severe
b) occasionally severe
c) never severe

sight normal as far as you know 
hearing normal as far as 
feel pain ? Yes/No 
tell you in any way when

, ma-ma, ba-ba

? Yes/No 
you know ? Yes/No

he has 
etc ?

a pain ? Yes/No 
Yes/No
? Yes/No
Yes/No

Is his
Is his
Can he
Can he
Does he say da-da

i he say only 4 or 5 different words
i he say up to 20 different words ?
i he use short phrases eg. ’Daddy gone’, 'want a 
ride' ? Yes/No

Does he ask questions ? Yes/No

Can
Can
Can

Does he turn his head towards new sounds ? Yes/No 
Please tick if he

a) responds appropriately if you say
'where's the clock' ?

b) responds to directions eg,'touch the brick'
c) responds to easy requests eg. 'give me the brick' 

Please tick if he can
a) lift his head
b) sit only with support
c) sit alone
d) pull himself up to stand
e) creep or crawl about
f) roll over
g) walk only with aid
h) walk alone
i) negotiate steps
j) walk out-doors only with an adult
k) walk out-doors alone
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Please tick if he is spastic or paralysed in his
a) right arm
b) right leg
c) left arm
d) left leg

Please tick one category for each problem
I need a I need I need
great deal some no help
of help help

Sleep pattern
Feeding
Sitting up
Bowel & bladder

training
Walking
Talking
Dressing
Common ailments

eg. colds
Childish

illnesses
Coping with

convulsions
How old was he when you were first told he might be 

handicapped ?
a) warned before birth
b) less than one week old
c) less than one month old
d) between one and three months old
e) between four and six months old
f) between seven and nine months old

g) between ten and twelve months old

h) between thirteen and eighteen months old
i) eighteen months to 2 years old
j) 2 years but under 3
k) 3 years but under 4
l) 4 years old but under 5
m) 5 years old but under 6
n) 6 years old but under 7
o) 7 or over

Do you think you were told early enought ? Yes/No
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Who first told you he might be handicapped
a) midwife
b) general practitioner (family doctor)
c) health visitor
d) consultant paediatrician
e) clinic doctor
f) other (please say who)

Did you suspect he might be handicapped before 
anyone told you ? Yes/No

To whom did you first take him when you suspected ?
a) general practitioner
b) clinic
c) asked health visitor
d) specialist in a hospital
e) other (please say who)

Were you told any of the following when you voiced 
your suspicions ? Please tick any which apply
a) He’ll grow out of it
b) He’s a late developer
c) There’s nothing wrong with him
d) Come back in a few months' time
e) Nothing at all
f) Immediately given help and advice
g) Other (please say what)

Were you told any of the following when you were first 
told has was handicapped ?

a) we can do nothing for him
b) he will learn, but very slowly

vc) put him into residential care
Has your child been diagnosed as having any of the 

following ? Please tick any which apply
a) mongol (Down's syndrome)
b) cerebral palsy ('spastic’)
c) brain-damaged
d) phenylketonuria
e) hyperactive
f) autistic
g) epileptic

h) spina bifida
i) physically handicapped
j) mentally handicapped

k) multiply handicapped
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l) deaf
m) partially sighted
n) blind
c) other (please say what)
р) not diagnosed

Have you tried to find out any more about other 
children like him ? Yes/No

Please tick on this list the societies you know of: 
National Society for Mentally Handicapped Children 
National Association for Mental Health
Spastics Society

Do you attend meetings of such societies ?
a) no
b) yes, regularly
с) yes, sometimes
d) yes, but with difficulty

Have such meetings helped you in any of the following 
ways ? Please tick boxes which apply
a) introducing to other parents of 

handicapped children
b) giving you advice on handling your child

c) providing practical help eg. baby sitting
d) lending books
e) telling you sources of information
f) interesting you in the needs of handicapped 

children
g) in other ways (please say what)

Please tick any of the following you have found 
helpful
a) books about handicapped children
b) television programmes
c) radio programmes eg. Woman’s Hour
d) leaflets published by NSMHC
e) leaflets published by NAMH
f) other sources (please say what)

Has your family doctor helped you with him ? Yes/No 
Has your contact with a Health Visitor for him been

a) very satisfactory
b) adequate
c) not good at all
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Has she helped by
a) listening to you Yes/No
b) understanding your problems Yes/No
c) giving you practical help 

and advice
Yes/No

Have you been in touch with any of the following
to help you with him ?
a) consultant Yes/No
b) physiotherapist Yes/No
c) speech therapist Yes/No
d) psychologist Yes/No
e) psychiatrist Yes/No
f) hospital social worker Yes/No
g) Medical Officer of Health Yes/No
h) Mental Welfare Officer Yes/No
i) Child Care Officer Yes/No
j) Ministej' of a church Yes/No
k) faith healer Yes/No
1) any other (please say who) Yes/No

Has he been tested by an educational psychologist ? Yes/No 
Did he give you any advice or help ? Yes/No
Do you know if his Intelligence Quotient (I.Q.) is:

a) 0 - 25
b) 26 - 50
c) 51 - 70
d) 71 - 100
e) not known

Please tick if he attends any of the following at the 
moment :
a) a play group for handicapped children
b) a play group for normal and handicapped children
c) a nursery
d) a day centre
e) a normal school
f) a special school
g) does not attend any organised group of children
h) other (please say what)

Does he attend
a) once a week ?
b) twice a week ?
c) three times a week ?
d) four times a week ?

e) five times a week ?
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for
f) mornings only ?
g) afternoons only ?
h) all day ?
i) five day board ?

Is transport a problem for this ? Yes/No
Does attendance at the group help him ? Yes/No
Has it made him

a) more sociable Yes/No
b) more independent Yes/No

c) more manageable at home Yes/No
d) more alert Yes/No

Does it help you by :
a) giving you time for housework Yes/No
b) giving you social contacts Yes/No
c) seeing him make progress Yes/No
d) giving a source of help

and advice Yes/No
Who would you ask first for advice and help with him

if you needed it today ?
a) family doctor
b) health visitor
c) physiotherapist
d) paediatrician
e) Mental Welfare Officer
f) Minister of a church
g) would not ask anyone
h) other (please say who )

Have you discussed the question of having more children
after your handicapped child with :
a) family doctor Yes/No
b) gynaecologist/obstetrician Yes/No
c) paediatrician Yes/No
d) husband Yes/No
e) relatives Yes/No
f) friends Yes/No
g) others (please say who) Yes/No

Has having a handicapped child changed your feelings about 
having more children in any way ? Yes/No

Please tick whichever category applies to you:
a) you would like/have had another child
b) you would like/have had more than one

other child
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c) you have decided not to risk having
another handicapped child

d) you have decided not to have another
child who might suffer by having a 
handicapped brother or sister

e) you did not want any more children anyway
g) you are undecided at the moment

Does your husband agree about this ? Yes/No
Do you think it is harder to have a mentally 

handicapped boy than a mentally handicapped girl ?
a) girl harder
b) boy harder
c) no difference

Please say why........................................................................
Have your relatives accepted him ?

Yes: Some have: No:
Do they help you with him in any way ? Yes/No

Do you feel having a handicapped child has cut you 
off from your neighbours ? Yes/No

Do the attitudes of strangers to him, or their remarks, 
hurt you at all ?
a) yes
b) no
c) sometimes
d) less now than they did

Have you found comparing him with other children 
has hurt you at all ?
Have never done so: Yes: No:

Is he a happy child ? Yes/No
Do you make allowances for his handicap in 

disciplining him ?
Sometimes : Yes : No :

Are your other children jealous of the attention 
he gets ?
No other children: Yes; No:

Have you told them
a) as much as you know of his handicap
b) that he will only learn slowly
c) that he is no different from them
d) nothing to suggest he is handicapped
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How often does he fly into tempers or scream if he 
doesn't get his own way ?
a) rarely or never
b) occasionally
c) about once a day
d) several times a day
e) constantly

Are these tantrums associated with frustration
through not being able to communicate through 
speech ?
Sometimes: Yes: No:

In a tantrum, does he
a) scream Yes/No

bite Yes/No
lie on the floor Yes/No
kick Yes/No
hit out at other people Yes/No
tear up paper or clothing Yes /No
damage furniture Yes/No

h) sob
When he has a tantrum, do you first

a) cuddle him
b) leave him alone where he is
c) remove him to another room
d) smack him
e) shout at him
g) other (please say what)

Do you try to avoid upsetting him ? Yes/No
Do you allow him to become upset and then calm 

him later ? Yes/No

How long can your child remain unattended ?
a) cannot be left
b) a few minutes and then looks for mother
c) a few minutes and wants a change of occupation
d) ten minutes
e) ten minutes to half an hour
f) more than half an hour

Does he persistently run away, or out into the street? Yes/No
Can he appreciate dangers, eg. fire, gas, taps, electric 

points ? Yes/No
Do you have to leave some possibly dangerous jobs, eg, ironing, 

until he is in bed or elsewhere ? Yes/No
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Do you leave some household cleaning jobs, because of 
your handicapped child, longer than you would like ? Yes/No 

When shopping do you
a) leave him with your husband
b) leave him with a neighbour
c) take him, with no problems
d) take him, but find it very difficult
e) never go shopping yourself

Does his father play with him
a) more than with other children
b) less than with other children
c) same as with other children
d) not at all
e) no other children
f) no father at home

Does his father change his nappies ?
No longer has nappies: Yes: No:

Does his father ever take him out without his 
mother ? Yes/No

Does his father ever feed him ?
Child feeds himself: Yes: No:

Is his father firmer with him than his mother
is ? Yes/No

Do both parents generally agree on how to bring

him up ? Yes/No
Who would look after him if his mother had to go away 

in an emergency, eg. into hospital ?
a) father
b) grandmother
c) aunt
d) older brothers or sisters
e) neighbour
f) other (please say who)

Do you and your husband ever manage to leave him (and
your other children) so that you can both go out together ?
a) once a week or more
b) once a fortnight
c) once a month
d) seldom
e) once or less a year
f) no husband
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Do you then have, usually
a) a paid baby-sitter
b) an unpaid baby-sitter
c) a relative baby-sits
d) neighbour listens
e) other children responsible
f) nobody responsible

How often does his mother go out for pleasure alone
eg. with friends, to the cinema etc.
a) at least once a week
b) at least once a month
c) less often
d) never

How often does his father go out for pleasure alone
eg. to the pub., football etc.
a) at least once a week
b) at least once a month
c) less often
d) never

Have you had a holiday since he was born ? Yes/No
If yes, did the whole family go away ? Yes/No
What kind of accommodation would you choose for a family 

holiday with him ? Please tick one:
a) hotel
b) boarding-house
c) flat
d) caravan
e) would not go away

Would you let him go on holiday with other handicapped 
children ?
Later on: Yes; No:

Is his mother’s state of health :
a) good generally
b) moderate
c) run-down
d) poor

Does she get very depressed

a) never
b) sometimes
c) frequently
d) always

Does she
a) ever worry so much she can't sleep Yes/No
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b) never relax, always 'on the go'
c) complain of frequent headaches
d) ever take sleeping tablets
e) ever take tranquilisers
f) have tonics from the doctor

Yes/No 
Yes/No 
Yes/No
Yes /No
Yes/No

Has his mother become, since he was born
More Less Same

Patient
Worried
Healthy
Forward looking
Nervous
Happy
Religious
Please tick one box for each category

Does she get along with her husband, since the handicapped 
child was born ?
a) better
b) less well
c) the same
d) no husband
e) separated, partly because of the child

Would you allow him to go into residential care
a) permanently when older, definitely
b) permanently at once if a place were available
c) for a temporary stay to give you a rest
d) only as a last resort
e) under no circumstances

Do you and your husband agree about this ? Yes/No
What do you think will happen to the child in the future 

if either or both parents die ?
a) permanent residential care
b) sheltered hostel
c) relatives will care for him
d) hope he will be able to look after himself
e) do not think about it
f) don't know
g) other (please say what)

Is the question of his future
a) no problem
b) a major worry
c) a cause of family conflict

d) a worry, but a solution has been accepted
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Do you have any questions about him which no-one has 
answered ?

Is there any help you haven’t had and would like ?

What are the hardest things for you about having a 
handicapped child ?
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