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PREFACE 

The care of people with intellectual disability has evolved, at an increasing pace, down 

through the centuries. Attitudes have changed from that of shame and the hiding away 

of people with intellectual disability from the general community, to one of open 

discussion of their needs. Nowadays their participation in the local community is being 

encouraged to the maximum. However, there are still many areas of service delivery 

whi,ch fall short of that considered necessary for the optium care of those with 

intellectual disability. 

This study was undertaken against a background of increasing awareness of the 

importance of the integration of individuals with .intellectual disability into the general 

community. It is desirable that health services should be matched to the local health 

needs. These services should be developed in a structured and orderly manner as 

resources become available and be based on objectively compiled data. The findings 

of the study should be of value to those with responsibility for planning residential and 

community services for those with intellectual disability both in the South Eastern 

Health Board region and nationally. 
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INTRODUCTION 

Intellectual disability has been defined as a condition of arrested or incomplete 

development of the mind affecting learning and social adjustment1,2,3,4. As far back as 

the 1400's "idiocy" and later "cretinism" were the terms used to describe this 

disability5,1. By the 1960's the term mental handicap had become widely accepted in 

Europe, while mental retardation was the term generally used in the American 

literature. The 1990 report of the Department of Health Review Group on Mental 

Handicap Services discusses terminology and says no widely accepted alternative to 

"mental handicap", which now has a stigma attached to it, is available6. This report 

goes on to say that ideally it is people's attitudes to the condition that need to change 
'.~ 

but that terminology has significance both for the morale of the individual so described 

and for the community's perception of that individual. The review group suggests that 

formal debate should take place among the interested groups with a view to arriving at 

a consensus and that until this is achieved the term "intellectual disability" should be 

used as a working alternative. Throughout this study, the term intellectual disability 

will be substituted for the term mental handicap except where quoting from an author 

or when referencing a source. 

Implicit in the definition of intellectual disability is a continuum of severity of 

involvement ranging from mild to profound. The degree of cognitive intellectual 

disability is estimated by the Intelligence Quotient, (IQ)'. The classification 

recommended by the World Health Organisation following psychological assessment 

ofan individual is, mild (IQ = 69-50), moderate (IQ = 49-35), severe (IQ = 34-20) and 

profound (IQ <20) intellectual disability 4. 

Improvement of services in the community has enhanced the quality of life for people 

with intellectual disability and has eased the burden of caring experienced by the 

families8. This study focuses on residential care services where demand seems to 
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outstrip the supply giving rise to long waiting lists for placements. It is a widespread 

view that severity of intellectual disability is the primary reason for admission to 

residential care9. 

It was the personal experience of the author that many other factors were frequently 

involved and that requests for residential care appeared to arise almost always because 

of crisis situations, rather than as a result of a planned process. Further development 

of community services and residential care services was envisaged by the National 

Health Strategy Report "Shaping a Healthier Future; A Strategy for Effective 

Healthcare in the 1990'S"10, 

This study was undertaken with the overall aim of providing information relevant to 

the planning of community. and residential services for individuals with intellectual 

disability, with particular regard to the South Eastern Health Board region. 

The primary objective of this study was to determine iffactors other than the degree of 

intellectual disability, caused parents to opt for residential care for their child with 

intellectual disability. The secondary objectives were to evaluate the perceived 

usefullness of services and to identify unmet needs and thereby make recommendations 

for the planning of residential and community based facilities to meet these needs on a 

priority basis. 
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SUMMARY 

Services for the intellectually disabled are undergoing review and expansionlO in the 

South Eastern Health Board region, as in the rest of the country. 

This study was undertaken to determine what factors other than degree of intellectual 

disability influenced parents to opt for residential care for their child with intellectual 

disability and to suggest how the service might best respond to priority needs. 

The South Eastern Health Board region has a population of approximately 2,743 

intellectually disabled individuals including those with a mild degree of impairment 11. 

Or,these, 23% are in residential care within the region I 2. Although appropriate 

community services have increased over recent years there remains a constant demand 

on the available residential places. 

A case control study design was used to determine which factors may precipitate the 

decision to admit a child with intellectual disability to residential care. Individuals 

admitted into residential care between 1988 - 1993 were compared to individuals, 

matched for degree of intellectual disability, age, sex and county of residence, who 

were still living at home. Data were collected using an interviewer administered 

questionnaire. The mother of each study subject was interviewed by the author. Data 

were collected on the following factors: accessibility to services; social competence of 

the son/daughter; family support networks; stress in the family; perceived usefulness of 

services and the reasons why parents opted for residential care. 

Cases and controls were found to be similar in many respects including access to 

services, family support networks, and their use of most services. However, 

individuals in residential care were found to be more likely than controls to require 

assistance with dressing, feeding and toiIeting, and to exhibit socially difficult 

behaviour such as temper tantrums, overactivity and inappropriate sexual behaviour. 

The mothers of those in residential care were more dissatisfied with the amount of help 
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they received from their support network, made more use of respite care and found 

speech therapy and physiotherapy services less useful than mothers of controls, The 

mothers of those in residential care reported a reduction in their stress levels following 

admission of their child to residential care, 

Services found particularly useful by the parents were special schools and workshops 

in the locality with back-up from professional staff, Respite care, regular help in the 

home as well as help for mothers in the home at a time of crisis were highlighted as 

being particularly highly valued and further expansion of these services would be 

welcomed, Services identified for further development in the South Eastern Health 

Board region included counselling services for families, parenting courses, services for 

individuals with challenging behaviour and specialised dental services , 

When mothers were asked to give reasons which precipitated admission of their child 

to residential care, difficult behaviour on the part of the child was mentioned by 32% 

and advancing age of the parent by 26%, both of which are often associated with crisis 

situations. Twenty-two per cent of respondents indicated that the child was admitted 

as a result of forward planning by the parents. 

Review of past and present services together with the identification of currently unmet 

needs form the basis for the local development of services. Results of this study 

should prove valuable to those entrusted with the planning of services for the 

intellectually disabled as we approach the year 2,000. 
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1.1 

CHAPTER! 
LITERATURE REVIEW 

HISTORY OF SERVICES FOR INDIVIDUALS WITH 

INTELLECTUAL DISABILITY IN IRELAND 

Many changes have occurred in the services for the intellectually disabled in the 

Republic of Ireland, as elsewhere, over the last fifty years. It is appropriate here to 

trace the history of the evolution of these services. In the early 19th century the 

psychiatric hospitals came into being and it was envisaged that they be used to meet 

the needs of both the psychiatrically ill and those with intellectual disability. However, 

few of the intellectually disabled were admitted into these hospitals in the 1800's. The 

majority remained at home, being cared for, as best. they could, by their families. The 

more troublesome cases tended to find their way into the local workhousesll. Most of 

the workhouses were dismantled in the 1920's. 

In 1869 Stewart's Hospital was founded for those with intellectual disability who were 

considered "capable of improvement" ll . This was the only special institution for the 

intellectually disabled prior to 1922, when Ireland became an independent state. In 

1926 a voluntary institution was set up by the Daughters of Charity at Navan Road, 

Dublin. The Brothers of Charity built another institution at Lota, Cork in 1939. Both 

these residential centres were segregated reflecting the values and attitudes of the time. 

1.2 EPIDEMIOLOGY OF INTELLECTUAL DISABILITY 

Attempts at epidemiological data collection in relation to the intellectually disabled 

dates back to 1811 when Napoleon ordered a census of 11 cretins 11 , but little came of 

thisl. Much research has gone on since then, especially in the last few decades. From 

the clinical, budgeting and planning standpoints, it is important to have accurate 

estimates of the prevalence and incidence of individuals with intellectual disability 

within a given populationl. 
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There are difficulties with collecting and maintaining complete data on the 

intellectually disabled. For example, birth notification data is a key source of 

infonnation on those with intellectual disability but not all conditions contributing to 

intellectual disability are diagnosed at birth. Keeping the infonnation in a suitable 

fonnat so that it is accessible on an individual basis has been done by the setting up of 

manual registers in many Community Care Areas since 1979. Computerisation of the 

records was started in areas of the Western Health Board region in 1981. Since 1989 

the South Eastern Health Board region has computerised the records, as a pilot 

project. Currently, a national computerised data base of individuals with intellectual 

disability is in the process of being developed. 

The Census of Mental Handicap of 1974 and 198}l4 provide valuable data on people 

with intellectual disability in the Republic of Ireland. The total number of cases, which 

included the mildly affected, was 22,979 in 1981. The number of moderate, severe 

and profoundly intellectually disabled combined, increased from 11,256 in 1974 to 

12,304 in 1981, but given the population increase during that period the prevalence 

rate dropped slightly from 3.8 and 3.611,000 total population respectively. In 1974, 

56% of those with moderate, severe and profound degrees of intellectual disability in 

the Republic lived in residential care, falling to 500/0 in 1981 14 . Higher rates of 

intellectually disabled individuals were seen in the west of Ireland. Higher migration of 

the more intellectually able people and higher maternal age seen in rural areas in the 

west of Ireland have been proposed as possible explanations for this latter trend1S. 

According to Munro1, the peak age prevalence of those with intellectual disability is in 

the mid teens and early twenties. There appeared to be a higher prevalence rate in the 

lower social class groups, especially of the mildly affected. He found the prevalence 

rate of the more severely intellectually disabled was independent of socio-economic 

status. Minority races, such as the black population and the Mexican-Americans in the 

United States, have a higher prevalence of intellectually disabled than found in the 

general populationl , Munro found that children from rural communities scored lower 
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on intelligence testing and that boys had a higher rate of intellectual disability than 

girls!. He suggested that a possible explanation for the preponderance of intellectually 

disabled among males was that boys were more susceptible to factors that damage the 

central nervous system for example, to congenital anomalies and hereditary factors 

such as X linked mental retardation. In western society boys tend to express their 

frustrations in more aggressive ways than girls, and as a result may be referred more 

often for psycho-diagnostic assessment at which point the diagnosis of intellectual 

disability can be made1. 

Some causes of intellectual disability are preventable for example by the national 

screening programme where the new born is screened for inborn errors of metabolism, 

while other causes require access to genetic councilling which is not widely available 
.!r 

at presentf'. Better health education together with improved living standards may also 

play a role in the prevention of intellectual disability. However, the cause of most 

cases of intellectual disability are generally unknown6. 

1.3 DEFINITIONS OF INTELLECTUAL DISABILITY 

The American Association of Mental Deficiency states that "Mental Retardation refers 

to significantly sub-average general functioning existing concurrently with deficits in 

adaptive behaviour, which are manifested during the developmental period"!. This 

pragmatic definition follows a statistical model, but it also combines some 

characteristics of a pathological model, along with consideration of an individuals 

current adaptive behaviour. Usually intellectual disability is defined in social terms as 

well as according to the subject's level of intellectual functioning. It is considered to 

be present when low intelligence is combined with failure to adapt to SOcietyl. It is 

therefore as much a function of society as of the individual. The extent to which a 

disability becomes a handicap will depend partly on how society reacts to and 

accommodates those with disabilities1. Other definitions focus on the incompleteness 

of the development of the mind which leads to lack of intelligence, manifested during 

the childhood developmental period, affecting learning and skilful adaptation to the 

environment 3,4. 
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Intellectual disability is the most common life long handicap in developed nations and 

it very likely consumes more professional and financial resources than any other single 

disabling conditionl. In individuals with intellectual disability, one is also likely to find 

a degree of physical or emotional disabilityl. When planning supports and services for 

these individuals, their separateness and individuality must therefore be taken into 

account. Hence a diversity of services will be required by this heterogeneous group of 

people, to be used at different times in their lives, according to their immediate needs. 

Community services and the residential alternatives must be responsive to the varied 

needs of both the families and the individuals with intellectual disability as they go 

through their life cycle. 

1.4 VOLUNTARY SUPPORT GROUPS 

Parents of children who are intellectually disabled have been organising themselves 

into local support groups for many years. In 1961 the National Association for the 

Mentally Handicapped of Ireland (NAMIll) was founded13. They have a broad based 

multidisciplinary membership of professional, charitable and cultural organisations, 

trade unions and associations of parents and friends. They liaise with governments 

through correspondence, and develop contacts with international associations. Their 

aims are to promote the welfare of the intellectually disabled person, disseminate 

knowledge, encourage high standards of treatment and research, and give advice and 

guidance to parents and relatives of the intellectually disabled. Another advance in the 

recognition of the intellectually disabled came with the declaration of the rights of 

Mentally Retarded persons by the General Assembly of the United Nations, 2027th 

plenary meeting December, 1971 13 . 

1.5 THE THEORY OF NORMALISATION 

Influence on Services 

In the 1960's, the view that institutional care was an acceptable form of care for people 

with intellectual disability was replaced by a move towards care within the family16. 
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The emphasis has now shifted again towards service integration and providing care 

within the community. Consequently, while new services in the 1970's concentrated 

on helping families to cope, efforts now centre on providing opportunities for people 

with intellectual disability to have access to normal patterns of education, housing, 

work and leisure16. 

Fundamental to all these changes is the recognition of the dignity of the human person . 

In this regard it is interesting to note that concern for the dignity of the intellectually 

disabled person is to be found in the early writings of Islam and Asian religions as far 

back as the eighth and ninth centuries A.DP. Christianity also places significant 

emphasis on the dignity of the intellectually disabled individual17. 

Philosophy of Normalisation 

The philosophy of normaIisation, upon which most recent changes are based, was put 

forward by Wolfensberger in the early 1970's. This ide()logy aims at ensuring that the 

individual is enabled to lead as normal a life as possible17. HeaIy18 quotes a definition 

of normalisation by Nitje which is "making available to all mentally retarded people 

patterns and conditions of everyday living which are as close as possible to the regular 

circumstances and way of life of society" . 

The principles of normalisation and least restrictive environment presently operate as 

ideological concepts influencing changes in the location, design, and operation of 

residential services19. For example a person with intellectual disability is often cared 

for in a setting which is similar to a family sized house or home. It replaces the more 

sheltered, isolated and less stimulating environment of the institution. In this smaller 

sized unit it is envisaged that the intellectually disabled person is helped by the style of 

management where the attitudes of the caretaker go beyond custodial care to become 

therapeutic, and where there are positive attempts at enhancing the normalisation 

process. 

11 
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The setting up of these smaller, locally based units does not in itself guarantee that the 

people so served will lead lives which are the same as those of their neighbours in the 

community. Research is ongoing regarding which aspects or characteristics of 

community residences contribute most to the personal development and well-being of 

the clients. A study by Bjaanes:20 showed that it is not always the more modem 

community based facility that is most actively pursuing the normalisation process of 

helping the intellectually disabled person to interact with hislher environment and to 

become as independent as possible. In this study, two government run facilities with 

thirty to fifty residents were found to be closer to the objective of normalisation, when 

some behavioural components were examined, than the smaller units of four to six 

o~}lpants. Responsible risk taking by staff has been found to go hand in hand with 

the pursuit of a better quality of life for the residents:21. 

Healyl8 studied adults with intellectual disability living in a small town in the west of 

Ireland. His study found that these adults went to the same activities as their non

intellectually disabled peers, but they tended to do so in groups of three or more, often 

in the company of a house parent or relative, whereas the non-intellectually disabled 

engaged in the same activity either alone or with one other friend. He also pointed out 

that the value of many social activities lies not in the activities themselves but in the 

opportunity they provide to meet people. 

Krauss:2:2 found that in comparison to intellectually disabled people who lived in 

community residences and institutional settings, those adults with intellectual disability 

who lived at home had smaller social support networks which were composed 

primarily of family members. They spent most of their leisure time with family 

members and derived very little support from paid professionals. The social networks 

of these intellectually disabled adults who lived at home were described as closely 

associated with the social support networks of their mothers and thus they lacked a 

degree of independence from the maternal social environment. 
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Their strength, on the other hand, was their high degree of closely knit relationships 

within their families and the stability and duration of these sources of support. 

1.6 DE-INSTITUTIONALISATION 

Rationale 

The report of the Commission of Enquiry into Mental Handicapl in 1965 found that 

there were 3,000 places in the residential institutions nationally at that time. By 1981 

the Census of Mental Handicapll reported that these had increased to 8,000 residential 

placements nationally. The report of a Working Party on Services for the Mentally 

Handicapped 198023 found that 2,227 individuals were misplaced in residential care 

whQ should be living in the community and that there were 2,307 individuals living in 

the community who should be in residential care. These figures suggest that there was 

a need for a more accurate selection of individuals for placements. 

Hauber19 stated that it is critical that de-institutionalisation and community living are 

treated as a process that is planned and flexible in response to the individual's needs 

and hislher reactions to change. He goes on to explain that a most pressing issue 

today is to provide our intellectually disabled people with high quality residential 

accommodation in the community with supporting services appropriate to every 

individual's needs and wishes. He stated that this is an onerous responsibility not only 

to provide alternative forms of residential accommodation, such as smaller supervised 

residences, foster homes, group homes and independent living situations but also to 

help families to look after their children at home. He recommended that support 

services need to be put in place in recognition of the demands on the family that an 

intellectually disabled child makes, and the preparation of the child for life in the 

community with the opportunities and demands which that may bring19. 
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Quality of Life 

An important goal of the health services is to enhance the quality of life of the 

intellectually disabled person and their family, Quality of life is a global concept which 

encompasses the social, physical, emotional and spiritual aspects of life8. It cannot be 

defined without reference to both cultural standards and norms, and to the individual's 

needs, experiences and aspirations8, The process of defining quality of life and 

personal satisfaction is fraught with difficulties and differences of opinion24, Once 

guidelines for their measurement are agreed, it will become possible to make 

comparisons across programmes and to monitor progress on an ongoing basis. This 

would enable service providers, families, and policy makers to pursue innovative 

changes in programmes so as to achieve better outcomes24, 
" 

Subjective quality of life and personal satisfaction are now considered to be key 

criteria in determining the success of community placements. Many different studies 

have explored the quality of life of people with intellectual disability who have been 

de-institutionalised. Lord2s stated that many of the people with intellectual disability 

have considerable dependencies on staff members with respect to social and emotional 

support. Because of a high rate of staff turnover, residents find continuity and stability 

in terms of this source of social support uncertain and unsure, They often have 

difficulty making friends as against acquaintances. Donegan8 pointed out that much 

attention has been paid to the training and acquisition of practical skills and very little 

attention has been focused on the development and acquisition of interpersonal skills. 

The development of a better quality of life depends on this latter group of skills. The 

intellectually disabled may not need more opportunities but rather help to enable them 

to benefit from and use the opportunities available to them. There is a continued need 

to be sensitive not only to the development of the skills necessary for a more 

independent way of living but also to have regard for the subject's feelings and 

anxieties when placed in a less restrictive, but often more complex living environment. 

14 
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Schalock26 noted that unsuccessful placements were related to behavioural skills, 

bizarre behaviour, nutritional problems and inadequate home maintenance. He also 

concluded that a better job must be done analysing and then teaching both adaptive 

and quality of life skills so that placement into less restrictive facilities are successful. 

The ideal is to enable persons with intellectual disability not only to live, but also to 

participate in the community27. Sometimes, however, the community itself may be 

unable or unwilling to accommodate people with an intellectual disability. Hudson27 

makes this point that effective local collaboration is the key to making a reality of 

community care. He says that the multi disciplinary team of professionals must plan 

these individual care packages from the base upwards and that this is a delicate task 

reqpiring several forms of support. Alaszewski28 says that in smaller dwellings the 

intellectually disabled can become more stimulated. As a result they may be better able 

to interact with others and become socially responsible and because of this more 

socially valued. 

1.7 COMMUNITY SERVICES FOR CHILDREN 

Parents, who have brought up their child with intellectual disability at home are more 

likely to keep himlher at home as a young adult16. An increasing proportion of parents 

are now able to care for their child at home, and being better informed, such parents 

will have higher expectations of the quantity and quality of services provided for their 

child and are likely to make a more effective pressure group16. Such groups may have 

a significant impact on how services develop in the future. 

At Diagnosis 

The birth of a child with intellectual disability is extremely stressful for parents. It has 

been shown that although the birth of a child with intellectual disability can 

undoubtedly cause depression, the availability of some form of early intervention to 

meet the needs of the mother can help a great deal to alleviate such symptoms29. 

Griffi.n30 reports that interventions which took place before the child was two years old 
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were greatly appreciated. These mothers benefited from being able to seek out the 

health services they needed for their child. They were able to take up employment and 

choose mainstream pre-schools where appropriate for their child. Family problems 

can originate from the deep grief which almost invariably follows the birth of a 

handicapped child, whom parents see as barred from the best in lifel l . Close liaison is 

required between the maternity units and community health services to introduce the 

families to the services that are available6. There is a need for proper facilities and 

appropriate awareness of the issues involved when giving parents this sensitive 

information for the first time. If parents are initially informed of the diagnosis of 

intellectual disability in their child in an insensative manner, such an encounter with the 

he~th services can produce anger and deep regret many years later32. 

Professional help and support from family and friends are of immense importance at 

the time of diagnosis. Sensitivity to the needs of the individual parent and family, and 

good listening skills are of crucial importance at this time. Intellectual disability is no 

longer regarded solely as a medical problem. The aim is to gear educational, social 

and all other services to the needs of the person who happens to have intellectual 

disability33. There are support groups to which parents can be introduced at an early 

stage. Membership of an association can heighten the parent's lowered self esteem and 

can provide information, support and companionship over a particularly stressful 

period29. 

Home Liaison and School 

Following the confirmation of the diagnosis liaison with professionals, visits to 

services for ongoing assessments and to hospitals for further opinions can take up 

much of the families' time and attention for the ensuing months or even years. School 

and pre-school services have been put in place locally in many parts of the country in 

recent years that meet the needs of the child with disability to a greater degree than in 

the past. Between 1957 and 1965 twenty special national schools for children with 
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intellectual disability were providedl . Many new community services have also been 

put in place and many are awaiting development. In Japan where government care 

programmes are at an advanced stage Takahashil4 reports from his enquiry into 

consumer satisfaction with community services that child guidence and public health 

centres are seen as ineffective by approximately 15% of parents. He suggested that 

more liaison at the level of the home between the consumer (the family) and the 

service provider (the state) could improve this situation. A shortage of dental clinics 

and complaints regarding the expense involved in getting to medical facilities were also 

notedl4. The establishment of special support services in local national and second 

level schools to accommodate the individual with intellectual disability for as long as 

possible has been advocated6. The normal school setting can provide an opportunity 

for the child with disability to make friends with peers without disability. In this 

regard the opportunity to develop the intellectually disabled person's social skills can 

be provided which is as important as work or pre-work trainingl5 . 

Respite 

Respite care can be an invaluable help to a family during difficult times and in a crisisl6 . 

Respite care services for those living at home with their families must be considered an 

integral part of community carel6. The success of community care largely depends on 

achieving a correct balance between the needs of carers and that of the intellectually 

disabled person. Jawedl7 found a high level of satisfaction expressed by parents of 

children using the respite facility. The child related factors he found which contributed 

to the reasons for using respite were male sex, impaired speech, the presence of 

behavioural problems and epilepsy. 

Special Needs 

A mother's stress levels are higher in relation to physical impairment and to 

behavioural disorders than to the degree of the child's intellectual impairmentl7. 

Children with additional disabilities, for example, psychiatric illness and autism present 

enormous challenges for future community and residential services6. Colel8 stated that 

teachers, employers, group home staff and room mates can burn out more rapidly in 

relationships with persons having multiple handicaps than with other less handicapped 

persons. 
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Children with autism manifest a particular language developmental disorder as well as 

a reduced learning capacity. The Psychiatric Services Report, "Planning For The 

Future" 198439, states that each Health Board should decide whether it is the 

psychiatric services or the mental handicap specialist who should plan the appropriate 

facilities to cater for their needs. It also describes autism as a severely incapacitating 

condition requiring in many cases treatment facilities on a residential basis. The Green 

Paper on Mental Health 199240 points out the inappropriateness of the psychiatric 

hospital for people with intellectual disability but says the psychiatrist has an important 

consultative role when a person with intellectual disability develops psychiatric illness 

or disturbed behaviour. A clearer definition is required for the smooth running of 

the~,e services to ease the management of the acute and more long term follow-up 

stages of such illness in individuals with intellectual disabilities. The present 

evolutionary state of these services can add considerably to the stress these disorders 

inherently cause to the intellectually disabled person and his/her family4O. 

It was thought in the mid 1960's that the only way of caring for the severe and 

profoundly intellectually disabled individuals was in large hospitals. However, 

different sized residences can each be coupled with different intensities of support staff41 . 

A small number of alternative homes staffed to meet specially challenging needs and to 

provide intensive behavioural management programmes should be provided within 

each region6. Segregation of those with higher dependency needs or specially difficult 

behavioural needs, to centres on their own, is now considered inappropriate and could 

lead to lowered morale of both residents and staff 42, The report of the Brothers of 

Charity 1987 "Sharing Communityl!42 states that the staff in these services need to be 

interested in working with the more dependent and those with special needs and that 

they need appropriate training. It recommended that the residential centres vacated by 

more competent residents should not be presumed suitable for those who are more 

dependent or who have special needs. 
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1.8 COMMUNITY SERVICES FOR ADULTS 

Adult Services 

The adult services such as training centres and sheltered workshops provide a 

continuation of the school service and are aimed at continuing the individuals 

education regarding independence, social and work training>. Today, fewer come to 

the adult service from residential school services unlike the situation in the past. 

Diverse work programmes are undertaken to provide meaningful occupation for the 

adults in the workshop Setting43. 

Active Participation 

Client and parent involvement in programme planning, goal setting and in day-to-day 
~~ 

arranging of tasks is to be encouraged, according to the Brothers of Charity Advisory 

Group Report 1991 44. Two practical barriers encountered with such participation 

were difficulty in changing old attitudes and learning new skills, and a lack of clear 

structures for participation4s . There is an increasing emphasis today that people 

labelled as having a disability should be supported in their endeavours to have careers 

and not merely jobs and so increase their participation in the communityM'. It was not 

sO,long ago, Gallop47 reports, since parents were encouraged to visit the residential 

unit on restricted days and then only for a short visit. A policy to involve parents was 

subsequently adopted in the unit studied by Gallop47. Open visiting was allowed which 

encouraged other family members as well as the parents to visit. Newsletters were 

sent to the families and relatives on a regular basis. Parents' groups were formed 

whose primary objectives were to involve parents in ward activities and to' encourage 

better communication between parents and ward staff so as to provide better quality of 

care for the person with intellectual disability. All parties benefited from this 

involvement47. 

McConkey48 makes the point that specialists and professionals often fail to share 

knowledge with families. He goes on to say that their training does not address this 
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issue and that the circumstances and methods of communication have often been ill 

suited to the task. Sharing knowledge with parents about enhancing their child's 

development is essential in helping to promote the child's talents and in creating social 

opportunities which would minimise the impact of the disability on the life of the child. 

The role of services should be to assist parents to fully realise their potential as child 

developers both in the family and in the community. Walsh49 reminds us that family 

means fathers, brothers, sisters and other relatives. She goes on to say that with better 

coping skills carers become more capable, consult more often and are more 

independent and confident community members in their own right. This process of 

encouraging the participation of clients and their parents in decision making may result 

in a..changing role for professional staff50 . Such a change in roles requires preparation 

and planriing for all those involved. 

Full Time in the Home 

Some groups of people with disabilities do not avail of any servicess 1 . It is difficult to 

get accurate information on such groups, for example the elderly intellectually disabled 

living with their carers and those who refuse services. Estimates of the prevalence of 

the elderly intellectually disabled are usually based on service recipients and these are 

underestimates as many do not attend formal services. Seltzers2 found in one sample 

of fifteen elderly intellectually disabled persons, none was receiving any formal service. 

He found that the elderly with intellectual disability usually do not have children or a 

spouse and very few are known to live with relatives, but tend to be cared for by very 

elderly parents and their informal support systems are likely to consist of siblings, 

benefactors and friends. 

EngelhardtS3 in her study found that the carers own assessment of their ability to 

provide care is what influences the number of services used, rather than the age, health 

or the dependant's level of disability. This study also recommends that elderly carers 

should be encouraged to be aware of and use more service options before they lose 
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their ability to provide care. This preparation should make the transition to alternative 

care easier for themselves and their families. Walsh54 and McConkeyss found that 60% 

of adults surveyed did not attend a day service, were not going out to work and the 

majority were at home most of the day. The impression formed from meeting parents 

was that many did not wish to think about residential care and tended to continue until 

breaking point rather than plan ahead. More than half the mothers in the study were 60 

years and over, so planning for future residential care should have been an urgent 

priority. O'CallaghanS1 found that the most effective discriminators for service refusal 

were, the degree of handicap - more individuals with mild intellectual disability were 

among the families refusing services - carers underuse of general community services 

and carers low expectations of adult day programmesS1 . The results of the above 
,~ 

studies indicate that knowledge of the views of carers is important for the planning of 

services for those with intellectual disability as they become adults. 

Future Planning 

Services should be developed and strengthened so that as far as is possible and 

reasonable the person with intellectual disability can be retained in the community23,33. 

The way this aspiration is interpreted and put into effect will be an important influence 

on how services will develop in the future. Research is needed to promote services 

based on an objective view of the needs of the intellectually disabled rather than on the 

vested interests of the groups involved in caring for thems6. Clear policies, guidelines 

and directives to local management are necessary to facilitate forward planningS7. 

Sometimes when all assessments are completed there is no suitable placement locally 

to meet the recommendations made. This is why guidelines which help in a practical 

way to find solutions to these problems are necessary57. 

Kieran58 states that there is no one blueprint for planning services which meet the 

future needs of people with intellectual disabilities. Some elements may be easy to 

envisage, for example the need to provide more supports to families in the home and 

the need to enhance the coping skills of carers so that they can meet the future 
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challenges more confidently and independently. Other details can only be discovered 

following consultation with the people with disabilities, their families and the wider 

community58. 

1.9 STRESS AND THE FAMILY 

Grieving Process 

Miller59 describes the three stages the family go through when coming to an 

acceptance of the diagnosis of having an intellectually disabled child in the family. The 

first stage is disintegration and emotional upheaval which leave little energy for coping 

effectively with the environment and daily living challenges. The second stage includes 

adjustment and chronic sorrow which means partly accepting and partly denying the 
." 

disability, at the same time. The third stage, re-integration, occurs when parents pull 

themselves back together and begin to function more effectively and more realistically. 

Of all the painful emotions associated with having a child with intellectual disability, 

perhaps the most severe are felt by mothers who believe they are guilty or at fault60. 

This leads to constant anxiety and a tendency for each partner to blame the other, 

which together with the mother's often exclusive preoccupation with the intellectually 

disabled child can contribute greatly to stress within the family. 

Conliffe32 found carers' lack of knowledge of the condition causing the learning 

disability had added enormously to their feelings of being burdened and socially 

isolated. It had conditioned the thinking of the majority of parents aged fifty five years 

and over to see the intellectually disabled person as a special burden and to distrust all 

professionals. The carers studied suggested remedies to their feelings of social 

isolation which included, having personal time and space, having a personal social life 

and friends outside the family, the assurance that support would be available in the 

future, having emergency care available in the home if the mother became ill, having 
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access to respite care at times they would choose, and having more residential care 

places availablel2, 

There is a greater awareness of t:be importance of giving an accurate medical diagnosis 

to the parents of intellectually disabled individuals in language they understand, of 

giving a realistic prognosis, planning ongoing assessments of progress and of 

introducing parents early to the appropriate support network and by so doing to 

minimise the inevitable stress for the parents32, With new cytogenetic techniques in 

the investigation of Down's Syndrome, it is now possible to identify the origin of the 

extra chromosome, showing that in 10-30% it is of paternal origin, with the rate 

increasing with age over fifty-five years, Such accuracy of diagnosis enables a more 

enl!$htened discussion of the condition, with a reduction in the degree of guilt felt by 

the mothers6l , 

It has been shown that among carers who are also relatives of elderly dementia 

patients the personal distress in the carer was related mainly to the severity of the 

withdrawn behaviour of the patient62 , In regard to the carer of the person with 

intellectual disability, a similar situation arises as the individual approaches adulthood 

and is unable to share in the companionship which is usual for that age group. 

The level of stress and grief experienced by parents of the intellectually disabled 

person have been shown by Fitzgerald63 to peak at certain times, e.g. at diagnosis, 

prior to school placement, at the onset of puberty, and during discussions of 

guardianship and residential alternatives. This study also found that training parents in 

management skills of how to deal with the behaviour of their child with special needs 

helped to reduce their level of stress. 

Mothers and Stress 

To give mothers the most appropriate help and counselling, Davis64 states that 

ongomg research is necessary on observing how mothers interact with their 

23 



• 

• 

• 

• 

• 

• 

• 

• 

• 

• 

• 

• 

intellectually disabled child, both verbally and nonverbally. A cross-national study on 

mothers of intellectually disabled adults in Ireland and the USA showed that there 

were lower levels of general llfe satisfaction, more isolation and withdrawal from 

family and friends among Irish mothers65 . More mothers in the USA had full-time or 

part-time jobs, had gone through to a higher level of education, had better health and 

were less stressed, as perceived by themselves. Care in the community has often been 

what~ver care·the mother can give65. Caring for a person with intellectual disability is 

a full-time, relentless open-ended activity which can bring both personal satisfaction 

and also increased vulnerability· to stress. It has been shown that the well-being of 

mothers is related to the range of services and support available to them and also to 

the level of independence their child achieves65 . Shepperdson16 recognised how 

detilanding this caring was when he encouraged parents of Down's Syndrome children 

not to over indulge their child. He recommended that those parents who had the 

"youth and energy" should carry out a consistent behaviour policy so as to militate 

. against any "favourites" or "babying", and so encourage their child to increase in 

maturity. 

The Family and Stress 

There are many ways in which families react to the stress of daily living and also to the 

stress of having a child with intellectual disability born into the family. Higher rates of 

physical and mental ill health are reported among parents of handicapped children66 • 

Wishart66 showed that the parents who had an intellectually disabled child perceived 

themselves as different from parents of intellectually normal children on a number of 

items, e.g. frequency of visits to hospital. 

It is essential to identify as early as possible families likely to be at risk for particular 

difficulties and to examine different types of early intervention to reduce the family 

burden67. In the past a "pathological" approach was taken to explain the psychological 

stress on the family caused by having a child with intellectual disability. It can not be 

assumed that families are a homogeneous group, but that they differ in their 
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psychological and sociological structure and functioning, socio-economic status, 

family size, age, type and severity of intellectual disability the family member has. 

Minnes67 suggested that it is not the pressure of the child with intellectual disability but 

the dynamics within the family that cause most problems. Recent research has 

examined families who cope and adapt to the stress they experience from having a 

child with intellectual disability in their family, and seeks to discover the detenninants 

of such equilibrium67. 

Growing interest in the development of coping strategies and family resources has led 

investigators to explore the relationship between family environment and stress in 

families with an intellectually disabled child. It was found that there was a negative 
.'" 

correlation between stress scores and good family relationships67. Minnes67 also found 

that marital dissatisfaction was an important mediator of stress and that the supports 

and resources which help to reduce stress within the family include the personal 

resources of individual family members, good cohesive characteristics of the family 

and the social support received from extended family, friends, professionals and 

outside agencies. 

Siblings and Stress 

It has been shown that a child with special needs in the emotional, behavioural and 

communication domain who lives at home, constitutes a severe burden for other 

members of the family63. Relationships between the other children and their parents 

can be adversely affected. Wishart;66 reports that the presence of the developmentally 

delayed child in the family can cause tensions within the family group, change family 

plans, disrupt the usual family routine and such interactions as shopping arrangements, 

holidays and activities involving the other siblings. Availability of community respite 

and help in the home as well as teaching behaviour management skills to the parents all 

contribute to valuable support for the family and eases the internal strain experienced 

by parents. Professionals should remember that professional help can only lessen the 
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burden for parents, without fully taking away the pain66. Lifelong caring at home for 

the person with intellectual disability may present many difficulties in itself, and can 

also be the cause of lost or missed opportunities for some family members, such as the 

teenage siblings68. This can be due to being expected to care for the sibling with 

intellectual disability on a constant ongoing basis. It is important that the siblings 

should feel free to pursue their own lives31 . A wide range of both formal and informal 

services are necessary to allow some degree of freedom to the family members. 

Walsh68 found that carers who feel over burdened may be helped if they feel that they 

are well supported by family and friends as well as formal and other services and that 

carers with more social contacts gain protection and thus adapt more readily to stress 

in 'their lives. Consistent with findings elsewhere, Walsh68 found that self rated 

maternal health is associated with the mothers perceived satisfaction with the supports 

provided by family, relatives and friends. 

Fathers and Stress 

Fathers are affected by their child's state of intellectual disability, and may not be given 

as much emotional support as mothers69. Hirose69 reported that in contrast to the 

mother's emotional reactions most father's reactions were categorised as objective and 

realistic. He suggested that for mothers the crisis period is during the child's infancy 

and for fathers it is during the child's toddler-hood, school-age and adolescence. 

Fathers received support from their spouse, and both parents were supported by 

relatives with the father's role seen as a support for mother and family. The differences 

in crisis periods may be due to the father's role in the child rearing behaviour of parents 

in our society in general69. Houser7o found that fathers of adolescents with intellectual 

disability used distancing and escape avoidance as coping strategies more often than 

did fathers of adolescents without intellectual disability. This indicates that fathers feel 

the emotional stress of having a child with intellectual disability even though they 

express it less explicitly than mothers usually do and get fewer opportunities to talk 

about their feelings70. Severe disability in a child has been shown to have a strong 
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adverse effect on income, the magnitude of the effect increasing with the family's 

income71 . The father's chances of availing of promotion may also be affected in some 

instances. Some fathers choose to help with the task of rearing their child with 

intellectual disability and in so doing may turn down career opportunities. The needs 

of the entire family should be taken into account when planning future services for 

individuals with intellectual disability71, 

1.10 RESIDENTIAL PLACEMENT 

A study of Irish mother's showed heightened stress, lowered morale and poorer health 

among those who had not placed their son'sldaughter's name on a waiting list for 

residential care72, Bromley73 showed that there were three main factors which delayed 

plaging the child with intellectual disability outside of the home namely feelings of 

guilt. adequate social supports and good family relationships. Other reasons 

responsible for delaying out-of-home placement of people with intellectual disability 

were the child's increased independence, availability of respite and other services and a 

strong reciprocal parent-child bond73. Parent's feelings of attachment and guilt were 

also associated with negative feelings because of knowing someone would be looking 

after their child whom they had "failed" to care for73. The decision to place a child 

outside of the home is usually a complex combination of resource utilisation, parents' 

views and feelings and other precipitating factors 73, The influence of the attitude of 

the spouse on the father, the daily burden of stress and awareness of the limitations of 

the child's future potential, were sited as reasons for opting for residential care74 , One 

husband said "I did not understand what my wife was going through when looking 

after our severely disabled child at home". 

Walsh72 reports that many mothers assumed a "go it alone" attitude as they shouldered 

their burden of caring in the past· when many of the formal community based services, 

now taken for granted, were non-existent. "I only hope he/she dies before me" was 

another phrase frequently heard, especially with the advancing age of the carer72. It is 

hoped that, mothers in the future will not feel so much alone in their task of caring for 

their child with intellectual disability72. 
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CHAPTER 2 
METHODOLOGY 

The objective of the study was achieved by means of a structured interviewer -

administered questionnaire survey carried out between August and October 1993. The 

questionnaire design, survey and subsequent processing and the majority of the 

analysis of the data were carried out by the author, guided and helped by those 

experienced in such matters. 

2.1 STUDY DESIGN 

The research was carried out by means of an observational survey with a case control 

study design. This was considered the most appropriate method to identify factors 

that may be associated with the admission of individuals with intellectual disability to 

residential care. 

2.2 STUDY POPULATION 

The combined population of children and adults with intellectual disability in the South 

Eastern Health Board region was 2,743 as reported by the 1981 Census of the 

Mentally Handicapped in the Irish Republicll . According to this census report, 37010 

of intellectually disabled individuals in the South Eastern Health Board region were in 

residential care, either within or outside the South Eastern Health Board's region. The 

1990 Regional Mental Handicap Committee Review reportl2 found that 23% of the 

total population with intellectual disability from the region were in residential care 

units within the Health Board's own area. There were no data available to suggest that 

" those who go into residential care outside of the region do so for any reason other 

than the availability of places or a different admission's policy. 

Children and adults with intellectual disability from the region who were admitted into 

residential care in the South Eastern Health Board area between 1988 -1993 formed 

the basis of the study population of "cases", while those with intellectual disability 

living at home in the region between 1988-93 formed the study population for the 

"controls". 
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2.3 SAMPLING FRAME 

The sampling frame used for selection of cases was the manual register of individuals 

with intellectual disability which was maintained by each residential unit. This data 

base was chosen in preference to the recently compiled computerised list of such 

admissions to reduce errors which might have occured when transferring data and to 

avoid losing individuals not entered since it had been set up in 1989 and the closing 

date of the study in June 1993 and also because of the ease of access to the data when 

personally visiting each residential service. The residential units were identified from 

the 1990 South Eastern Health Board's Regional Mental Handicap Committee Review 

reportl2. To ensure all residential units were identified, the author contacted a key 

person involved in liaison with residential units for the intellectually disabled in each of 

the four regional sub-units. The approximate location of each residential unit within the 

Health Board's region is shown in Figure 1. In the South Eastern Health Board region 

three of the counties - Wexford, Waterford and South Tipperary coincide broadly with 

the sub-units of the Regional Health Board and the fourth is made up of the two 

remaining counties of Carlow and Kilkenny, Figure 1. 

While compiling the census of cases in residential care the author contacted the 

administrator of each unit by letter (Appendix 1) outlining the purpose and methods of 

the study. Subsequently, the author visited each unit to explain the study in greater 

detail to the staff and to invite their co-operation. This process helped to ensure full 

participation with the survey. 

For comparative purposes, individuals with intellectual disability who were currently 

living at home formed the control population. The sampling frame used to select the 

controls was the South Eastern Health Board's computerised database of all known 

individuals with intellectual disability from the region which was set up in 1989. This 

system had not been updated subsequently and hence excluded a small proportion of 

potential controls who were diagnosed in the following years. Approximately 2,000 

individuals with intellectual disability who were living at home between 1988-1993 

were included in the sampling frame for the controls. The database contained a larger 

proportion of individuals in the mild (54%) and moderately (35%) intellectually 

disabled ranges, compared to those in the severe (8%) and profound (3%) ranges, in 

accordance with the 1981 census findings 11. 
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Ullits with subjects inc:lu~_ed in the study 

1. Community Workshop, Tipperary 
2. Ballytobin, Camphill Community, Co. Kilkenny 
3. Kyle, Camphill Community, Co. KilIk.enny 
4. K.A.S.M.A. Association, Kilkenny 
5. S.O.S. Association, Kilkenny ~ .. _ .. A..A 
6. St Patrick's, Sisters of Charity, KilkeniiY"'Y v ,;:.J 
7. Community Workshop, Emrlscorthy, Co. Wexford 
8. John of God Hse., Health Board, Enniscorthy, Co. Wexfor 
9. Grangemokler, Camphill Community, Co. Tipperary 
10. Carriglea, Srs. of Ben Sauveur, Dungarvan, Co. Waterford 

V ·V~-

X 20. Powerstown Road, Brs. of Charity, 
Clonmel, Co. Tipperary 

X 21. Damien House, Health Board, Clonmel, 
Co. TipperaJy 

20-21 Opened since 1993 

* South Eastern Health Board 

Units without subjects included in the study 
(Individuals from S.E.H.B. * not admitted since 1988) 
11. L'Arche Community, Callan, Co. Kilkenny 
12. Nagle Centre, Brs. of Charity, Cashel, Co. Tipperary 
13. Kiogsriver Community, Callan, Co. Kilkenny 
14. Jerpoint, Camphill Community, Co. Kilkenny 
15. Duffcarrig, Camphill Community, Co. Wexford 
16. Summerhill Hse., Health Board, Enniscorthy, Co. Wexford 
17. Dawn House, Health Board, Wexford 
18. Belmount, Brs. of Charity, Waterford 
19. Community Workshop, New Ross, Co. Wexford 

Figure 1. Location of Residential Units in the South Eastern Health Board region 
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The census of those in residential care from 1988 - 1993 gave a total of 53 cases when 

selected according to the following criteria: 

• Inclusion Criteria: 

• 

• 

• 

• 

• 

• 

• 

• 

• 

1. Home address in the South Eastern Health Board region at the time of admission 

to residential care. 

2. Living at home prior to admission to residential care, for example, not 

transferred from a school residential service or an adult placement elsewhere. 

3. Resident for either 5 or 7 days weekly in a residential unit i.e. outside of home. 

Exclusion Criteria: 

1. No fixed abode for their home address prior to admission. 

2. Death of the subject's mother. 

3. Death of the subject. 

The control group was selected from the list of approximately 2,000 intellectually 

disabled people from the region who were on the computerised database. 

Inclusion Criteria: 

l. Registered on the computerised database. 

2. Home address in the South Eastern Health Board region. 

3. Living at home between 1988-1993. 

Exclusion Criteria: 

l. No fixed abode for their home address. 

2. Death of the subject's mother. 

3. Death of the SUbject. 

The control was selected who matched each case for age to the nearest year, sex, 

county of residence and degree of intellectual disability. Where more than one control 
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was available, the control was randomly selected using a table of random numbers. In 

the event of selecting a control who subsequently was found either not to fit the 

inclusion criteria or whose mother refused an interview, a second control was selected 

using the same method i.e. the next nearest match for age from the same sex, county 

of residence and range of intellectual disability, using a random selection procedure if 

more than one control was available. 

2.5 MATCHING 

To minimise the effect of potential confounding variables, the controls were matched 

to the case for age, sex, county of residence and degree of intellectual disability in line 
.~ 

with the main objective of the study, namely to determine what factors other than 

degree of intellectual disability caused parents to opt for residential care. A listing of 

individuals according to sex and address facilitated matching for sex and county of 

residence. The individuals date of birth enabled matching for age. Eighty two per cent 

of the controls were matched to within 3 years of the date of birth of each case and 

98% to within 6 years. One control matched to a case with a severe degree of 

intellectual disability had an age difference of 10 years between them., the control being 

10 years older than the case. The age of the control was matched to the age of the 

case when admitted to residential care to make the comparison more valid. The 

accepted assessment of the degree of intellectual disability was that recorded by the 

admission unit register for the cases and that recorded on the computerised data base 

for the controls. 

2.6 SAMPLE SIZE 

In selecting the sample size, the author gave special consideration to the following 

factors: 

1. The objectives, design and analysis of the study. 
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2. The degree of homogeneity in the study population. 

3. The precision and confidence with which generalisations would be made to the 

parent population or part of it. 

4. The practical logistic limitations of the author's resources. While larger samples 

reduce sampling variation, their usefulness is largely determined by the square 

root of its size. 

On striking a balance between available resources and usefulness of the sample, with 

the help of expert guidance, a sample size of approximately 100 subjects, comprising 

of 50 cases and 50 controls, was deemed suitable. . 

2.7." QUESTIONNAIRE DESIGN 

It was decided to employ a structured interviewer administered questionnaire as the 

method of" collection of the relevant data. In contrast to self-administered 

questionnaires, interviews have many advantages which include the ability to stimulate 

and maintain the respondent's interest, to create a rapport and atmosphere conducive 

to frank answering of questions, to give standardised explanations where necessary, 

and to pennit further questions to clarify or amplify a response. 

Following careful study of similar types of questionnaires used by other researchers, a 

questionnaire was compiled. The advice of a medical statistician was also obtained 

before a final document was completed. A copy of the questionnaire is shown in 

Appendix 4. The majority of the questions asked were closed but some open 

questions were included. 

The questionnaire contained two main parts with sub-sections. 

Confidential Information: Name and address of the subject were recorded but these 

were not entered on the computer for reasons of confidentiality. 

Data Available Already: This included county of residence; date of birth; age; sex; 

and date of admission to residential care for the cases. This information was 
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rechecked with the interviewee and found to concur to a high degree. The place of 

residence was recorded as town, country or borderline. Town was defined, in 

accordance with the 1991 census75, as "a cluster of fifty or more occupied houses". 

Borderline was recorded if the house was within one mile of a town. All others were 

recorded as rural. To encourage a high degree of uniformity in data collection the 

mother was the interviewee for all subjects. The date of the interview was recorded. 

Part I 

Service Accessibility: Respondents were asked details of the distance, mode of 

transport and the time it took for their son/daughter to get to the special service last 

attended. They were asked for their satisfaction rating with transport and also how 
~ . 

their son/daughter usually got out of the home for necessary journeys, for example, to 

visit the doctor. 

Independence: Competence in daily living tasks was assessed by questions about the 

following: sight; hearing; speech; active epilepsy; use of their hands and legs; the 

degree to which they could independently feed; dress; toilet and wash; and how long 

they could be safely left without the mother's personal supervision. These questions 

were based on the Index of Social Competence Scale50. 

Behaviour: Indicators of socially difficult behaviours such as autism; excessIve 

withdrawal; aggressive behaviour; overly active behaviour; inappropriately explicit 

sexual behaviour; continence of urine and soiling, were recorded. These questions 

were based on the Vineland Adaptive Behaviour Scales76 . 

Home Facilities: Competence in using their home facilities independently were 

determined such as: access to and within the house; the length of time they were living 

there; sleeping arrangements; sharing of bedroom; what floor level the child slept on; if 

he/she was independent when using the stairs and toilet; and if there was a safe area 

outside to play or relax in. 
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Support Network: The familys' support network regarding the number who helped~ 

age of helpers; sex; how far away they lived; how often they helped and what type of 

help they gave were assessed in relation to siblings~ relatives; neighbours and friends. 

Mothers were asked for their satisfaction rating of this help. They were also asked if 

they had any extra paid helpers employed. 

Partn 

Stress: The stress on the mother resulting from constantly caring for their child with 

intellectual disability was assessed by using the Relatives Stress Scale62 and stress 

levels before and after admission to residential care were compared. Stress on parental 

and inter-family relationships was assessed and the mother's opinion sought on what 
~!" 

extra financial cost was involved in rearing her child with intellectual disability. 

Use and Usefulness of Services: A pre-prepared list of services used by children and 

adults was evaluated to determine their use and how helpful they were considered. 

Satisfaction with Services: The mothers' opinion on what services were helpful and 

needed development was sought and they were also asked to whom among their 

friends and professionals would they go to for advice in a crisis. 

Residential Care: The mothers' opinions were sought regarding what they found 

most helpful in keeping their child at home (controls), and for as long as they did 

(cases), what precipitated the decision to opt for residential care (cases), and what 

would be anticipated as a reason to choose residential care in the future (controls). 

Parents' Personal Details: Data was compiled on parents: age; occupation; whether 

they worked full-time; when they last worked~ marital status; household ownership; 

what degree of intellectual disability they understood their child had and the family's 

and child's status in relation to qualifying for a current medical card. 
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Social class was designated according to fathers occupation using the social class 

classification developed by O'Hare77. This is an ordinal scale with seven classes, as 

follows: 

(i) Higher professional and higher managerial, proprietors and farmers owning 200 

acres or more. 

(ii) Lower professionals and lower managerial, proprietors and farmers owning 100-

199 acres. 

(iii) Other non-manual and farmers owning 50-99 acres. 

(iv) Skilled manual and farmers owning 30-49 acres. 

(v) Semi-skilled manual and farmers owning less than 30 acres. 

(vi) Unskilled manual. 
~"!"" 

(vii) Unknown. 

2.8 COLLECTION OF DATA 

Preparation for collection of the data entailed writing to each Director of Community 

Care (Appendix 2) explaining the objectives and methods of the study and asking their 

permission to contact the families and residential units and to access records held in 

the computerised database in their area. A similar letter was sent to each 

Superintendent Public Health Nurse (Appendix 1) to explain the objectives and 

methods of the study and to invite their help where necessary to ensure the co

operation of the family. The co-operation of the public health nurse in arranging a 

suitable meeting place was particularly helpful with one family where the mother was 

willing but unable to keep appointments for personal reasons. A letter of explanation 

was sent to each local secretary of the Faculty of the Irish College of General 

Practitioners (Appendix 1) to inform them of the study and invite their co-operation 

where necessary. One week before the proposed interview a letter (Appendix 3) was 

sent to the subject's mother inviting her to meet the author and, if she was willing, to 

complete the questionnaire. If alternative arrangements were necessary an address and 

day time phone number for the author were given. The interviews took place over 
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approximately a three month period in the summer of 1993. The questionnaire took 

30 minutes to complete while the introduction and conclusion of the interview added 

another 15 minutes approximately. The questionnaire was checked at the end of each 

day for completeness and any missing information sought by telephone as soon as 

possible. 

2.9 PRETEST 

A pilot study was carried out one month prior to the proper commencement of data 

collection where 10 parents of families of either physically or intellectually disabled 

children were interviewed. These subjects were not included in the final study. This 

prQpess was found useful in reducing ambiguity in some questions, but no major 

changes to the questionnaire were found necessary. 

2.10 RESPONSERATE 

A response rate of 94% was attained with only three families of cases unwilling to 

participate. One family viewed the study with a high degree of suspicion having had a 

negative experience with a similar request in the past. One family was described 

locally as reclusive and could not be contacted. In the case of the third family the 

parents were experiencing difficulties with the authorities in the residential unit and so 

they expressed a desire not to participate. Three controls initially selected were not 

included in the study, one because mother refused to be interviewed and had , 

previously refused interventions offered by the mental handicap liaison nurse. The 

second had been admitted to residential care and became a case and the mother of the 

third control had died which excluded the control from the study. All were successfully 

replaced by the next randomly selected control. Achieving such a high response rate 

minimises the effect of non-response bias to an insignificant degree. Daly78 explains 

how non-response rates higher than 15-20% may throw doubts on any conclusions 

drawn from a particular study. 
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2.11 BIAS 

To prevent inter-observer bias all interviews were done personally by the author. 

While personal interviewer bias is unavoidable, the heightened awareness of it at each 

interview is considered the most effective way to minimise it. For example, the author 

asked the questions using a similar tone of voice, and gave standardised explanatory 

remarks when required. 

Recall bias was an unavoidable factor for some of the data sought in this study. For 

example, mothers of cases answered some questions in relation to the status of their 

child prior to admission to residential care which may have been up to five years 

previously. Mothers of controls were answering from their perception of how the 

si~~tion was more recently. 

2.12 DATA PROCESSING 

After the interview the record forms were scrutinised for accuracy and omissions. The 

data were then coded on to the same record form. On completion of the questionnaire 

survey, the open questions were coded with the use of coding frames. 

2.13 DATA ANALYSIS 

The questionnaire was coded by the author to ensure ease of data entry on to a 

computerised data base. Expert assistance was obtained to input the data on the 

mainframe computer. Data analysis was carried out by using the Epi Info Software 

package Version 5.01 b developed by Dean USD Incorporated, Stonemountain, 

Georgia79 and the Statistical Package for the Social Sciences (SPSS). The Chi-square 

test was used to determine statistically significant differences in the proportions 

between groups of data. Frequencies were also used extensively throughout the 

statistical analysis. Probability values less than 0.05 were considered statistically 

significant. 
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CHAPTER 3 
RESULTS 

All children and adults with intellectual disability who were in either residential care or 

living at home in the South Eastern Health Board region, which included counties 

Kilkenny and Carlow, Wexford, South Tipperary and Waterford between January 

1988 and June 1993, formed the sampling frames for selecting the study subjects. 

Cases and controls were matched on the following characteristics - degree of 

intellectual disability; age; sex; and county of residence. Children and adults from the 

area who were in residential care outside the South Eastern Health Board region were 
~"! 

not included in the study population. 

3.1 RESPONSE RATE 

A total of 53 potential cases were identified and three of these mothers refused to 

participate giving a response rate of 94%. Three controls initially selected were not 

included in the study but were successfully replaced. The mother of one control 

refused to be interviewed and had also previously refused interventions offered by the 

local mental handicap leision nurse. The second control had been admitted to 

residential care and therefore was included among the cases. The mother of the third 

control was recently deceased and so this control was excluded from the study. 

Mothers of 100 subjects participated in the study, which included 50 cases and 50 

matched controls. Data analysis produced the following results. 
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3.2 MATCHED VARIABLES 

Matched Cases Controls 
Variables No. % No. % 
Degree of Mild 15 30 15 30 
Mental Moderate 15 30 15 30 
Handicap Severe 12 24 12 24 

Profound 8 16 8 16 
Total 50 100 50 100 

County Carlow + Kilkenny 21 42 21 42 
Wexford 11 22 II 22 
South Tipperary 10 20 10 20 
Waterford 8 16 8 16 
Total 50 100 50 100 

Sex Male 28 56 28 56 
Female 22 44 22 44 
Total 50 100 50 100 

Age(yrs) Range 4-45 4-44 
Mean 20.1 19.8 

Table 1. Distribution of matched variables among cases and controls 

As shown in Table 1, cases and controls were closely matched on the selected 
characteristics which were the degree of intellectual disability, county of residence, sex 
and age. The age of controls was matched to cases to within 3 years in 82%, within 6 
years in 98% and within 10 years in -100% otsubjects. -

Comparison between the mother's perception of the degree of InteUectual 
Disability (ID) of her child and the diagnosed degree of InteUectual Disability 
(ID) 

Diagnosed 
Degree of . 

ID 

Table 2. 

1 
2 
3 

4 
Column 
Total 

Mother's Perception of ID 

1 2 3 
25 3 
6 24 1 

2 7 17 
10 

33 34 28 

4 

1 

4 
5 

Raw 
Total 

28 
31 
27 
14 

100 

1 Mild Intellectual Disability (ID) 

2 = Moderate (ID) 

3 = Severe (ID) 

4 = Profound (ID) 

Degree of agreement between mother's perception and the 
objectively diagnosed degree of intellectual disability. 

As seen in Table 2, the diagnosed degree of intellectual disability and mother's 
perception of her son's/daughter's intellectual disability concurred in 70% of subjects, 

. 25% overestimated their son'S/daughter's degree of intellectual disability as being 
better than it was and 5% underestimated their son's/daughter's degree of intellectual 
disability. 

42 



• 

• 

• 

• 

• 

• 

• 

• 

• 

• 

• 

3.3 SOCIODEMOGRAPmC DATA 

Sociodemograpbic Cases Controls 
Details No. 0/0 No. % 

Reside Town 22 44 21 42 
Borderline 2 4 3 6 
Country 26 52 26 52 
Total 50 100 50 100 X2=O.22, df=2, p=O.894 

House privately owned 33 66 32 64 
Local authority buying 11 22 12 24 
Local authority rpnting 6 12 6 12 
Total 50 100 50 100 X2=O.59, df=2, p=O.971 

Medical Card Yes 8 16 15 30 
Family No 42 84 35 70 
Total 50 100 50 100 X2=2.70, df=1, p=O.096 

Medical Card Yes 33 66 44 88 
Self No 17 34 6 12 
Total 50 100 50 100 X2=6.83, df=1, p=O.OO9 

Table 3. Sociodemograpbic details 
As shown in Table 3, approximately 50% of the families of cases and of controls lived 
in or on the outskirts of a town and 50% in a rural area. Eighty-eight per cent of 
families were house owners and 12% rented their house among both groups. Case and 
control subjects were approximately three times more likely to hold a current medical 
card than their families. Approximately 90%· of controls and 70% of cases held a 
medical card. 

N 
_ = cases = 50 

% Subjects 
IE5I = controls = 50 

40 

36 X 2 =2.22, df=5, p=0.817 
32 

28 

24 

20 

16 

12 

8 

4 

0 
0-4yrll 

Figure 2. Distribution of subject's age 

As indicated in Figure 2, 90% of subjects in the study were between 5-39 years of age. 
Forty eight per cent of cases and 46% of controls were under 18 years which is the 
age the child leaves special school. 
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Figure 3. 

56 

52 
48 
44 
40 
36 
32 
28 
24 
20 
16 

12 
8 

% Subjects 

Figure 4. 

Mean Age N. 
_ = Case = 33.9 50 

1,,-1 = Control = 32.4 50 

X 2=3.78, df=3, p=0.286 

40-69 

Age group (years) 

Age distribution of fathers 

Mean Age N. 
_ = Case = 32.3 50 

Ee!EI = Control = 30.3 50 

X 2 =0.65, df=2, p=0.724 

80-39 

Age group (years) 

Age distribution of mothers 

As shown in Figures 3 and 4, the age distribution of the fathers and mothers of cases 
and controls were similar. Approximately 72% of fathers and 52% of mothers were 
over 60 years of age. 
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Marital status Cases Controls 

• of mothers No. % No. % 

Married 38 76 42 84 

Cohabiting 1 2 

• Widowed 9 18 6 12 

Single 1 2 

Separated 2 4 

• Divorced 1 2 

Total 50 100 50 100 X2=5.80, df-=4, p=0.21 

• Table 4. Marital status of subject's parents 

As·,: shown in Table 4, the marital status of the mothers of cases and controls was 

similar. Approximately 80% of mothers were married or living with a partner. The 

• remaining 20% approximately lived on their own without a partner. 

• Number of Cases Controls 
siblings No. % No. % 

0 4 8 

1-5 40 80 39 78 • 
6-10 9 18 6 12 

11-12 1 2 1 2 

• Total 50 100 50 100 X2=4.61, df:=3, p=O.203 

Table 5. Size of subject's family 

As shown in Table 5, the family size was similar in both groups of subjects. The four 

• families with only one child were all in the control group. 

• 
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% Subjects 
32 

28 

24 

20 

16 

12 

8 

4 

0 

Figure 5. 

s 
Social class 

Social class of fathers 

_ = cases = N = 48 • 

I:E!l:I = controls = N = 49 • 

X 2 =2.96, df=5,p=O.707 

Figure 5 shows that the social class distribution, based on the fathers' occupation, was 
sim,ilar for cases and controls. Approximately 50% of fathers of both cases and 
controls worked full time while 6% of mothers of both groups were in full-time 
employment. l1li Information was not available OD three fathers who were DOt 
living with the family. 

3.4 SERVICE ACCESSmILITY 

Local Service Recently Attended 

Service 
Attended 

Special Pre-school 

Normal School 

Special School 

Workshop 

Before Admission 
Cases 

No. % 

9 

1 

19 

13 

Day Activity Centre 2 

18 

2 

38 

26 

4 

Temporary Employment -

At Home Full-Time 6 

Total 50 

12 

100 

At Present 
Controls 
No. % 

7 

17 

14 

4 

1 

7 

50 

14 

34 

28 

8 

2 

14 

100 )(2=3.14, df-=<j, p=O.79 

Table 6. Local service recently attended 

Table 6 shows there were similar proportions in both groups with regard to the local 
service they recently attended. Special schools and workshops were used by 
approximately 86% of subjects in each of the two groups. Approximately 13% in both 
groups were not attending any service. 
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Accessibility Cases Controls 
ofsenices No. % No. % 

Local service Service 44 88 43 86 
last attended No service 6 12 7 14 

Total 50 100 50 100 X2=O.10, df=1, p=O.766 

Miles from 00-10 miles 21 42 25 50 
service 11-39 miles 26 52 21 42 

Total '" 47 94 46 92 X2=O.87, df=1, p=O.351 

Used special In full, in part 31 66 37 80 
transport not used 16 34 9 20 

Total * 47 100 46 100 X2=2.48, df=l, p=O.115 

Collected Yes 32 68 35 76 
from home No 15 32 11 24 

Total '" 47 100 46 100 X2=O.74, df=1, p=O.390 

Miles away to 0-0.9 miles 10 67 8 73 
pick up point 1-8.0 miles 5 33 3 27 

." Total 15 100 11 100 X2=O.l1, df=1, p=O.741 

Transplrt to Car 8 53 5 45 
pick up point Other 7 47 6 55 

Total 15 100 11 100 X2=O.16, df=1, p=O.691 

Total hours 0-0.9 hours 30 62 30 64 
travelling 1-2.5 hours 17 38 16 36 

Total * 47 100 46 100 X2=0.02, df=2, p=O.S89 

TraDSJX)rt Satisfied 41 S2 43 86 
rating Not satisfied 6 12 3 6 

Total * 47 94 46 92 X2=1.04, df=1, p=O.309 

Usual mode Car 36 72 32 64 
of transport Walk,public transport 11 22 15 30 

Home visit 3 6 3 6 
Total 50 100 50 100 X2=O.85, df=2, p=O.654 

No. of cars 0 S 16 IS 36 
in family 1,2,3 42 84 32 64 

Total 50 100 50 100 X2=5.20, df=1, p=O.023 

Can mother Yes 26 52 IS 36 
drive No 24 48 32 64 

Total 50 100 50 100 X2=2.60, df=1, p=O.107 

Table 7. Accessibility of local special and general services 

Table 7 shows that there was no statistically significant difference found between the 
cases and controls in relation to the distance from their local special service, the type 
of transport used, how long it took to get there, whether they were satisfied with 
transport, how difficult it was for them to get out locally or whether the mother could 
drive. A significantly higher proportion of mothers of cases had access to a car. 
lI1I Three cases and four controls had never attended a day service. 
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3.5 SOCIAL COMPETENCE 

• Independence Cases Controls 
No. % No. % 

Use of Can do daily activities 15 30 28 56 
hands* Slow and clumsy 30 60 8 16 

No real use of hands 5 10 14 28 X2=20.93, df=2, p=<0.001 

• Feed self* Independently 28 56 30 60 
Verbal prompt 3 6 4 8 
Physical help 15 30 5 10 
Need to be fed 4 8 11 22 X2=8.48, df=3, p=O.037 

Dress self* Independently 14 28 23 46 • Verbal prompt 14 28 10 20 
Physical help 14 28 5 10 
Need to be dressed 8 16 12 24 X2=7.92, df=3, p=O.048 

Vision* Normal/partial 47 94 47 94 
2 

:. Blind (totally) 3 6 3 6 X =0.00, df=1, p=l.OOO 

H~ng* Normal/partial 49 98 50 100 
Deaf (profoundly) I 2 0 0 X2=1.01, df=1, p=O.314 

Epilepsy* None/no problem 44 88 45 90 
Problem presently 6 12 5 10 2 

• X =0.00, df=1, p=O.956 

Speech Easily/some difficulty 33 66 35 70 
2 understood* Great difficulty/gestures 17 34 15 30 X =0.18, df=1, p=O.668 

Use of Runlwalk with difficulty 40 80 39 78 

• legs* +/- aid of wheelchair 10 20 11 22 X~.06, df=1, p=O.806 

Use of Selflverbal prompt 37 74 36 72 
toilet* Physical help/dependent 13 26 14 28 2 X =0.05, df=1, p=O.822 

Hours left 0 34 68 30 60 

• unsupervised* 0.1-04.0 15 30 16 32 
5.0-99.0 1 2 4 8 X2=1.29, df=2, p=0525 

Hours left 0 4 8 3 6 
with minder* 0.1-04.0 38 76 33 66 

5.0-99.0 8 16 14 28 X2=2.18, df=2, p=O.344 

• Each of 
theabove* Total 50 100 50 100 

Table 8. Degree of subject's independence 

Table 8 shows that significantly more cases were moderately dependent with regard to 

• use of hands, feeding and dressing, while more controls were totally dependent as 
regards these functions. Similar proportions of both groups needed no help or very 
little help with regard to these indicators of independence. There was no difference 
between the cases and controls with regard to the indicators of independence such as 
vision, hearing, epilepsy, speech, ability to walk, use of toilet or the number of hours 

• they could be left unsupervised or with a minder. 
lilt Total is given once in this table due to constraints of space. 

48 

• 



• 

• 

• 

• 

• 

• 

• 

• 

• 

• 

• 

• 

Behaviour Cases Controls 
No. % No. % 

Temper Usually 10 20 3 6 
tantrums Sometimes/never 40 80 47 94 

Total 50 100 50 100 ){2=4.33, df=1, p=O.037 

Difficult to Usually II 22 2 4 
manage Sometimes/never 39 78 48 96 

Total 50 100 50 100 ){2=7.16, df=1, p=O.OO7 

Overactive Usually 10 20 6 12 
behaviour Sometimes IS 30 7 14 

Never 2S SO 37 74 
Total 50 100 50 100 ){2=6.23, df=2, p=O.044 

Inappropriate Usually 3 6 0 0 
sexual Sometimes IS 30 4 8 
behaviour Never 32 64 46 92 

Total 50 100 50 100 ){2=11.88, df=2, p=O.OO3 

Incontinent Usually 7 14 11 22 
ofUrlne Sometimes 13 26 4 8 

Never 30 60 3S 70 
Total 50 100 50 100 ){2=6.04, df=2, p=O.049 

Autism Yes 3 6 1 2 
No 47 94 49 98 
Total 50 100 50 100 ){2=1.04, df=1, p=O.307 

" 

Attended Yes 6 12 7 14 
Psychiatrist No 44 88 43 86 

Total .50 100 50 100 ){2=O.08, df=1, p=O.766 

Withdrawn Usually 6 12 4 8 
Sometimes/never 44 88 46 92 
Total 50 100 50 100 )(2=0.44, df=1, p=O.SOS 

Injure Usually 4 8 1 2 
self Sometimes/never 46 92 49 98 

Total 50 100 50 100 ){2=1.89, df=l, p=O.169 

Soil Usually 8 16 11 22 
self Sometimes/never 42 84 39 78 

Total 50 100 50 100 ){2=O.58, df=l, p=O.444 

Table 9. The characteristics of subject's behaviour 

As shown in Table 9, significantly more cases had difficult behaviour with regard to 
qisplaying temper tantrums, being "difficult to manage", being over active, exhibiting 
inappropriate sexual behaviour and having urinary incontinence. There was no 
statistically significant difference between the two groups with regard to whether they 
were diagnosed as autistic, attended a psychiatrist, were withdrawn, had a tendency to 
injure or soil themselves. 
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Access in tbe Home Cases Controls 
No. 0/0 No. 0/0 

Family lived 00-15 years 17 34 28 56 
in the house 16-50 years 33 66 22 44 

Total !50 100 !50 100 X2=4.89, df=1, p=O.027 

Ease of Very easy/some difficulty 46 92 44 88 
access Very difficult 4 8 6 12 
to house Total 50 100 50 100 X2=O.44, df=1, p=O.505 

Ease of Very easy/some difficulty 48 96 45 90 
access inside Very difficult 2 4 5 10 
the house Total 50 100 50 100 X2=1.38, df=1, p=O.240 

Outside safe Yes 46 92 48 96 
area to relax No 4 8 2 4 

Total 50 100 50 100 X2=O.71, df=1, p=O.400 

Stairs Yes 30 60 23 46 
No 20 40 27 54 

,.,- Total 50 100 50 100 X2=1.97, df=1, p=O.161 

Sleep Upstairs 18 36 16 32 
Downstairs 31 62 34 68 
Total * 49 98 !50 100 X2=O.246, df=1, p=O.620 

No. sharing 0 27 54 28 56 
bedroom 1-3 22 44 22 44 

Total * 49 98 50 100 X2=O.Ol, df=1, p=O.928 

Use stairs in- Independently 31 62 34 68 
dependently Using fixed aid 6 12 3 6 

Person to help 10 20 6 12 
Dependent 3 6 7 14 
Total !50 100 50 100 X2=3.74, df=3, p=O.291 

Use toilet in- Independently 36 72 37 74 
dependently Using fixed aid 2 4 0 0 

Person to help 9 18 4 8 
Dependent 3 6 9 18 
Total 50 100 50 100 X2=6.94,dr=3, p=O.074 

Table 10. Subject's access to and within tbe bome 

As shown in Table 10, significantly more families of cases had lived in the same house 
for over 16 years compared to controls. There were no differences between the two 
groups in relation to ease of access to or within the house, whether they had a safe 
surround to relax in, slept upstairs or downstairs, shared the bedroom or could use the 
stairs or toilet independently. 
,. One case always returned to tbe residential centre to sleep because of family 
circumstances. 
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3.6 SUPPORT NETWORKS 
Family Cases Controls 

No. % No. % 

Who is the Mother 37 74 30 60 
primary carer Mother & Father 13 26 20 40 

Total 50 100 50 100 X2=2.22, df=1, p=O.137 

Does father help Never 1 2 1 2 
when at home Sometimes/always 47 94 49 98 

Total* 48 96 50 100 X2=o.oo, df=1, p=O.977 

No. of siblings No disability 165 96 148 91 
with disabilities . Disibility present 6 4 14 9 

Total 171 100 162 100 X2=3.88, df=l, p=O.050 

Sex of siblings Male 87 51 89 SS 
Female 84 49 73 45 
Total 171 100 162 100 X2=O.55, df=1, p=O.458 

Mean age of 00-18 years 21 42 21 46 
siblings 19-43 years 29 SS 25 54 

Total** 50 100 46 100 X2=0.13, df=1, p=O.719 .,. 
Where sibling In the home 86 SO 79 49 
lived Living away SS SO 83 51 

Total 171 100 162 100 X2=o.os, df=1, p=O.7S1 

No. of siblings 0-03 29 SS 32 64 
in the family 4-12 21 42 IS 36 

Total SO 100 50 100 X2=0.3S, df=l, p=O.539 

No. of siblings 0-03 40 SO 34 6S 
currently helping 4-12 10 20 16 32 
mother Total 50 100 50 100 X2=l.S7, df=1, p=O.l71 

Frequency of Often/as required 89 SS 93 67 
help given Yearly/seldom 65 42 46 33 

Total*** 154 100 139 100 X2=2.5S, df=1, p=O.lOS 

Type of help Physica1ladvice 116 S2 124 94 
given Supportive advice 26 IS S 6 

Total * * * 142 100 132 100 X2=9.44, df=1, p=O.OO2 

Table 11. Support network - within the family 

Table 11 shows that significantly more mothers of controls felt they got physical help 
along with supportive advice from family members compared to mothers of cases. 
There was no difference between the two groups in relation to whether it was the 
mother alone or both parents who looked after their child with disability most of the 
time, to what degree the father helped, the number of siblings in the family, the number 
of siblings living in the house, the number of siblings currently helping, the sex of 
siblings who helped, the mean age of siblings who helped, or how often the siblings 
helped. 
* Of the two cases omitted, one mother was single and one motber was divorced for many 

** 
*** 

years. 
Four controls had no siblings 
Some siblings were too young to belp or usually argued with tbe sibling with inteHectual 
disability. 
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Relatives Cases Controls 

• No. % No. % 

No. who helped 0 22 44 16 32 

past and present 1"()3 24 48 26 52 

4-20 4 8 8 16 

• Total 50 100 50 100 :x?=2.36, df=.2, p=O.307 

No. currently 0 22 44 20 40 

helping to a 1-3 28 56 30 60 

max. of three 

• Total 50 100 50 100 :x?=O.16, df=1, p=O.685 

Mean age of 14-59 years IS 54 20 67 

current helpers 60-78 years 13 46 10 33 

Total 28 100 JO 100 :x?=1.04, df=1, p=O.308 

• Se~ of helpers Male 14 32 11 17 ,,. 
Female 30 68 54 83 

Total 44 100 65 100 :x?=3.29, df=1, p=O.070 

• Average miles 00-10 miles IS 54 22 73 

away helpers 11-99 miles 13 46 8 27 

lived 

Total 28 100 JO 100 :x?=2.45, df=1, p=O.1l8 

• Frequency of Often/as required 29 66 49 75 

help given Yearly/seldom IS 34 16 25 

Total 44 100 65 100 :x?=1.16, df=1, p=O.281 

Type of help Physical/advice 41 93 56 86 

• given Supportive advice 3 7 9 14 

Total 44 100 65 100 :x?=1.32, df=2, p=O.250 

Table 12. Support network - among family relatives 
"-. 

• Table 12 shows that the case and control groups were similar as regards the number of 

relatives who helped the mother to care for the child with intellectual disability, both in 

the past and present, the mean age of these relatives, their sex, how far away they 

lived, how often they helped and what kind of help they gave. Approximately 40% of 

• cases and controls had no relative currently helping. Seventy three per cent of 

controls compared to 54% of cases lived an average of 10 miles or less from the 

relative/s who helped. 

• 
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Friends and neighbours Cases Controls 
No. % No. % 

No. who helped 0 25 50 26 52 
past and present 1-03 22 44 21 42 

4-10 3 6 3 6 
Total 50 100 50 100 X2=O.04, df=2, p=O.979 

No. currently 0 27 54 29 58 
helping toa 1-3 23 46 21 42 
max. of three Total 50 100 50 100 X2=O.16, df=1, p=O.687 

Mean age of 27-59 years 18 78 16 76 
current helpers 60-78 years 5 22 5 24 

Total 23 100 21 100 X2=O.03, df=1, p=O.870 

Sex of helpers Male 6 15 1 3 
Female 35 85 34 97 
Total 41 100 35 100 X2=3.13, df=1, p=O.077 

Average miles 0.1-01.0 miles 18 78 14 67 
away helper 1.1-34.0 miles 5 22 7 33 
Iive9 Total 23 100 21 100 X2=074, df=1, p=O.388 

Frequency of Often/as required 27 66 20 57 
help given Yearly/seldom 14 34 15 43 

Total 41 100 35 100 X2=O.61, df=l, p=O.436 

Type of help Physical+advice 31 76 31 89 
given Supportive advice 10 24 4 11 

Total 41 100 35 100 X2=2.11, df=1, JFO.150 

How many take 0-3 44 88 47 94 
child out besides 4-7 6 12 3 6 
mother Total 50 100 50 100 X2=1.10, df=1, p=O.295 

Employed Yes 8 16 7 14 
regular helper No 42 84 43 86 

Total 50 100 50 100 X2=O.08, df=1, p=O.779 

Hours of paid 0-04 3 38 2 29 
helpweeldy 5-40 5 62 5 71 

Total 8 100 7 100 X2=O.13, df=1, p=O.714 

Satisfaction with Satisfied 37 74 47 94 
help from all Not satisfied 13 26 3 6 
sources Total 50 100 50 100 X2=7.44, df=1, p=O.006 

Table 13. Support network - among friends and neigbbours 

As shown in Table 13, more mothers in the control group were satisfied with the total 
help they received from their family, relatives, friends and neighbours. There was no 
difference between the two groups with regard to how many friends and relatives 
helped, both in the past and present, their age, sex, how far away they lived, how often 
they gave help or the type of help they gave. Both groups were similar with regard to 
how many others besides the subject's mother took the child with intellectual disability 
for an outing, whether the family had a paid helper, and the number of hours that 
person helped. 
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3.7 STRESS 

Stress indicators Cases Controls 
No. % No. % 

Feel you need Never 35 70 21 42 
a break Sometimes 14 28 26 52 

Always 1 2 3 6 
Total SO 100 SO 100 X2=8.1O, df=2, p=O.017 

Household routine Never 31 62 30 60 
altered Sometimes 19 38 10 20 

Always 0 0 10 20 
Total so 100 50 100 X2=12.81, df=2, p=O.002 

Sleep been Never 38 76 34 68 
disturbed Sometimes 12 24 10 20 

Always 0 0 6 12 
Total 50 100 SO 100 X2=6.40, df=2, p=O.041 

Unable to cope Never/sometimes ·47 94 48 96 
Always 3 6 2 4 
Total SO 100 SO 100 X2=0.21, df=1, p=O.646 

",. 
Felt depressed Never/sometimes 49 98 48 96 

Always 1 2 2 4 
Total 50 100 SO 100 X2=O.34, df=1, p=O.558 

Find it difficult to Never/sometimes 47 94 43 86 
take a holiday Always 3 6 7 14 

Total 50 100 SO 100 X2=1.78, df=1, p=O.182 

Social life affected Never/sometimes 47 94 42 84 
Always 3 6 8 16 
Total SO 100 SO 100 X2=2.55, df=1, p=O.110 

Prevented from Never/sometimes 50 100 48 96 
having visitors Always 0 0 2 4 

Total 50 100 SO 100 X2=2.04, df=1, p=O.153 

Felt frustrated Never/sometimes 50 100 49 98 
Always 0 0 1 2 
Total 50 100 SO 100 X2=1.01, df=1, p=O.315 

Feel your health Never/sometimes 48 96 50 100 
has suffered Always 2 4 0 0 

Total SO 100 SO 100 X2=2.04, df=1, p=O.153 

Table 14. Indicators of maternal stress in the case and control groups 

As shown in Table 14, a significantly greater number of mothers of controls reported 
that they felt in need of a break, that the household routine was altered, and their sleep 
was disturbed compared to mothers of cases. The mothers of both groups were 
similar in how they believed they coped, whether they felt depressed, found it difficult 
to take a holiday or get out socially, were prevented from having visitors, felt 
frustrated or felt their health had suffered as a consequence of looking after their child 
with intellectual disability. 
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Stress indicators Cases Cases 

Before After 

• Admission Admission 
No. % No. % 

Unable to cope Never/sometimes 31 62 47 94 
Always 19 38 3 6 
Total 50 100 • 50 100 )(2=14.92, df=1, p=<O.OOI 

Felt depressed Never/sometimes 36 72 49 98 
Always 14 28 1 2 
Total 50 100 50 100 )(2=13.25, df=1, p=<O.OOI 

• Find it difficult to Never/sometimes 25 50 47 94 
take a holiday ·Always 25 50 3 6 

Total 50 100 50 100 )(2=24.01, df=1, p=<0.001 

Social life been Never/sometimes 32 64 47 94 

affected Always 18 36 3 6 

• Total 50 100 50 100 )(2=13.56, df=l, p=<0.001 

Prevented from Never/sometimes 41 82 50 100 
having visitors Always 9 18 0 0 

Total 50 100 50 100 )(2=9.89, df=1, p=O.002 

• Felt frustrated Never/sometimes 40 80 50 lOO 
Always 10 20 0 0 
Total 50 100 50 100 )(2=11.11, df=1, p=O.OOI 

Feel your health Never/sometimes 42 96 48 lOO 
has suffered Always 8 4 2 0 

• Total 50 100 50 100 )(2=4.00, df=1, p=O.046 

Feel you need Never/sometimes 36 72 49 98 
a break Always 14 28 1 2 

Total 50 100 50 100 )(2=13.25, df=1, p=<0.001 

• Household Never/sometimes 35 70 50 100 
routine altered Always 15 30 0 0 

Total 50 100 50 100 )(2=17.65, df=1, p=<0.001 

Sleep been Never/sometimes 37 74 50 100 
interrupted Always 13 26 0 0 

• Total 50 100 50 100 )(2=14.94, df=l, p=<0.001 

Table 15. Indicators of maternal stress prior to and after admission 
of the child into residential care 

• Table 15 shows that mothers of cases felt there was a significant improvement in all 
the measured indicators of stress as regards how they believed they coped, whether 
they got depressed, how difficult it was to take a holiday, whether their social life or 
having visitors was affected, the frequency of feeling frustrated and if their own health 
had suffered, how urgently they needed a break, how much the household routine was 

• altered and their sleep interrupted following admission of their child with intellectual 
disability to residential care. 
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Parenting and stress Cases Controls 
No. % No. % 

Did you blame Never 28 56 47 94 
yourself for your Sometimes 16 32 2 4 
child's condition Always 4 8 1 2 

Don't know 2 4 0 0 
Total 50 100 50 100 )(2=19.50, df=3, p=<O.OOI 

How do you think Well 33 66 44 88 
your family coped Adequately 13 26 6 12 

Poor 4 8 0 0 
Total 50 100 50 100 )(2=8.15, df=2, p=O.017 

Did parents Never 27 54 36 72 
disagree on Sometimes 19 38 10 20 
management Always 2 4 3 6 

Total * 48 96 49 98 )(2=4.56, df=2, p=O.102 

Do you encourage Never 1 2 1 2 
independence in Sometimes 13 26 8 16 
your child Always 36 72 41 82 

.'" Total 50 100 50 100 )(2=1.52, df=2, p=O.469 

How parenting Improved 16 32 10 20 
effected your No effect 25 50 36 72 
relationship with Disimproved 7 14 3 6 
your spouse Total * 48 96 49 98 )(2=4.96, df=2, p=O.084 

How parenting . Improved . 14 28 13 28 
effected your No effect 32 64 29 63 
relationship with Disimproved 4 8 4 9 
your children Total * * 50 100 46 100 )(2=0.02, df=2, p=O.991 

How parenting No effect 20 40 25 54 
effected the time Less time 30 60 21 46 
you conld give to 
your children Total** 50 100 46 100 )(2=1.98, df=l, p=O.159 

Table 16. Parenting and stress in relation to caring for a child with 
intellectual disability 

Table 16 shows that significantly more mothers of cases blamed themselves for their 
child's condition and felt the family coped just adequately or poorly with having a child 
with intellectual disability. Mothers of both groups reported no difference between 
themselves and their husbands as regards the management of their child with 
intellectual disability, on encouraging the child's independance, how management of 
the child affected the parental relationship, how it affected the mother's relationship 
with her other children and the time she could give to the other children. 
... Two mothers of cases were caring for the child on their own. One was 

single and one mother was divorced. One mother of a control was 
separated aDd cariog for her child with iotellectual disability OD her own. 

...... Four controls belooged to families with DO other child apart from the child 
with iotellectual disability. 
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3.8 SATISFACTION WITH SUPPORT SERVICES 

Scbool and related senices Cases Controls 
No. % No. % 

Physiotherapy Yes 20 40 19 38 
No 30 60 31 62 
Total 50 100 50 100 X2=O.04, df=1, p=O.837 

Speech therapy Yes 30 60 32 64 
No 20 40 18 36 
Total 50 100 50 100 X2=O.17, df=1, p=O.683 

Special pre-school Yes 24 48 21 42 
No 26 52 29 58 
Total 50 100 50 100 X2=O.36, df=1, p=O.546 

Pre-school Yes 11 22 13 26 
No 39 78 37 74 
Total 50 100 50 100 X2=O.22, df=1, p=O.64O 

Special school Yes 41 82 33 66 
No 9 18 17 34 
Total 50 100 50 100 X2=3.33, df=1, p=O.068 

~":! 

Normal school Yes 6 12 13 26 
No 44 88 37 54 
Total 50 100 50 100 X2=3.18, df=l, p=O.074 

Support senices utilised 
Domiciliary Care Yes 36 72 32 64 
Allowance(DCA) No 14 28 18 36 

Total 50 100 50 100 X2=O.74, ~l, p=O.391 

Disabled Persons Yes 24 48 26 52 
Maintenance No 26 52 24 48 
AlIowance(DPMA) Total 50 100 50 100 X2=O.16, df=1, p=O.690 

, 

Workshop Yes 18 36 12 24 
No 32 64 38 76 
Total 50 100 50 100 X2=1.71, df=1, p=O.190 

Activation centre Yes 4 8 4 8 
No 46 92 46 92 
Total 50 100 50 100 X2=O.oo, df=1, p=l.000 

Open employment Yes 1 2 1 2 
No 49 98 49 98 
Total 50 100 50 100 X'=O.oo, df=1, P=l.OOO 

Respite care Yes 27 54 10 20 
No 23 46 40 80 
Total 50 100 50 100 X2=12.40, df=1, p=<0.001 

Table 17. Services utilised by the subjects 
Table 17 shows that a significantly higher number of cases used respite care compared 
to controls. There was no difference between the two groups regarding their use of 
the following services - physiotherapy, speech therapy, special pre-school. pre-school, 
special school or normal school. They were similar in whether or not they received the 
Domiciliary Care or Disabled Persons Maintenance Allowance, and whether they used 
the workshop, activation centre or were in open employment. 
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Perceived usefulness of - Cases Controls 
A) scbool related senices No. % No. % 
Usefulness of Helpful 11 55 18 95 
physiotherapy Not helpful 9 45 1 5 

Total 20 100 19 100 X2=8.07, df=1, p=O.OO5 

Usefulness of Helpful 14 47 25 78 
speech therapy Not helpful 16 53 7 22 

Total 30 100 32 100 XZ=6.57, df=1, p=O.OIO 

Usefulness of Helpful 22 92 19 90 
special pre-school Not helpful 2 8 2 10 

Total 24 100 21 100 X2=0.02, df=1, p=O.889 

Usefulness of Helpful 9 82 11 85 
pre-school Not helpful 2 18 2 15 

Total 11 100 13 100 XZ=O.03, df=l, p=O.855 

Usefulness of Helpful 37 90 29 88 
special school Not helpful 4 10 4 12 

Total 41 100 33 100 XZ=O.ll, df=1, p=O.745 

Usefulness of Helpful 3 50 5 38 
normal school Not helpful 3 50 8 62 

Total 6 100 13 100 XZ=O.22, df= I, p=O.636 

B) Support Senices 

Usefulness of Helpful 35 97 30 94 
D.e.A'" Not helpful I 3 2 6 

Total 36 100 32 100 XZ=O.48, df=l, p=O.486 

Usefulness of Helpful 22 92 26 100 
D.P.M.A"'* Not helpful 2 8 0 0 

Total 24 100 26 100 XZ=2.26, df=1, p=O.133 

Usefulness of Helpful 18 100 10 83 
workshop Not helpful 0 0 2 17 

Total 18 100 12 100 XZ=3.21, df=1, p=O.073 

Usefulness of Helpful 4 100 3 75 
activation centre Not helpful 0 0 1 25 

Total 4 100 4 100 XZ not relevant 
Usefulness of Helpful 0 0 1 100 
open employment Not helpful 1 100 0 0 

Total 1 100 1 100 XZ not relevant 

Usefulness of Helpful 24 89 9 90 
respite care Not helpful 3 11 1 10 

Total 27 100 10 100 XZ=O.OI, df=1, p=O.923 

Table 18. Perceived usefulness of services 
(Responses included above are of those who used these services) 

Table 18 shows that a greater proportion of mothers of controls found both 
physiotherapy and speech therapy helpful. There was no difference between the two 
groups in relation to how helpful they found attendance at special pre-school, pre
school, special school, normal school, receiving the Domiciliary Care or the Disabled 
Persons Maintenance Allowance, attendance at a workshop, activation centre, open 
employment or respite care. 
* Domiciliary Care Allowance 
teA Disabled Person's Maintenance Allowance 
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Services - Parental Views 

Friend you would turn to Cases Controls 
for supportive advice in a crisis No. 0/0 No. % 

Husband and family 37 74 39 78 

Friends - parent 6 12 6 12 

"1 keep my worries to myselP' 6 12 3 6 

Prayer -"Sacred Heart", Iehovah Witness 1 2 2 4 

Total 50 100 50 100 

Table 19. Non-professional person you would turn to for belp 

All interviewees answered the question regarding whom among their family and 

mends they would turn to first for help in a crisis situation. Table 19 shows that 76% 

of each group said they would turn to their husband and family for support and 

approximately 12% would turn to a friend. Twice as many mothers of cases (12%) 

said they kept their worries to themselves and 6% of subject's mothers said that they 

"got their strength from religion". 

Professional you would turn to Cases Controls 
for supportive advice in a crisis No. 0/0 No. % 

Medical and paramedical staff 35 70 35 70 

School or workshop staff 14 28 9 18 

"No-one", "Never had to" 1 2 4 8 

Priest, Light candles, Pilgrimage 0 0 2 4 

Total 50 100 50 100 

Table 20. Professional person you would turn to for belp 

All interviewees answered the question regarding whom among the professionals they 

knew they would turn to first for supportive advice in a crisis situation. Table 20 

shows that 70% of each group would confide in the paramedical or medical staff and 

approximately 23% would choose a member of school staff More mothers of 

controls (8%) said they would confide "in no-one", and religion was named by 4% of 

mothers of controls as their source of support. 
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Financial Strain Cases Controls 

No. % No. % 

No extra cost 26 52 21 42 

Transport to specialists and overnight stay 12 24 8 16 

DamagelBreakages 6 12 8 16 

Medicine/G.P. bills 4 8 4 8 

Child minding 1 2 4 8 

Time off work for father 1 2 1 2 

Equipment -wheelchair ,standing frame, car, telephone 0 0 3 6 

Driving to pick-up-point 0 0 1 2 

Total 50 100 50 100 

Table 21. Factors causing financial strain 

All interviewees answered the question as to what caused them most financial strain 

while caring for their child with intellectual disability. As shown in Table 21 there was 

close agreement between both groups regarding what caused the family most financial 

strain. Approximately 50% of subject's mothers said they experienced no "extra 

expense". Transport and overnight stays for doctors appointments, doctors bills, 

medicine and breakages involving items of furniture and fixtures in the home, were the 

most frequently cited items mentioned by approximately 40% of mothers of cases and 

controls. Two per cent of each group mentioned the cost of the father taking extra 

time off work to attend appointments. Six per cent of mothers of controls mentioned 

that extra expenditure on a car, the telephone, and special equipment caused financial 

strain. 
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Services found most helpful Cases Controls 
No. % No. % 

Special pre-school, school, or workshop 35 70 39 78 

Family support 12 24 15 30 

Professional support 9 18 19 38 

Allowances 5 10 11 22 

Respite care 5 10 6 12 

Voluntary associations 5 10 6 12 

Clubs and social outlets 5 10 5 10 

Transport to schools, clinics 4 8 4 8 

Acceptance in local community 3 6 1 2 
.,. 

Infonnation on entitlements 1 2 1 2 

None specified 1 2 1 2 

Residential care 14 28 

Home help and babysitting 3 6 

Home adaptations 1 2 

Table 22. Services considered by the mother as being most helpful 

Respondents were asked, using an open question, to state which services they found 

particularly helpful. Up to three items mentioned were recorded and so the total may 

add up to more than 100%. 

As shown in Table 22, there was a similar pattern in each group in relation to the 

services they found most helpful, namely special schools and workshops and the 

support of their families and of professionals. Eight per cent of mothers of controls 

included home help and home adaptations as being especially helpful. Twenty eight per 

cent of mothers of cases mentioned that residential care had been the most helpful 

service to them. 
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Services requiring further development Cases Controls 
No. % No. % 

School, workshop in their own locality 18 36 20 40 

Sufficient professional staff 18 36 17 34 

Respite care 14 28 11 22 

Counselling for family 11 22 10 20 

Home help when crisis arises 9 18 10 20 

Residential care, hostel, elderly accommodation 8 16 5 10 

Social outlets 7 14 5 10 

Voluntary associations 5 10 4 8 

Infonnation on entitlements 3 6 3 6 

More backup in national schools 3 6 3 6 

Allowance, buspass, free nappies 1 2 4 8 

Specialised dental services 2 4 1 2 

Parenting courses 1 2 1 2 

Shorter waiting at clinics 1 2 
.~ 

More pay for work done in workshops 1 2 

Heating in bedroom at home 5 10 

Better awareness of special diets 1 2 

Psychiatric follow up 1 2 

Centre for challenging behaviour 1 2 

Table 23. Services - mothers' opinions on services requiring further development 

Respondents were asked, using an open question, what services they would like to see 

developed further. Up to three items mentioned were recorded and so the total may 

add up to more than 100010. 

As shown in Table 23, there was a similar pattern in each group regarding the services 

they thought should be developed further namely: schools and workshops in their own 

locality; sufficient professional staff; respite care facilities; counselling for the family; 

home help when a crisis arises; residential care; and social outlets. Similar proportions 

in each group (30% approximately) mentioned that voluntary organisations; 

infonnation on entitlements; educational back-up in national schools; allowances; 

specialised dental services; and parenting courses were needed. Special services for 

those with additional problems such as a psychiatric illness or challanging behaviour 

was mentioned by 2% of mothers of controls. 
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3.9 RESIDENTIAL CARE - PARENTAL VIEWS 

Cases -"what enabled you to keep your child at home Cases Controls 
prior to admission to residential care" 

Controls -"what enables you to keep your child at home" No. % No. 

Attachment to the child 24 48 30 
Support of husband and family 24 48 23 
Services nearby and allowences 9 18 15 
Over attachment "my cross" 5 10 5 
Improved behaviour 4 8 9 
Residential placements full 3 6 1 
Voluntary organisations 1 2 1 
Enough money 1 2 2 
Transport - car 1 2 1 
Parent worked from home 1 2 1 

Support of friends and neighbours 2 4 
Good home facilities - downstairs toilet 1 2 ,", 

Professional support services 1 2 
Too young to go to residential care 1 2 
Wheelchair and suction 3 
Only child 1 

Table 24. Facton enabling parents to keep their son/daughter with 
intellectual disability at home 

% 

60 
46 
30 
10 
18 
2 
2 
4 
2 
2 

6 
2 

All respondents answered the open question regarding what they found helpful in 

caring for their son/daughter at home. For mothers of cases, the question posed was -

"what enabled you to care for your child at home for so long, prior to admission to 

residential care" and for mothers of controls the question posed was "what enables you 

to care for your child at home". Up to three items mentioned were recorded, therefore 

the total may add up to more than 100%. 

As shown in Table 24, similar proportions of mothers of cases and controls mentioned 

that attachment to the child, the support of husband and family, easy access to local 

services and the provision of allowances contributed to their ability to care for their 

child at home. Mothers of 12% of cases included in their reply that improved 

behaviour and the support of friends and neighbours contributed to their being able to 

care for their child at home. Mothers of 28% of controls included in their responses 

that improved behaviour, special equipment and sufficient money helped them to care 

for their child at home, while 4% of mothers of each group mentioned that having a 

car and working from home helped them to care for their child at home. 
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Cases - "what made you seek residential care" Cases 
Controls - "what would make you seek residential care" No. 0/0 

Disimproved behaviour and bigger child 
Parent aging or ill 
Increase child's independence, long term planning 
Advised by profession, place available 
No suitable day facility nearby 
Younger sibling born 
Depression or psychosis worsening 
Mother working 
Too long on transport, hitching too troublesome 
Traumatic experience 
"Never request residential care" 

16 

13 
11 

15 
8 
2 
2 
1 
1 
1 

32 
26 
22 
30 
16 

4 
4 
2 
2 
2 

Controls 
No. % 

3 
30 

4 

19 

6 
60 

8 

38 

Table 25. Reasons (projected reasons) for seeking residential care - cases 
(controls) 

All respondents answered the open question as to why they sought residential care for 

their child (cases), and why they thought they might seek residential care in the future 

(controls). Up to three items mentioned were recorded, therefore the total may add up 

to more than 100%. 

As shown in Table 25, included in the reasons for opting for reSidential care by 

approximately 30% of mothers of cases was worsening behaviour in the child as he/she 

grew older. A common reason cited by both groups was parent's advancing age or 

parental illness and the need to increase their child's independence. Thirty per cent of 

mothers of cases mentioned they they were advised by professionals to admit the child 

to residential care and were offered a place. Thirty-eight per cent of mothers of 

controls mentioned that they would never request residential care, and that the family 

would always look after their intellectually disabled child/adult. Sixteen per cent of 

mothers of cases included in their replies that they opted for residential care because 

there was no suitable day facility nearby. 
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Additional remarks Cases Controls 
No. 0/0 No. % 

Difficult to manage manipulative behaviour 12 24 5 10 
Use home help, respite, special school 9 18 10 20 
Use associations to talk to suitable parent 6 12 3 6 
Support of family and neighbours is important 2 4 5 10 
Pleasure to look after the child 3 6 1 2 
Increase their independence, treat as normal 3 6 4 8 
Mental handicap liaison nurse was helpful 1 2 2 4 
Social outlets are needed by the child 1 2 2 4 
Better psychiatric follow-up needed 2 4 2 4 
Residential care necessary as parent gets older 5 10 
Shops should allow clothes be fitted at home 1 2 
Difficulty in keeping child's weight down 1 2 
Knowledge of entitlements is important 3 6 
Financial help is important 2 4 
Other teenage children more trouble 1 2 
Home visit from therapist is sometimes helpful 1 2 
Difficult - wouldn't wish it on anyone 1 2 
Total 46 92 42 84 

Table 26. Response to an open question inviting suggestions or ideas for other 
carers 

As the final question in the interview all respondents were asked in an open question if 

they would like to make any additional comments or suggestions arising out of caring 

for their child with intellectual disability. Almost all respondants wished to do so. 

As shown in Table 26, particular difficulty with their son'sldaughter's manipulative 

behaviour was noted by 24% of mothers of cases and 10% of mothers of controls, and 

twice as many mothers of cases (12%) mentioned that support from voluntary 

associations was helpful to them. Approximately 20% of mothers of both groups 

indicated that day services and respite breaks were an important source of support for 

them. Approximately 8% of each group mentioned that the support of their family and 

neighbours were particularly helpful. Ten per cent of mothers of cases found 

residential care essential as the parent got older. One parent of a control remarked 

that her other teenage children were "more trouble to care forI!. Six per cent of 

mothers of cases and 2% of mothers of controls said "it was a pleasure to look after" 

their child with intellectual disability. 
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CHAPTER 4 
DISCUSSION 

For a child or adult with intellectual disability, residential care is the most expensive 

form of care, costing approximately £28,000 per person per year, as compared to day 

care which costs approximately £9,000 per person per year (personal communication, 

Area Administrator South Eastern Health Board). Following a period of relatively 

little development of services for the intellectually disabled, funds for these services 

have increased significantly since 199po. The 1994 Government publication "Shaping 

a Healthier Future"10 envisages the future development of services for the intellectually 

disabled as providing expansion of the present residential and day services, delivering 

flexible home support schemes, and suitable placement facilities for those with 
,,> 

disturbed behaviour including autism which would meet their special needs. A national 

database is to be established to help with the planning and delivery of the service1o. 

The results of this study should assist in the planning of a more cost effective service 

that is sensitive to the special and sometimes complex needs of individuals with 

intellectual disability and their families. To assist in the interpretation of the findings, 

the results of the survey are discussed in the approximate order that they appeared in 

the previous chapter. 

4.1 STUDY DESIGN AND STUDY POPULATIONS 

The degree of intellectual disability is generally considered the dominant factor in 

determining the parental decision to admit a child into residential care9. With this in 

mind, a case control study design was considered the most appropriate method of 

studying whether other characteristics such as additional handicaps due to decreased 

independence, anti-social behaviour, or domestic and social supports, had an impact 

on the parent's decision to opt for residential care for their child with intellectual 

disability. 
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Families may choose residential care for their child with intellectual disability either 

within or outside their local area. Approximately 14% of the total population of 

individuals with intellectual disability in the South Eastern Health Board region go into 

residential care outside of this area12. Factors such as availability of places, or a 

different admission's policy may influence the family's choice of where to seek 

admission. 

The study population of cases was composed of all individuals admitted to residential 

care between 1988 - 1993 in the South Eastern Health Board region whose home 

address was within the region and who were living at home prior to admission. The 

study population of controls was drawn from those whose details were available on 

the computerised register maintained by the South Eastern Health Board region and 

who were living at home during this same period. The South Eastern Health Board 

region includes counties Kilkenny and Carlow, Wexford, Waterford and South 

Tipperary, Figure 1. 

In the study design cases and controls were matched on degree of intellectual 

disability, age, sex and county of residence. Cases and controls were closely matched 

for age, with 82% matched to within 3 years and 98% to within 6 years of age. In one 

situation, the closest match for a 28 year old female case was a control aged 38 years. 

This difficulty in matching was likely to be due to the paucity of the more severely 

intellectually disabled who live in the community and the lower proportion of females 

to males in the total population with intellectual disability14.12. 

In the general interpretation of the study results, the following points should be borne 

in mind. As the cases in the study formed a census of those who had been admitted to 

residential care within the South Eastern Health Board region since 1988 the study 

results may therefore be extrapolated to other populations of individuals with 

intellectual disability who have been more recently admitted into residential care. 

Caution is required when extrapolating the results to the total residential population. 

However, data on the more recent admissions may be more relevant for the planning 

of future services as their needs may best reflect those being considered for admission 

in the future. 
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In the interpretation of the data it should be noted that mothers of some cases were 

recalling events and impressions for up to five years earlier. However, it is likely that 

many of the events discussed stood out clearly in their minds because of their 

particular importance in the life of the family. The answers sought by some questions 

were of a subjective nature and so were open to bias due to the respondent's subjective 

opinions. To minimise the degree of such bias care was taken to standardise the way 

the interview was conducted and how questions were asked. Some services were not 

in place when a proportion of subjects were the age to avail of them, particularly the 

older subjects among both groups, hence reducing the number of respondents in such 

instances. 

4.2 SEVERITY OF INTELLECTUAL DISABILITY . 
The degree of intellectual disability in the study population of cases were as follows: 

30% mild, 30% moderate, 24% severe and 16% were profoundly intellectually 

disabled. These proportions are broadly similar to that found in the 1981 census for 

the Republic of Ireland residential populationll as shown in Table 27. 

Proportions of intellectually 
disabled in residential care % Mild %Moderate % Severe %Profound 

1981 Republic of Ireland 
Population 23 40 28 9 

1993 Study Population 30 30 24 16 

Table 27 Proportions of intellectually disabled in residential care 

The proportion of moderately intellectually disabled individuals in residential care 

would appear to have fallen since 1981 which may be attributed of greater access to 

day facilities such as local special schools. The relatively higher proportion of mildly 

intellectually disabled found in the study group may be due to the more selective 

admission of those with coexistent difficult behaviour or to the exclusion of those, 

from the study group, who were in residential care units in the area for longer than five 

years. This latter point may also account for the higher proportion of profoundly 

intellectually disabled individuals found in the study population. 
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Twenty five per cent of mothers in the study overestimated the degree of their child's 

intellectual disability while 5% underestimated it when a comparison was made 

between the mother's perception of the child's intellectual disability and the 

documented degree of intellectual disability i.e. recorded in the registers. This may 

reflect a communication gap between the parent and doctor or possibly an overly 

optimistic mother with unrealistically high hopes for her child. Alternatively, the true 

severity of developmental delay may have been diagnosed at a later stage and the 

parent may not have been made fully aware of the change. Walsh72 in a study on Irish 

mothers found that 50% said they were "never told" what level of intellectual disability 

their child had. In a study in Japan by Takahashi34 where state services for the 

intellectually disabled are said to be well developed, 50% of the parents of children 

with intellectual disability were not satisfied with the explanation given to them at 

diagnosis and 6% did not recall any explanation being given to them. Imparting a 

diagnosis of intellectual disability to the parents of the child can be a disturbing and 

stressful encounter. The above data suggests that parents may often misinterpret the 

information given to them. Health professionals should be aware of this 

communication difficulty and perhaps the exact diagnostic classification and its 

implications should be reviewed at subsequent consultations with parents. 

4.3 SOCIODEMOGRAPIDC DATA 

Forty-eight per cent of cases in the study were under 18 years of age compared to 

30% in the total population in residential care in the region 12. The study population of 

cases were defined as those who went into residential care over the recent past and 

hence would be expected to yield a higher proportion of younger cases. 

The age distribution of the fathers and mothers was similar in the two study groups 

and is likely to result from closely matching the age of cases and controls. Thirty per 

cent of the fathers mId 24% of the mothers of controls were aged 60 years and over. 

These findings have implications for the planning of residential services, as the 

admission of an individual to residential care is often precipitated by illness or ageing 

ofa parent. 
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There was a trend towards a higher proportion of widows among the parents of cases 

(18%) than of controls (12%). This concurs with the belief that the death of a spouse 

can be a factor which causes the remaining parent to opt for residential care for their 

child with intellectual disability. 

Family size was similar in both the case and control groups but the four families with 

an only child with intellectual disability were all in the control group. Perhaps the 

undivided attention of these parents enabled them to care for their child at home, 

which otherwise might not have been possible. 

Fifty six per cent of the cases in the study were male and 44% were female, which , 
closely reflected that found in the total population of the intellectually disabled as 

reported in the Republic of Ireland Census, 1981 11 and in the 1990 South Eastern 

Health Board's Regional Mental Handicap Committee Review report12, namely 53% 

and 47% respectively. 

The geographical distribution of individuals with intellectual disability by county found 

in the study subjects was broadly reflected in the proportions found in the 1990 South 

Eastern Health Board's Regional Mental Handicap Review report12 namely - 42% in 

counties Kilkenny and Carlow in the study population (35% in the review report) 

Wexford 22% (27%), South Tipperary 20010 (14%), and Waterford 16% (24%) 

respectively. 

Twice the proportion of families of controls compared to cases (30% versus 16%) 

were found to qualify for a medical card. Hence 23% of the total study population of 

families had an income of approximately £8,000 per annum or less. Conliffe32 in a 

recently published study on 282 mothers aged 55 years and over, living in Northern 

Ireland and the Republic who were caring for their adult with intellectual disability at 

home, found that 86% had an income ofless than £10,000 per annum. Both of these 

studies suggest that many families caring for a child with intellectual disability do so on 

modest incomes. 
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Families without a medical card constitute a disproportionately high percentage (84%) 

of the population in residential care in this study compared to the proportion in the 

general population who are without a medical card (64%)80. A possible inference to 

be made from these results is that parent's attitudes towards caring for their 

intellectually disabled son/daughter in the home is more acceptable in the lower socio

economic groups or that parents in the higher socio-economic groups may be better 

able to articulate their needs and successfully pursue their request for residential care. 

4.4 ACCESSmILITY TO SPECIAL SERVICE 

The objective of all services for the intellectually disabled, as stated in the recently 

published Department of Health document "Shaping a Healthier Future; A Strategy for 
" 

Effective Healthcare in the 1990'S"10, is to help each individual with intellectual 

disability to reach his/her full potential. Assistance can be offered to the family if they 

are in contact with the relevant service. Prior to admission to residential care, 12% of 

the cases and 14% of the controls, at the time of interview, were at home full-time and 

were not attending any day service. Such a high level of service utilisation may reflect 

the policy of discussion of suitable day placement with parents of all school leavers 

which encourages families to opt for involvement with a further service. In contrast, a 

recent study carried out in part of Dublin and Kildare54,55 on 73 adults with mixed 

degrees of intellectual disability who were living at home, found 60% and 52% 

respectively in these counties were not attending a day service. These families used 

general community services less often and had no real expectation of what they wanted 

from a workshop compared to the families of those attending services. The' conclusion 

from the Dublin and Kildare54,55 study was that the issues as seen from the families' 

perspective must be addressed and that the providers of services need to review the 

relevance of their programmes and how they present them to their potential users, on a 

regular basis. 
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Significantly more families of cases (84%) had access to a car compared to controls 

(64%). However, an unexpected finding of the study was that in terms of distance or 

transport cases did not find it more difficult than controls to access the key support 

service in the locality, for example the school or workshop which they had most 

recently attended. Transport to schools and workshops is not provided in a uniform 

manner. It may be state funded by either the Department of Health or the Department 

of Education or be supplied by voluntary organisations. In this study approximately 

86% of parents of both cases and controls were satisfied with existing transport 

facilities. Twice as many mothers of cases compared to controls (12% versus 6% ) 

expressed dissatisfaction with transport which could possibly have influenced their 

decision to opt for residential care. The South Eastern Health Board's Regional Mental 

Handicap Committee Review report of 198581 , suggested that extra funds should be 

made available to bring about further improvement in transport facilities. 

4.5 SOCIAL COMPETENCE 

Independence 

The cases had significantly more limitations in activities of daily living than the 

controls, namely being less able to use their hands, feed and dress independently. 

While cases (50%) were more likely to require assistance in activities of daily living 

than controls (21 %), total dependence was actually more frequent in controls (24%) 

than in cases (12%). To be so highly dependent on others for their basic daily needs as 

was the situation for 50% of the cases would indeed be a burden on the family and as 

suggested by this study, could ,have influenced these families to seek residential care. 

Possible explanations why a greater proportion of the controls were totally dependent 

is unclear but may be due to those being cared for at home under-using their real 

potential or that their parents over-protect them, or perhaps it may be that it is less 

demanding to look after a son/daughter with intellectual disability who is totally 

dependent. 
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Approximately twice the proportion of controls (28%) compared to cases (16%) could 

be left with a minder for over 5 hours. The data suggest that mothers of controls may 

have found it easier to get a break from the constant task of caring for their 

son/daughter with intellectual disability and this may have been a factor in their 

decision to care for the child at home. 

Behaviour 

The following "difficult behaviour" characteristics were found significantly more 

frequently in cases compared to controls, namely a history of temper tantrums, being 

"difficult to managell
, overactivity, displaying inappropriate sexual behaviour and being 

insontinent of urine. The parents indicated that such highly anti-social behaviours are 

very difficult to manage in the setting of the family and in the wider community 

suggesting that such factors may trigger earlier admission to residential care. 

Individuals with intellectual disability who display anti-social characteristics form a 

special group who require a high ratio of staff to children6,42. It is considered essential 

that the staff should have a particular interest in working with such children and should 

receive special training. These children should not be separated completely from others 

but should be helped to integrate as much as possible with their peers42. When costing 

for residential care facilities, it is essential that staffing levels, staff selection and 

training are geared to both the degree of dependence and the behaviour characteristics 

of the individuals being admitted. 

Home facilities 

Parents of cases were more likely to have lived in their house for over 16 years, 

compared to families of controls. There was a trend suggesting that more cases were 

unable to use the stairs and toilet independently even though this was not shown to 

reach a statistically significant result, whereas more controls were totally dependent as 

regards using the stairs and toilet. This finding is similar to that shown in a previous 
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section on the use of hands, feeding and dressing independently. While it might be 

expected that those who are more dependent are more likely to be in residential care, 

further exploration is indicated to detennine why those who are completely dependent 

for their daily needs are more likely to be cared for full time in the family. Perhaps 

under use of their maximum potential may be a factor when cared for at home or less 

demands from a more dependent child may contribute to their being cared for in the 

family. 

4.6 SUPPORT NETWORK - Family 

It was the mother who primarily cared for the son/daughter with intellectual disability 

among both case and control groups in approximately 66% of families. The father 

helped in caring for the child when he was at home in approximately 96% of families. 

The family support given to both groups was similar and so was not shown to be a 

consideration in opting for residential care. The siblings of controls were found to be 

significantly more likely to give physical help as opposed to advice only and so share, 

and be allowed share, the physical burden of caring for their sibling with intellectual 

disability. In the study support from extended family and friends was found in similar 

proportions among families of both cases and controls. Good family support is well 

recognised as playing an important part in caring for a child with intellectual 

disability68,67. 

Support Network - Relatives 

Approximately 58% of the families of cases and controls had up to three relatives who 

currently helped the family in caring for their child with intellectual disability. The 

grandparents were among the relatives who had most frequently given help, especially 

the grandmother. In a proportion of the families the grandparents had helped in the 

past, but were now elderly or deceased. Female relatives (75%) were more likely to 

help in both the case and control groups. 

Krauss22 studied the social network of adults with intellectual disability who lived at 

home and also found that parents, siblings and other relatives formed the vast majority 
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of their social support network. Krauss found peer relationships with their own age 

group formed very little (10%) of the support network of the intellectually disabled22 . 

Support Network - Friends and neighbours 

Approximately 44% of the families of cases and controls had up to three friends or 

neighbours who currently helped them to care for their child with intellectual disability. 

The clear message from all mothers at interview was that families caring for a child 

with intellectual disability would not ask for help outside the family, but would wait 

for it to be offered. Approximately 80% of families of both cases and controls received 

physical help from friends and neighbours, and this support was usually given by a 

female friend or neighbour who lived less than one mile away. An awareness among 
.~ 

neighbours of the value of helping a family who care for a member with intellectual 

disability would appear to be of immense value, particularly when they are so adjacent 

to the home. 

Approximately 92% of mothers of cases and controls had up to three friends who took 

their son/daughter out of the house for short breaks, which may be an important 

release for the primary carer. Significantly more mothers of controls were satisfied 

with the help they had received from family, relatives, friends and neighbours. 

Satisfaction with such support may be a significant factor for families in deciding to 

care for their child at home. Walsh68 reports that maternal well-being is related to how 

satisfied the mother is with the supports provided, rather than by an objective 

assessment of how good these supports are. 

4.7 STRESS 

Stress in families/stress prior to and after admission of the child to residential 

care. 

Stress due to caring for an intellectually disabled child was ~mpared in families of 

cases and controls. The cases were in five or seven day residential care and were 
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returning home at weekends or for breaks at regular intervals throughout the year. 

Significantly more mothers of cases reported lower levels of stress according to the 

following indicators namely, that their sleep was uninterrupted, their household routine 

was not altered, they felt able to get a break from constantly caring for their child with 

intellectually disability. The above data suggest that admitting a child to residential 

care can reduce some of the stress felt by the mothers when caring for the child with 

intellectual disability at home. 

Significant reduction of all indicators of stress was reported by mothers of cases 

following admission of the child with intellectual disability to residential care compared 

to when he/she was cared for at home full time. These data suggest that admission of 

the child with intellectual disability to residential care can significantly improve the 

qu~ity of life for the mothers and their families. The social gain for these families is an 

important outcome and is likely to influence the continued demand for residential care. 

Recent studies4s,24,26,2s,s6,41 have examined the improvement in the quality of life of the 

person with intellectual disability brought about by the process of normalisation, but 

have not examined the quality of life of the family in relation to caring for their 

intellectually disabled son/daughter in different situations. Further study on these 

aspects of caring for a son/daughter with intellectual disability within the family 

compared to in residential care is required. 

Parenting and stress 

Mothers of cases were significantly more likely to have feelings of guilt (40%) and to 

report that their families' coped less well as part of the wider community (34%) 

compared to families of controls (6% and 12%) respectively. The literature 

refers63,6o,67 to the negative influence of the burden of such guilt. Appropriate 

interventions, for example availing of psychological and counselling services, can 

enhance the family's coping skills by enabling them to make decisions about their own 

lives and to set about executing these plans in daily living situations. This data suggest 

that the development of counselling services for families with an intellectually disabled 

child may significantly improve the quality of life for both the child and the family. 
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Crisis Support 

Approximately 90% of mothers of cases and controls indicated that when feeling 

particularly overcome by a problem related to their intellectually disabled son/daughter 

they would turn to their family or to a friend for non-professional support and to a 

medical or paramedical person for professional support, In both groups approximately 

4% of mothers found support in religion and approximately 10% would not share their 

problems with anyone, This latter group may be a priority for counselling for 

themselves and their families. Studies have shown that sharing a problem with an 

appropriate person can alleviate stress levels and be of assistance in developing 

improved coping stratagies63,60,67. 

4.8 PARENTAL VIEWS ON SUPPORT SERVICES 

Service utilisation 

A significantly greater proportion of families of cases used respite care compared to 

families of controls, Short temporary breaks can ease the constant burden of caring 

and have been found particularly helpful where the child has challenging behaviour37. 

Significantly more parents of controls found physiotherapy and speech therapy helpful 

compared to parents of cases. A possible explanation for this may be that positive 

outcomes from these interventions were more evident to the mothers of controls. Of 

those who used the special school or workshop support services the great majority 

found the service helpful. Fifty per cent of parents of cases found normal school was 

not helpful and the parent of the one case who used open employment did not find it 

helpful for their child. The aim of any service is to help the person to develop hislher 

potential to the full lO , It is possible that some individuals may not have had the ability 

to participate fully in the activities going on around them when in normal school or in 

open employment and this may perhaps have been a factor in their perception that the 

service as unhelpful to them. However, given the small numbers of individuals using 

some of these services, the results must be interpreted with caution. 

Financial cost 

Extra financial cost was encountered by approximately 54% of mothers of both cases 

and controls in relation to looking after their son/daughter with intellectual disability. 
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Approximately 20% of cases and controls stated that transport to specialists which 

necessitated staying overnight was a significant financial consideration as was also 

found by Takahashi34 in his study on consumer satisfaction with services for those with 

intellectual disability. Two per cent of the mothers of both groups reported that time 

off work for the father to attend appointments with their intellectually disabled child 

was a cause of financial strain. In a study by Baldwin71 on families of severely 

physically disabled children, it was found that both fathers and mother's income was 

reduced substantially by caring for their child's needs and this income loss was not 

recovered through state allowances. The financial burden of caring for a child with 

intellectual disability requires further study to assess its full implications for the family. 

Approximately 14% of cases and controls reported that they found repairs to furniture 

e.g. television, doors, windows and toilet fixtures in the house as well as loss of and 

damage to clothing was a significant financial burden. Counselling in behaviour 

management skills for family members may be of help to parents of intellectually 

disabled children exhibiting challenging behaviour. 

Suggestions for local service development 

Approximately 74% of mothers of both cases and controls mentioned pre-schools or 

special schools for children, and the workshops for adults as services they found most 

helpful. The support of their husbands and families and of professionals was mentioned 

by both groups (68% of mothers of controls and 44% of mothers of cases) as an 

important source of help. Twenty-eight per cent of mothers of cases mentioned that 

residential care was what they found most beneficial. Home help and adaptations to 

the house were included in approximately 8% of responses of mothers of controls as 

the most helpful service. The services suggested by mothers of both cases and 

controls that should be further developed were the provision of more locally based 

special schools and workshops, with adequate numbers of professional staff to meet 

the special needs of the individuals with intellectual disability attending there, access to 

regular respite care, access to specialised dental care locally, counselling for families 

and advice on how to manage challenging behaviour. 
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The study suggests that there is a priority need to develop appropriate services for 

children with challenging behaviours such as temper tantrums and over active 

behaviour, as well as those with associated conditions of autism or psychiatric illness. 

A number of mothers specifically indicated that behavioural problems can make life 

very difficult for the carers and families involved. 

4.9 PARENTAL VIEWS ON RESIDENTIAL CARE SERVICES 

Mothers who had a child in residential care were asked what helped them to keep their 

son/daughter at home prior to admission, and mothers of children with intellectual 

disability who were living at home were asked what helped them to keep their 

son/daughter at home currently. Approximately 58% of mothers of both cases and 
."> 

controls indicated that attachment to the child and the support of husband and family 

were important influences in this regard. Approximately 24% of mothers of cases and 

controls mentioned that having services nearby and the financial assistance of the 

Domicilary Care Allowance or Disabled Persons Maintenance Allowance were 

important factors which also helped. Ten per cent of both groups included in their 

responses that they saw caring for their child with intellectual disability as their 

"cross". In accordance with these findings, a study by Bromley73 on children with 

severe intellectual disability who had recently gone into residential care found that 

feelings of attachment and guilt, availability of formal services locally and strong family 

support were the main reasons given for delaying placement outside of the home. 

Mothers of cases were asked what finally made them opt for residential care for their 

child. Thirty-two per cent mentioned that it was the child's increasingly difficult 

behaviour, 26% mentioned the advancing age of the parent, both of which often 

constitute a crisis admission. Twenty two per cent indicated that it was to increase the 

child's independence while 30% said they were advised to do so by professionals. 

Currently successful requests for admissions come from families experiencing crisis 
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situations and from some families who plan their son'sldaughter's admission before a 

crises arises. Ideally crises situations should be prevented or anticipated as far as 

possible and planned admissions should be the norm for residential placements. 

Mothers of controls were asked to project reasons why they thought they would need 

to request residential placement for their child sometime in the future. Sixty-six per 

cent mentioned advancing age of the parent or difficult behaviour in the child. Thirty

eight per cent included in their replies that they would never opt for residential care as 

they expected the family to care for their sibling with intellectual disability. Walsh72 

found that only 38% in her study of 279 subjects had a successor named who agreed 

to~care for the person with intellectual disability in the future. This question was not 

explored in the present study. Unrealistic planning on the part of parents caring for a 

child with intellectual disability may pose difficulties for the development of future 

planning strategies for residential care requirements. The important process of 

consultation with parents regarding the future needs of the intellectually disabled 

individual requires further study in order to plan adequately to meet the special needs 

of such individuals. 

At the end of the structured interview the mothers of both groups were asked for any 

additional suggestions they may like to make arising out of their experience of caring 

for their child with intellectual disability which were not already covered by the 

questionnaire. Twenty per cent of mothers of both groups mentioned that local day 

services, respite care, and help in the home were key support services. The necessity 

for social outlets for teenagers and adults with intellectual disability was mentioned by 

6% of the mothers particularly those living in rural areas. Ten per cent of mothers of 

cases emphasised the necessity for the availability of residential care as parents get 

older. The difficulty of managing the child/adult with manipulative behaviour was 

reiterated by 24% of mothers of cases compared to 10% of mothers of controls. This 

latter finding recurs in many forms throughout the study highlighting the importance of 
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the issue and the necessity for further investigation in this area to assist in the 

development of appropriate services geared to the special needs of these children. 

Part of the solution may lie in providing regular respite care and home support services 

for families of children with challenging behaviour and the teaching of management 

skills to parents at an early stage. As resources become available special attention 

should be given to providing further supports for parents of such children and 

residential units caring for those displaying challenging and difficult behaviour should 

be designed and staffed to meet the special needs of each individual while helping them 

to become socially integrated. 
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CHAPTERS 
CONCLUSIONS AND RECOMMENDATIONS 

Services for the intellectually disabled in the South Eastern Health Board region are 

undergoing constant development and a generally high degree of satisfaction with 

these services was found among parents of those with intellectual disability. 

Among children and adults with a similar degree of intellectual disability the study 

found that those individuals with higher levels of dependency and those exhibiting 

challenging and anti-social behaviour were more likely to be admitted to residential 

care. These results have implications for the planning of services in terms of the 
,"7 

relatively high cost of recruitment of appropriate staffing levels and the capital cost of 

setting up suitable programmes to meet the needs of these individuals. 

Good support networks within the family, relatives, neighbours and friends were found 

among both cases and controls and were an important source of help when caring for a 

child with intellectual disability. The families of controls received more physical help 

. from their family members which possibly enabled them to care for the intellectually 

disabled child at home for longer. The data support a need to promote an awareness 

among the public from a young age of the value of helping and befriending those with 

intellectual disability. Such awareness would hopefully in time translate into practical 

physical and emotional support for the family of an intellectually disabled child. 

Admission of the individual with intellectual disability to residential care was shown to 

have a positive effect on relieving the level of stress experienced by the mother and is 

likely also to extend to the family network. This element of social gain resulting from 

admission to residential care is an important aspect of the service for families. The 

high levels of guilt felt by many mothers and the poorer coping skills of families of 

cases, those in residential care, may require further consideration by the health 
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professionals involved in the support of such families. The wider availability of 

counselling for families with special attention given to parenting skills may be 

beneficial to these families. 

The provision of respite care and help in the home together with the day services such 

as special schools and workshops were highly valued by the mothers who repeatedly 

referred to these services in a positive way throughout the interview. Services 

suggested for further development included those related to meeting the needs of 

those with challenging behaviour, counselling for families, access to regular respite 

care, and the provision of specialised dental care locally. 

Arising out of the results of the study, the following recommendations are made:-

1) Recognition should be given to the fact that among the intellectually disabled 

individuals of similar degree of ability it is those with higher dependency needs 

for daily living tasks and those who exhibit difficult anti-social behaviour who 

should be granted priority for admission to respite and long term residential 

care. 

2) 

3) 

More rapid access to suitable and sufficiently staffed residential care facilities 

for those with specially challenging behaviour is an urgent requirement for 

parents caring for such children. 

Children with challenging behaviour who are cared for at home should be 

given a higher degree of support from locally based community services both 

within the special school setting and the home. The extra cost of an intensive 

one-to-one programme in the classroom and the teaching of behaviour 

management skills to parents may be cost effective and educationally 

beneficial. 
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4) 

5) 

6) 

7) 

The development of a more extended professional counselling service for 

families of a child with intellectual disability may enhance their coping skills 

leading to a more fulfilled and independent life for parents, siblings and the 

intellectually disabled member. 

Many parents are unaware of the precise degree of intellectual disability of 

their child. Improved communication skills on the part of the health 

professionals, particularly at the time of diagnosis, and sufficient opportunity 

for parents to assimilate the information may help to minimise unreasonable 

expectations or "optimlsm" on the part of parents, while on the other hand 

encouraging parents to maximise the degree of potential in their child. 

To enhance the relevance of information held on computerised data base 

registers of those with intellectual disability, details on the individual's social 

competence and challenging behaviour should be included, possibly in the form 

of a simple point scale, in order to assist with the strategic planning of future 

community and residential care requirements. 

Further development of respite care facilities may help to reduce the pressure 

on available residential placements with priority given to those exhibiting 

behavioural difficulties and may identify emerging crises at an earlier stage. 

8) Services for individuals with intellectual disability should undergo routine audit 

in order to identify unmet needs and foster the provision of the highest quality 

service within the available resources. 
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APPENDIX 1 

Letter to: Administrator of Residential Unit 
Superintendent Public Health Nurse 

Dear 

Secretary of the Local Faculty of the Irish College 
of General Practitioners 

I am doing a research project with the South Eastern Health Board. It is a study of the 
determinants of admission, of people with mental handicap, to residential care. 

This will involve administering a questionnaire, myself, to the parent of each person 
with mental handicap, who has gone into residential care, in the S.E.H.B. region, over 
the past five years, and to matched controls who have remained at home. 

This study should help with future planning of residential placements and community 
.based services. 

I will write to each family to outline the study and to invite their co-operation. Should 
the occasion arise, I would be very grateful if you would encourage them to 
participate. 

I would be delighted to answer any queries you may have. Thank you very much for 
your help to date and in the future. 

Yours sincerely, 

Ann Egan 
Area Medical Officer 
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APPENDIX 2 

Letter to Director of Community Care 

Dear 

I am planning to do a thesis for the Part 11 of the M.F.P.H.M.l I hope to administer a 
questionnaire to the main carer of all the people with intellectual disability who have 
gone into 5 and 7 day residential care with the South Eastern Health Board Region 
over the past 5 years - since January 1988. 

To help establish the number of cases, I am planning to visit these residential units, as 
soon as possible, to establish details such as the name, address, date of birth, date of 
admission, if that admission was from home, and who is the main carer. I will choose 
the controls from the computer list of mentally handicapped living at home. 

I would like to seek your co-operation to do this survey in your area. I would be very 
grateful for a short letter of introduction to these residential units. 

Thanking you, 

Yours sincerely, 

Ann Egan 
Area Medical Officer 
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APPENDIX 3 

Letter to Parent 

Dear 

I am a doctor working with the South Eastern Health Board. 

I am examining certain aspects of mental handicap in this region. I would be very 
grateful if I could meet with you to discuss your experiences in this regard. 

If you would be happy to help me, I would like to meet you on ......... .. .. . ...... .... at 
....................... , at your home. Otherwise please phone me at the above number or 
write to me to arrange a more suitable time. 

Yours sincerely, 

Ann Egan 
Area Medical Officer 
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APPENDIX 4 
CONFIDENTIAL QUESTIONNAIRE 

"CARING FOR PEOPLE WITH SPECIAL NEEDS" 

CONFIDENTIAL PERSONAL INFORMATION 

NAME: 

ADDRESS IN FULL: 

DATE OF BIRTH: DDDDDD 

CODE NO: DDD 

CASE =1 

D 
CASE =2 

• TEL. NO.: 

• 

• 

• 
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CONFIDENTIAL QUESTIONNAIRE 
"CARING FOR PEOPLE WITH SPECIAL NEEDS" 

DATA AVAUABLE ALREADY 

CODE 000 

TYPE (CASE/CONTROL) o 

South Tipperary = 1 

CarlowlKilkenny 2 

Wexford =: 3 0 
~~ 

Waterford 4 

Town = 1 

County 2 0 
Borderline 3 

Date of Birth DDDODO 
Age at last birthday 00 

Sex Male = 1 

Female 2 0 
Case 

Date of Admission DODD 0 

To DO 

Interviewee Mother I 0 

Date 000000 
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LOCAL SERVICES 

• I would now like to ask you about what local service attends/attended (before he/she went 

into 

8) What local special service does attend, (did attend before going into ) 

Preschool = I • Special Preschool 2 

School = 3 

Special School = 4 

• Workshop = 5 

Day Activation Centre = 6 

Home = 7 

Specify Other = 8 D 
• [][lD 9) How ~y miles away is/was byroad 

10) Does/did you use special transport In full I 

to get there. In part = 2 

• Not used = 3 D 
Specify Other = 4 

11) Is/was collected from home Yes 1 

• No 2 D 
Specify Other 3 

12) If 'No' how far away islwas the pick up point m1s. DD·D 
13) How do/did you get to the pick up point D • 
14) How long does/did it take, from leaving home 

to get to hrs. DD-D 
15) How satisfactory do you find transport Very satisfactory I 

• for to Adequate most of the time 2 D 
Very unsatisfactory 3 

16) How do/did you usually bring to the shops, G.P. etc. D 
• 17) How many cars are/were used by the family, at home D 

18) Does mother drive Yes = I 

No = 2 D 
• Code Type 
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• 
INDEPENDENCE 

I would now like to ask you about 's general health (Before he/she went into care) 

• 19) Haslhad Normal vision (including glasses) = 1 

Partial sight - problems with mobility 2 0 
No vision - for all practical purposes 3 

• 20) Haslhad 

Normal hearing, (include deafness in one ear) 1 

Partial hearing, (hearing aid prescribed) = 2 0 
Completely deaf - for all practical purposes 3 

• 21) Haslhad Epilepsy (Fits) No = 1 

Yes, but no real problem presently = 2 0 
Yes, recurring problem presently = 3 

• 22) Haslhad Speech that is 

Easily understood by everyone = 1 

Understood only by those who know him/her well = 2 D 
Cannot speak at all, relies on gestures = 3 

• 23) Haslhad the use of hislher hands 

To do most daily activities, buttons, knife & fork = 1 

Manages some daily activities, slow, clumsy using hands = 2 D 
No real use of hands for daily activities = 3 • 24) Does/did Feed self, manage all activities at table 1 

Feed self, but needs encouragement (verbal prompt) = 2 

Feed self, but needs meat cut (physical help) 3 0 

• Cannot feed self, needs to be fed = 4 

25) Is/was 

Able to run and climb stairs with no difficulty = 1 

Able to walk, 114 mile, but has difficulty running, climbing stairs = 2 • D Able to walk only short distances, +/- simple walking aid 3 

Unable to walk alone, uses wheelchair all of the time, including at home = 4 

26) IsIwas able to use toilet Independently 1 

• Needs reminding (verbal prompt) = 2 

Needs help (physical help) 3 D 
Dependent on others = 4 

Code Type • 
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• 
27) Is/was 

Able to dress, wash, himlherself independently = I 

• Able to dress, wash, himlherself, but requires checking (verbal prompt) = 2 

Requires help to dress, wash (physical help) ::::; 3 0 
Dependent on others for dressing, washing ::::; 4 

• 28) How long would you be happy to leave unsupervised, hrs. 00·0 

29) How long would you be happy to leave with a minder, hrs. CIO·O 

• BEBAVIDIJR 

I would now like to ask you about 's behaviour (before going into Jl's.ago) 

30) Haslhad Autism diagnosed Yes ::::; I 

No ::::; 2 0 
• Don't know 3 

,-" 

31) Does/did attend psychiatrist regularly Yes ::::; 1 

No 2 0 

• Don't know ::::; 3 

32) Is/was very withdrawn . Usually ::::; 1 

Sometimes 2 

Never 3 0 
• Don't know 4 

33) Haslbad __ agressive outbursts, temper tantrums Usually ::::; 1 

Sometimes = 2 

• Never ::::; 3 0 
Don't know ::::; 4 

34) Does/did __ injure himlher self Usually 1 

Sometimes ::::; 2 • Never 3 0 ::::; 

Don't know ::::; 4 

35) IsIwas difficult to manage Usually ::::; 1 

• Sometimes 2 

Never 3 0 
Don't know 4 

• Code Type 
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• 
36) Would you describe __ as overactive Usually = 1 

Sometimes 2 

• Never = 3 0 
Don't know = 4 

37) Does/did engage in inappropriate sexual behaviour 
Usually 1 

• Sometimes = 2 

Never == 3 0 
Don't know 4 

38) Is/was incontinent of urine Usually 1 • Sometimes == 2 

Never 3 0 
Don't know = 4 

• 39) Does/did soilhimlherself Usually = 1 

,~ Sometimes = 2 

Never 3 0 
Don't know 4 

• HOME FACILI'I'IES 

I would now like to ask you a few questions about at home 

How easily he/she gets around the house (Got around the house before going into ) 

• 40) How many years are you living in this house DO 
41) Is/was if easy for to get in and out of the house 

Very Easy 1 

Some Difficulty = 2 

• Very Difficult 3 0 = 
Don't know = 4 

42) Is/was it easy for to get around, inside the house 
Very Easy 1 • Some Difficulty = 2 

Very Difficult = 3 0 
Don't know = 4 

• 43) How many others sleep/slept in the same bedroom as 0 
44) Is/was there a stairs in your house Yes 1 

No = 2 0 
Don't know = 3 • 
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45) If 'Yes' what floor does sleep in Downstairs = I 

Upstairs = 2 D 
Don't know = 3 

• 46) Canlcould use the stairs By himlherself = I 

Using an aid = 2 

Needed a person to help = 3 D 
Other = 4 

47) Canlcould use the toilet By himlherself == I 

• Using an aid = 2 

Needed a person to help = 3 D 
Other· = 4 

48) HasIhad your house a safe surround outside for to play and relax in 

Yes = I 

• No = 2 D 
Don't know = 3 

SUPPORTNETWORK-F~Y~ 

Can I ask you about how your family helplhelped you in looking after 

• 49) Who looksllooked after most of the time Mother == I 
.",.,~ 

Father = 2 

Both = 3 D 
Specify Other = 4 

50) Does father/partner help, when home, in looking after • Never = 1 

Sometimes = 2 

Always = 3 D 
Don't know = 4 

• 51) How many other children do you have 11 
52) Can I ask you about each of them starting with the ones who give the most help 

Who Sex Age (last Special Needs living at Howoftcn . What type of 

(Relaticmhip ) Male =1 birthday Physical "I Home -I OOIdid1hey bdpdoldid 

Female =2 Mental =2 Not living help (daily, 1hey give (pbysical, 

Both =3 athome =2 weekly, as supportive 

• Otha- =4 required de.) advice, de.) 

I. 0 DD 0 0 0 0 
2- 0 DD 0 0 0 0 

• 3. 0 00 0 0 0 0 
4. 0 I 0 0 0 0 

- !i. 0 I 0 0 0 0 
6. 0 DD 0 0 0 0 

• 7. 0 DO 0 0 0 0 
8. 0 DD 0 0 0 0 
9. 0 DD 0 0 0 0 
10. 0 CIO 0 0 0 • 
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.' 

SIlPPORT NETWORK - RELATIVES 

I would like to ask you about the support and help you get from your relatives in looking after ___ (before heishe 
went into ) 

53) How many relatives gave you help in looking after ___ _ DD 
54) Out of all your relatives who gives/gave you the most help in looking after ___ _ 

Who 

(RelatiOlllihip ) 

1. 

2. 

3. 

_0 
_--..:0 
_0 

Sex Age (last 

Male "'1 birthday) 

Fanale »<2 

o 
o 
o 

DD 
DD 
00 

How faraway 

dotbey live 

miles 

00-0 
00-0 
00-0 

Howoftal What type of 

dcldidtbey help doIdid 

help (daily, they give (physical, 

weekly,as supportive 

required etc..) advice, etc..) 

0 0 
0 0 
0 0 

Total Presently Helping 0 
• SIlPPORT NE1WORK - FRIENDS AND NEIGHBOURS 

• 

• 

• 

• 

• 

• 

• 

I would like to ask you about the support and help you get from your friends and neighbours in looking after r=;;;F=;-

55) How many people among your friends and neighbours helped you in looking after __ _ 

56) Out of all your friends and neighbours who gives/gave you the most help in looking after ____ _ 

Who 

(RelatiOlllihip ) 

Sex Age (last 

Male =1 birthday) 

How faraway 

dotbeylive 

Howoftal 

dcldidthey 

help (daily, 

What type of 

helpdoldid 

1. 

2. 

3. 

57) 

58) 

59) 

60) 

Female =2 

o 
o 
o 

DD 
DD 
DD 

miles 

00·0 
OD-O 
00-0 

weekly,as 

required etc..) 

___ 0 
___ .0 
___ .0 

tbey give (physical, 

supportive 
advice, etc..) 

___ :0 
__ -:0 

o ---'0 
Total Presently Helping 

How many people takeltook out of the house, for example to go shopping. 0 
(Excluding main carer) 
DoIdid you have a paid helper to look after Yes = 1 

No = 2 o 
Don't know = 3 

If 'Yes' how many hours/week, doesIdid., heishe help with ____ _ 00·0 
Are you satisfied with the amount of help you get from all the above in looking after ___ _ 

Very satisfied = 1 

Reasonably satisfied = 2 

Not satisfied = 3 0 
Specify Other = 4 

Code ~ 
104 



• 
PARTII 

PARENTING/STBESS 

• I would like to ask you about, how having affects/affected your life in terms of 

Case 1. How you felt about things before went into 

2. How you feel about things now that he/she has gone into years ago. 

Control 1. How you feel about things now 

• (Case) (Case & Control) 
Answer as was Answer as is 'Was' 'Is' 

before admission today 3 yrs.ago now 
61) Did/do you ever feel you can Never = 1 Never = 1 

no longer cope with the Sometimes = 2 Sometimes = 2 
situation Always = 3 Always = 3 0 0 • Don't Know = 4 Don't Know = 4 

62) Did/do you ever get Never = 1 Never = 1 
depressed by the Sometimes = 2 Sometimes = 2 
situation Always 3 Always = 3 0 0 

Don't Know = 4 Don't Know = 4 

• 63) Did/do you ever Never = 1 Never = 1 
feel you,,need Sometimes = 2 Sometimes = 2 
a break Always = 3 Always = 3 0 0 

Don't Know = 4 Don't Know 4 
64) Hadlhas your Never 1 Never = 1 

• health suffered Sometimes = 2 Sometimes = 2 
at all Always = 3 Always = 3 0 0 

Don't Know = 4 Don't Know = 4 
65) Did/do you find it Never = 1 Never = 1 

difficult to get away Sometimes = 2 Sometimes = 2 
on holiday Always = 3 Always = 3 0 0 • Don't Know = 4 Don't Know = 4 

66) How much hadlhas Never = 1 Never = 1 
your social life Sometimes = 2 Sometimes = 2 
been affected Always = 3 Always = 3 0 0 

Don't Know = 4 Don't Know = 4 

• 67) How much hadlhas the Never 1 Never = 1 
household routine Sometimes = 2 Sometimes = 2 
been altered Always = 3 Always = 3 0 0 

Don't Know = 4 Don't Know = 4 
68) Was/is your sleep Never = 1 Never = 1 

• interrupted by Sometimes 2 Sometimes = 2 
Always = 3 Always = 3 0 0 

Don't Know = 4 Don't Know = 4 
69) Were/are you at all Never = 1 Never = 1 

prevented from Sometimes = 2 Sometimes = 2 
having visitors Always = 3 Always = 3 0 0 • Don't Know = 4 Don't Know = 4 

70) Did/do you ever feel Never = 1 Never = 1 
frustrated at times Sometimes = 2 Sometimes = 2 
with Always = 3 Always = 3 0 0 

Don't Know = 4 Don't Know = 4 
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• lA,RENTING/STRESS Coat·d •••• 

I would like to ask you about how having affects/affected both you and your husband and family. 

71) Do you and your spouse have different ideas on how to manage 
Never = I 

• Sometimes - 2 

Always = 3 0 
Don't Know 4 

72) Do you encourage to do things for himlherself 

• Never = 1 

Sometimes = 2 

Always 3 0 
Don't Know 4 

• 73) Do you blame yourself for 's condition 
Never = I 

Sometimes 2 

Always 3 0 
Don't Know = 4 • 74) How do you think your family have coped with the stress of having __ 

'!.1 Excellently I 

Very well = 2 

Adequately 3 0 
• Mod.. Poorly = 4 

Very Poorly = 5 

75) How do you think having has influenced your relationship with your spouse 
Much Improved 1 

Slightly Improved = 2 • 0 No effect = 3 

Slightly Disimproved = 4 

Disimproved a lot 5 

76) Do you think having has influenced your relationship with your other children 

• Much Improved = 1 

Slightly Improved = 2 

No effect = 3 0 
Slightly Disimproved = 4 

• Oisimproved a lot = 5 

77) Do you think that having has influenced the time you could give your other children 
A lot more = 1 

A little more = 2 

No difference 3 0 • A little less 4 = 
A lot less = 5 

78) What causes you most financial strain in caring for 

DO 
• Code Type 
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• 
USE OF SIJPPORTS 

Now I would like to ask you about your use of supports and how satisfactory you found them. 

• 79) Do/did you avail of Yes = 1, No = 2 Very Helpful = 1 
Not offered = 3 Helpful = 2 

Refused = 4 Not much help = 3 

• 
Physiotherapy 0 0 
Speech Therapy 0 0 
Domicilary Care Allowance 0 0 
Pre-School 0 0 

• 
Specialised Pre-School 0 0 
Respite Care 0 0 
School 0 0 

• 
Specialised School 0 0 
Workshop 0 0 
Adult Activation Centre 0 0 

.~ 0 0 Open Employment 

Disabled Persons Maintenance Allowance 0 0 

• 80) When things get on top of you about who do you turn to for help, 

I mean non-professional (relationship) 

81) When things get on top of you about who do you turn to for 

professional help 

• 
SUGGESTIONS 

82) What services have you found most helpful 

• l. ___________________ _ 

2. _____________________ _ 

3. ___________________ _ 

83) What services do you think are most valued 

• l. _____________________ _ 

2. ___________________ _ 

3. ___________________ _ 

• 

• 

0 

0 

00 
00 
00 

00 
00 
00 

Code ____ T~ ____ _ 
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• 

• 

• 

• 

• 

• 

• 

• 

• 

• 

• 

84) What were the three most important things that allowed you to look 

after at home, for so long (aids, service, support, attachment. other) 

1. 

2. 

3. 

85) What. in the end, made you seek residential care for 

1. 

2. 

3. 

CONTROL 

86) What are the three most important things that allows you to care 
.~ 

for ____ at home (eg aids, service, support, attachment other) 

1. ____________________ _ 

2. ____________________ _ 

3. ____________________ _ 

87) Under what circumstances would you see yourself requesting residential care 

for ____ in the future 
1. ____________________ _ 

2. ____________________ _ 

3. ____________________ _ 

DD 
DD 
DD 

DD 
CID 
DD 

DD 
DD 
I 11 I 

·DD 
DD 

Code ____ Type ___ _ 
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• 
88) Age of father at last birthday DD Alive = 1, Deceased = 2 0 
89) Age of mother at last birthday CIO Alive = 1, Deceased 2 0 

• 90) What is father's most recent occupation ........................................ 

No. of acres ................................ :. No. of workers ............................ 0 
91) Is father currently working Full Time = 1 

Part Time = 2 

• Not working = 3 0 
92) How many years ago did he last work ............ Years Ago DO 
93) What is mother's most recent occupation ........................................ 

No. of acres .................................. No. of workers ............................ 0 
• 

94) Is mother currently working Full Time 1 

Part Time 2 

Not working = 3 0 
• 95) How many years ago did she last work ............ Years Ago OD 

96) Are you Married 1 

Single 2 

Widowed =: 3 0 
• Separated = 4 

Other = 5 

97) What were you told about Mild = 1 

.................................. regarding Moderate = 2 

• hislher degree of disability Severe = 3 0 
Profound = 4 

Other 5 

98) Is/was your house Privately Owned = 1 

Private Rented = 2 • 0 Local Authority Purchasing = 3 

Local Authority Rented 4 

Other = 5 

99) Has .................................. a medical card Yes 1 • 0 No 2 

Don't Know = 3 

100) Has the family a medical card Yes 1 

No =: 2 0 • Don't Know = 3 

101) Is there anything else you would like to tell me 

about in relation to looking after DO 

• Code Type 
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