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Foreword

This study, The Caring Process. A Study of Carersin the Home is Part
2 of aresearch programme, ("Caring for the Elderly"), on family carers
of elderly people in the Republic of Ireland which was initiated by the
National Council for the Aged in 1985.

Pat | of the programme, A Study of Carers at Home and in the
Community, was published in June 1988. It provided a profile of carers
and the database for this study of the process of caring for elderly people
within households. It found that there are 66,000 elderly people receiving
a dgnificant amount of care a home from a relative, which is more than
three and a haf times the number of elderly people in institutional care.
It identified the nature and extent of the care required of families and
relatives of those ederly people who continue to live a home, in their
own communities, rather than in an ingtitutional environment.

This second volume of the study examines the caring process and
focuses primarily on the family carers of elderly people living a home
rather than on the recipients of care themselves. The study shows clearly
that family carers are the unrecognised backbone of community care —
inadequately supported by State and other agenciesin the task they have
undertaken with such dedication and very often carrying out the task at
great persona sacrifice. Without the commitment and dedication of the
family carers the demands on the State for ingtitutional care of the
elderly would be very much higher.

The question "Who cares for the carers'? is given added urgency as
a result of the findings of this study and needs now to be serioudy
addressed. The Council in its preface to the study has sought to identify
the main areas where this support is required and has made recom-
mendations for changes in policy and practice. There is a great need for
information and support services for the carers of the elderly. Such
supports as respite care, better home help and day care services, infor-
mation, training and counsdling services would al help to ease the
burden on the carer as would better co-ordination of community medical
and nursing services. The Council aso believes that a strong case can
be made for the introduction of a specia scheme of financia assistance
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by the State for the carers of certain elderly people and this proposal is
outlined in the Council's preface.

The Council would like to thank the authors of the report, Professor
Joyce O'Connor, Director. of the project, and Dr. Helen Ruddle,
Research Officer, together with Marie O'Gallagher and Eileen Murphy
and other members of the research team at the Socid Research Centre,
N.I.H.E. Limerick. We aso wish to gratefully acknowledge the con-
tribution of the g&ff of the Research Unit of the ESRI and in particular
Professor Brendan Whelan. We are indebted to the respondents in
various parts of the country without whose co-operation and goodwill
the study could not have been carried out.

The Council adso wishes to acknowledge the contribution of the
members of the Consultative Committee established to advise on the
preparation of the report, Dr. Michag Hyland (Chairman), Dr. Ruth
Barrington, Mrs. Iris Charles, Mr. Jim Cousins, Mr. Fred Donohue,
Ms. Aideen O'Connor, Mr. Joseph Rowe, and Mr. Seamus Shields.

The Council would aso like to thank Mr. Bob Carroll, Secretary of
the Council, and Mr. Michad Browne, former Research Officer with
the Council, for their considerable contributions to the production and
publication of the report.

We hope that the publication of this study will lead to a greater
awareness of the mgjor role played by families and relatives in the care
of the elderly and of the problems they face in carrying out this task.
We hope too that the issues raised and the recommendations we have
made will be addressed by central government, by health boards, by
voluntary and statutory agencies and by professionals with responsibility
for the care of the aged and will lead to Sgnificant and early improve-
ments in the position of family carers whose contribution is so vita to
the dignity and well-being of so many elderly people living in the
community.

Mr. L. J. Tuomey, Chairman
National Council for the Aged,
Corrigan House,

Fenian Street,

Dublin 2.

September 1988.



Comments and Recommendations by
the National Council for the Aged

1. INTRODUCTION

Despite the impact of various socid factors (e.g. higher marriage rates,
lower fertility rates, greater geographical mobility, less closdly-knit com-
munities, increased levels of femae participation in the labour force and
increased life expectancy, particularly for women), the family continues
to be the strongest and most reliable source of care for elderly persons.
The mgjority of the ill elderly and handicapped continue to be cared for
at home rather than in ingtitutions — living either with their spouse or
children, with another relative or occasondly with non-relatives. Fam-
iliestend to show ahigh degree of adaptability to the needs of dependants
and increasing levels of disability can be catered for within the natural
caring network. There is a body of impressive evidence which indicates
the variety of ways in which family members seek to maintain elderly
dependents at home despite having to smultaneoudly discharge other
familid and work responsibilities.

The National Council for the Aged has recently published a report
Caring for the Elderly Part |: A Study of Carersin the Home and in the
Community (National Council for the Aged, Report No. 18) which
estimated that 66,300 elderly persons in the Republic of Ireland receive
some leved of care from family members. Some 36 per cent of these were
described as needing a lot of care and amost 77 per cent received their
care from a household member. This study aso estimated that 39 per
cent of the elderly have carers who are aged fifty-five years and over,
and that almost 80 per cent have female carers.

Thepresent study, Caring for the Elderly Part 11. The Caring Process:
A Sudy of Carers in the Home, explores the family caring process and
identifies some key issues relating to it. The Council hopes that the study
will make an important contribution in creating an increased recognition
of the central and vital role played by families in the community care of
elderly persons.

The following are the main findings of the study:
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(@ Main Characteristics of Carers of Elderly Persons

» Hdf of the carers are aged between 40 and 60 years; approximately
one-quarter are themselves elderly.

» Onefifth of carers have given up work to care for the elderly
person.

e One-third are members of households totally dependent on State
benefits.

» The mgority of carers have had occasion to vist the doctor about
their own hedlth in the last year. One-third are suffering from
ongoing health problems.

» Twenty-nine per cent have been caring for more than 10 years.
» Two-thirds are caring for a parent or parent-in-law and one-quarter
are caring for their spouse.
(b) Main Characteristics of Elderly Persons being Cared-for

* Many have some physical problems typically of long-term duration
of 5 years or more — disease of the joints is a very common
complaint.

» The majority depend on the carer for the essentials of cooking and
preparing mesals.

» Over a quarter are dependent with regard to bathing — a further
52 per cent require some help with this task.

 Thirty-one per cent are housebound; 15 per cent are bedridden.

» Memory loss, angry outbursts, mood swings, confusion, depression
and deeplessness each afect 15 per cent of elderly people cared-
for on aregular basis.

» Twenty-four per cent are incontinent of urine and 20 per cent have
problems with soiling.

(c) Main Caring Tasks

* Fifty per cent of carers devote 4-7 hours a day caring for the elderly
person; 35 per cent spend more time than this.

» Over hdf are required to be "on call" 24 hours a day dways or
amost aways.



¢ Over hdf of carers help the elderly person in and out of bed on a
daily basis.

* Over 80 per cent have responghbility for administration and super-
vison of medication.

e The mgjority prepare medls for the ederly person.

* Over two-thirds give some help with washing and bathing the elderly
person.

* A quarter dress the elderly person daily.

o Tasks related to toiletting are carried out daily by 22 per cent and
are carried out on a less regular basis by a further 22 per cent.

(d) Restrictions of Caring Role

» Seventy-one per cent of carers fed confined al or some of the time:
58 per cent believe that caring puts constraints on their socid life;
82 per cent of carers have not had a haliday in the past year.

» The mgjority of carers say that they find caring very tiring — 57
per cent fed overwhelmed by caring some or dl of the time.

* Many carersfed unable to relax when out socially because of worry
about the elderly person or because of being limited in the amount
of time away from the home.

e Many carers find it emotionally draining and upsetting seeing an
elderly relative change from higher former sdf.

e Carers sometimes experience strains on relationships — with, for
example, spouse and children competing for attention with the
elderly person and/or conflict with other family members whom the
carer feds are not carrying their share of the caring burden.

There are a number of issues arising from the study which the Council
wishes to highlight, as follows:

(i) Family carers make an enormous contribution to the care of elderly
persons in the community.

(i) Despite this mgor contribution to the care of the ederly, the
services of carers receive scant recognition and are not financidly
recompensed.



(iii) Support to carers from statutory sources in the form of practica
services and advice is almost non-existent.

(iv) Family carers of ederly persons do not form a homogeneous group.
The elderly being cared-for differ greetly in terms of physical,
psychological and medical well-being and functioning. The carers
vary in age, leve of income, access to services, physical health and
emotional wel-being and aso in terms of the level of support
available from family, friends, and neighbours.

(v) For some people the caring burden is enormous, e.g. those who
have to provide care on a twenty-four hour basis.

(vi) In some instances the financid burden associated with caring is
great not only in terms of extra costs on items like food and heating
but aso in terms of log employment opportunities and related
pension rights.

(vii) Servicesin general do not seem to be meeting the needs of carers
for temporary respite from demanding behaviour which frequently
causes stress and strain on the part of the carer.

(viii) The lack of statutory support services for carers is likely to result
in:
(a) abreakdown in the family caring system and a consequent
unnecessary admission to institutional care;

(b) serious physical, emotional and/or financia problems for
the person/family carrying out the caring function.

2. COMMUNITY CARE AND THE FAMILY

The underlying and frequently articulated philosophy of community care
isthat elderly people should be enabled to live in their own homes, and
supported in so doing by a combination of formal and informa service
provision for as long as possible. The Council takes the view that the
strong socid obligation and commitment of families to care for their
elderly is overstrained in many instances.

If old people are to remain in the community, support and assistance
must often be directed to the whole family of which they are
members. (Seebohm Committee, 1968, p. 96)

Provision of community and home-based care for older persons, in
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the spheres of health, housing and sociad welfare are centra meas
ures for supporting the family. Professonal assistance, financid ad
and counsdalling services need to be made available to families caring
for disabled or chronicdly ill ageing members. Respite care is
required as well to provide periodica reief to such families, and
economic policies must ensure that they are not indirectly penalised
for carrying out their caretaking role. Income tax incentives, alow-
ances and housing subsidies are concrete measures implemented
thus far in various contexts in support of the family. Clearly, a
combination of service and financia policies is required to streng-
then the capacities of the family to respond to the needs of its ageing
members and to permit the continued integration of the ageing in
family life. (United Nations, 1985, p. 74)

While there may be a strong ideological bias towards family care of the
elderly, such care is not necessarily more desirable than care provided
formaly by the State— "Both may be narrowly or expansively conceived
and operated, they may enhance or reduce dependency, deny or facilitate
rights and restrict or enhance freedom". (Walker, 1982. p. 5)

A question which is frequently raised by policy researchers is who
cares for the carer? This question requires to be serioudly addressed in
the overall context of community care services for the elderly in Ireland.

3. SUPPORT SERVICES FOR CARERS

In addition to general improvements in basic community care services
for the elderly and more effective co-ordinating and information mech-
anisms, as discussed in Section 4 below, the Council considersthat there
are a number of other specific areas where changes could be brought
about which would enhance the family caring system, particularly during
periods of intensive caring.

These areas are:

(i) Respite care
(ii) Information, training and counsalling
(iii) Home help services
(iv) Day care services
(V) Genera practitioner services
(vi) Prescribed relative alowance
9



(vii) Basic payment for family carers
(viii) Carers' support groups.

(i) Respite Care

The provision of respite care for carers of elderly persons is not a new
concept but for various reasons has not dways fulfilled its promise of
sharing the responsibility of caring between formd services and the
family. Some of these reasons include lack of relevant knowledge on the
part of carers, pressure on hospita/nursing home daf to use every
available bed, fear of the elderly person that the admission might prove
long-term and fear by hospital g&ff that the family would be reluctant
to resume the responsibility of caring.

The present report identifies a number of possible respite interventions
for carers, viz

» week-end live-in companions to relieve the primary carer;
* day care centres;

« short-term boarding-out with other families on a planned inter-
mittent basis;

* intermittent hospital admissions (geriatric and district hospitals);
* intermittent beds in designated nursing homes.

The need for planned respite facilities is paramount and every effort
should be made by health boards not only to provide a range of respite
options but also to ensure that carers are aware of such options. It is
aso important to ensure that the availability of respite care facilities
alows for some choice by carers and elderly persons about the time and
duration of the respite service.

(ii) Training, Counselling and Information

People embarking on a caring role require information on the nature of
the elderly person's illness and on support services available. They aso
require practical training and advice on lifting, bathing, changing beds
and clothes. Health boards should ensure that such services are available
as required.

Carers may aso require help in coping with a caring role which in
some instances impinges sgnificantly on the carer's life, with mgor
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implications for their physical, emotiona and financial well-being.
Hedlth boards should make available socia work personnel to whom
people requiring counsalling and advice could be referred. The fallowing
areas should be covered by the socid worker:

(@) taking on the caring role:
(b) the role of other family members in supporting the carer;

(¢) the need for the carer to look after hisher own physica and
emotiona well-being;

(d) the nature and progression of illness/disability:
(e) the post-caring situation;

The socid worker aso has an important role to play in developing and
facilitating carers support groups at loca level.

Carers dso need information on available support services in the
community and how to go about availing of such services. Health boards
should develop a system of making such information readily available,
through the information officer referred to in Section 4 (iii) below, but
also, for example, through the genera practitioner service, the public
health nursing service and the home help service. It is adso possible that
some of this work could be undertaken by hedth education officers
where such posts exist.

The Council considers that the media, particularly televison and
radio, has much to contribute in providing information and advice to
carers of elderly persons a home. The Council therefore recommends
that the Health Promotion Unit of the Department of Health should
engage in a sustained use of the media to promote the concept of care
in the home and to provide appropriate information and advice to carers.

(iii) Home Help Service

The home help service should not only be protected from the impact of
current cutbacks in the health services but should be developed and
expanded so as to provide a higher level of support for persons caring
for highly dependent elderly relatives. In particular health boards should
explore the possibility of developing the home help sarvice to:

* provide night-sitting services for elderly persons at home requiring
twenty-four hour care;
e a3 carersin dl daily caring tasks;
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* provide week-end cover.

Home helps should be appropriately trained and remunerated for the
provision of these services.

(iv) Day Care Services

The Council has dready highlighted the need for a more comprehensive
system of day care services for the elderly (Convery, 1987). Day centres
are particularly relevant in the context of supporting carers especidly in
the case of ederly people suffering from dementia or Alzheimer's
disease. Voluntary organisations providing high quality day care services
should receive increased grant aid as a matter of priority. The acute
need for adequate transport to day care centres has already been empha
sised by the Council and should be provided as an essential aspect of
day care services.

(v) General Practitioner Services

The general practitioner plays a key role in the care of elderly persons at
home and consequently in supporting the carer. The general practitioner
makes a sgnificant contribution by:

(8 communicating to carers basic information about the nature of
illnesses and treatment, related behaviour patterns and pro-
gression of disahility;

(b) informing carers of the range of support services and options
available and encouraging the carer to avail of such services;

(c) making appropriate referrals and acting as an advocate when
necessary;

(d) encouraging the carer to look for support from other family
members, friends and neighbours;

(e) identifying for the carer where and how he or she can get basic
training in caring.
General practitioners should receive specia training to equip them
to carry out the above tasks. The role of the genera practitioner in
disseminating information on services is obvioudy dependent on the
availability of adequate and appropriate statutory support services for
carers.

12



(vi) Prescribed Relative Allowance

(a) The prescribed relative alowance should be extended to include
instances where full-time care for eigible elderly persons is provided by
prescribed relatives who are married and instances where the care is
provided by other relatives, e.g. cousins.

(b) The Department of Socid Welfare should implement immediately
the recommendations of the Commission on Socid Welfare that digible
prescribed relatives (i.e. people who have no persona income and are
caring for an elderly or infirm relative) should have entitlement in their
own right to a socia assistance payment.

(vii) Constant Care Attendance Allowance

It is the view of the Council that the enormous contribution made by
full-time carers to the care of the ederly in the community and the
consequent saving to the exchequer should be recognised by the State
in the form of financid reward or compensation over and above any
socid welfare payment to which the carer may be entitled. It can be
estimated (National Council for the Aged, Report No. 18) that out of a
total of 66,000 elderly persons in the population as a whole who are
receiving care at home, there are some 24,000 who are very dependent
and require such care on afull-time basis. The savings to the exchequer
are likely to be considerable in that such care in an institutional setting
would be quite expensive to provide. Thus every effort should be made
to support the concept of full-time care of the dderly a home for
financid as well as for ideologicd reasons.

Consideration should, therefore, be given by the Department of
Hedlth to the possibility of developing a scheme whereby people caring
full-time for elderly relatives would receive a Constant Care Attendance
Allowance from health boards for such a service, smilar to the successtul
Domiciliary Care Allowance* payablein respect of severely handicapped

*Thisis a monthly allowance designed to make some contribution toward the cost of
maintaining a severely physically or mentally handicapped child at home. It is paid in
respect of a severely mentally or physically handicapped child between the ages of 2 and
16 years. The child must be maintained at home, needing constant care and supervision
which is deemed to be substantially greater than that which would normally be required
by a child of the same age and sex. The handicap must have been present for at least six
months prior to the application and likely to continue for at least one year.

The allowance is paid regardless of the parents means. However, if the child has means
in higher own right, this is taken into account. 'Means' in this context would include
payment of compensation for injuries sustained in an accident.
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children. This payment should be made regardless of the carer's means,
but should be subject to professional medical certification of the elderly
person's dependency on constant care which would be carried out in
accordance with criteria drawn up by the Department of Health for this
purpose.

Consideration should also be given to extending the tax-free alowance
given to an incapacitated person who employs a housekeeper to cover
situations:

(a) wherefull-time care is provided by arelative;

(b) where the tax-payer is a relative of the incapacitated person
and is providing full-time care for the incapacitated person
either directly or through his’her spouse.

(viii) Carers' Support Groups

Locd carers support groups have an important role to play in the areas
of information-sharing, emotional support and respite for carers, and
aso in the area of advocacy on behdf of carers. Such groups should be
encouraged and supported by statutory personnel and voluntary bodies.

(ix) Innovative Developments

In the foregoing context of providing increased support services for
carers the Department of Health should make special additional funds
avalable to health boards for innovative development in the areas
referred to, especidly in the areas of co-ordination, respite and inter-
mittent care, day care and night-sitting services (See 3 (ii), 3 (iii), and 3
(iv) above and 4 (i), 4 (ii) and 4 (iii) below).

4. CO-ORDINATING SUPPORT SERVICES FOR THE
ELDERLY

The Council considers that the issue of family care of the elderly must
be viewed in the context of a need for a much more comprehensive
community care system for the elderly than that which currently exists.
In particular, there is an urgent need to provide more resources in the
areas of public health nursing, home helps, respite and intermittent care
facilities, and day care services. Simultaneoudly, there is a need to
develop and expand sociad work, chiropody, physiotherapy and occu-
pational therapy services provided for the elderly in the community.
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Thereisaso aneed to maintain adequate, appropriately located hospital
and long-term care facilities for the dderly so as to enhance the com-
munity care network.

(i) Joint Planning for the Elderly at Local Level

It is the considered view of the Council that, even with the increased
availability of resources, an efective community care system for the
ederly can be brought about only if appropriate co-ordinating mech-
anisms are introduced. Such mechanisms would include the setting up
of a structure for joint planning for the elderly at local level, invalving
hedth authorities and housing authorities, hospital programmes and
community care programmes, the statutory sector and the voluntary
sector. Such a structure would aim to integrate and to fully support the
work of voluntary bodies, neighbourhood networks and the family caring
system. The Council is currently engaged in the evaluation of two such
co-ordination projects which have been established on a pilot basis.
These projects consst of (i) a steering committee at community care
levd which has responsibility for co-ordinating services and (ii) loca
area committees which co-ordinate services at district level and make
recommendations on the planning and development of services for the
elderly to the steering committee.*

(i) Co-ordinator of Services for the Elderly

The co-ordination of health and welfare services for the elderly would,
in the Council'sview, be greatly enhanced by the availability of a person
a community level with responshility for co-ordinating al services
for the elderly in the area. The Council wholeheartedly supports the
recommendations of the Working Party on Health and Welfare Services
for the Elderly that aco-ordinator of servicesfor the elderly be appointed
in each community care area (Department of Health, 1988). This co-
ordinator of services should have statutory responsibility for ensuring
that support services, e.g. respite and intermittent care facilities, day
centres, home helps and public hedth nursing, were provided a a
consigtent level throughout the community care area and a a leve
adequate to meet the needs of the elderly. In addition to his/her general
responsibilities the co-ordinator of services for the elderly should have

*Further information on these pilot projects can be obtained from the National Council
for the Aged.
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the following specific responsibilities in respect of family carers of elderly
persons.

(@) Aswdl as maintaining a register of elderly persons at risk, the
co-ordinator of services for the elderly should ensure that a
register is kept of dl elderly persons being cared for a& home
by arelative.

(b) Asthe genera practitioner isthe professiona with whom carers
have most contact and the professionad who is mogt likdly to be
involved with a family when an elderly person begins to need
full-time care, the co-ordinator of services for the elderly should
ensure that general practitioners are well informed of the ser-
vices available to carersin the area.

(c) The co-ordinator of services for the elderly should ensure that
loca authorities are made aware of the repairs and adaptations
to homes which are necessary to enable the carer to look after
their elderly relative as comprehensively as possible.

(d) The co-ordinator of services for the elderly should ensure that
any person providing a heavy level of care for an ederly relative
is offered a range of support, including day care attendance for
the elderly person, respite care, assistance in the home, and/or
a night-sitting service.

(iii) Liaison and Information Officers

The work of the co-ordinator of services for the elderly would be greatly
enhanced by the availability of one person at locd district leve who
would have responsibility for liaising between those caring for elderly
people and the suport services available in the community. The co-
ordinator of services for the elderly should, therefore, nominate an
officer in each district (population 25,000-30,000) who would have
responsibility for such liaison and for providing information on support
services available to elderly persons and their carers. This officer should
be readily identifiable and regularly available to the public.

5. SUMMARY OF RECOMMENDATIONS

Carersof elderly personsare, in the Council's view, the key to community
care of the elderly and, therefore, require to have their needs and
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requirements serioudy addressed by the advocates of such care and
particularly by national health policy. Carers are, however, often the
'forgotten army' who receive scant attention or support from the State.
The factual position is that in order to carry out their caring role
effectivdly carers need a wide range of supports from the statutory
services, particularly in the areas of respite care, day care and practica
help with difficult daily tasks such aslifting, bathing and night attendance.
Every care should also be taken by health boards to ensure that carers
are not put under excessive pressure due to the lack of appropriately
located acute hospital places and long-term places for the elderly.

The Council considers that there is an urgent need for a genera
improvement in community care services for the elderly and their carers
and an urgent need for more resources in the area, particularly in the
light of various cutbacks in services in recent years. The Council wishes
to make the following specific recommendations in respect of developing
a comprehensive range of support services for family carers of elderly
persons.

1. Co-ordinator of Services for the Elderly

Health boards should appoint a co-ordinator of services for the ederly
at community care level.

2. District Liaison and Information Officers

The co-ordinator of services for the elderly should nominate a person at
loca didtrict level (population 25,000-30,000) to liaise with the co-
ordinator of services for the elderly and, also, with people involved in
the delivery of servicesat district level. This person should be required to
make available comprehensive information on statutory support services
provided to elderly people and their carersin the area.

3. Respite and Intermittent Care Facilities

Health boards should develop as a matter of priority a range of respite
sarvices for family carersincluding short-time boarding out schemes with
families and intermittent/floating institutional bed facilities.

4. Information, Training and Counselling Services

Hedth boards should provide for an organised system of training,
counsdling and information for family carers of elderly persons and
should make personnel available for this purpose.
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CHAPTER ONE

| ntroduction

Focus of the Study

This study — The Caring Process: A Study of Carers in the Home —
focuses on carers who look after elderly personsin their own homes and
is the fird study of its kind in the Republic of Ireland. Based on a
nationwide study of carers this book sets out to explore, describe and
andyse the life experiences of those who provide home-care for the
elderly. Its purpose is to present an in-depth picture of al aspects of
carers lives: how do people come to be carers?; what factors influence
them in making such a decision?; what does daily caring involve for
them and what help do they get from family, friends and neighbours?
The role of statutory bodies and of voluntary organisationsin providing
back-up assistance to carers is aso explored. The impact of caring on
the carer's socia, psychologica, physical and material well-being is
documented and the carers own reactions to their situation and how
they define their lives as carers are described.

Focus on Carers in the Home

In recent times there has been considerable concern and detailed
research on the situation of the elderly in Ireland. However, rdatively
little attention has been given to those who are caring for the elderly
and who maintain them in the community — the carers. The position of
those who care for the elderly within their own homesisacentral concern
of the National Council for the Aged and knowledge of their numbers,
characterigtics and life experiences is a major aspect of the Council's
research programme. The research programme — initiated in 1985 —
in its firg phase focused on establishing a general profile of carersin the
home and in the community: Caringfor the Elderly Part 1: A Sudy of
Carers at Home and in the Community. This second phase provides a
more in-depth picture of al aspects of caring within the home.
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Aims of the Study

This study is designed to contribute to greater knowledge and under-
standing of the lives of carers. It explores the process of caring within a
framework which views caregiving as a complex behaviour involving
different stages (Figure 1.1):

FIGURE 1.1: THE CARING PROCESS

Decision to Become a Carer
!
Becoming & Carer
i
Daily Caring
& Level of Dependency of Elderly Person
* Social Support Networks
¢ Carers’ Needs
)
Review of Caring Process
¢ The Carers’ Perspactive
)
Finat Stage of Caring Role
& Institutionalisation
¢ Bereavement

Objectives of the Study
The specific objectives of the study are:

to establish a profile of family carers of elderly persons — their
number; demographic characteristics, socio-economic status; and
relationship to the persons being cared-for.

to explore how and why they became carers.

to describe the nature and extent of care provided in the context
of the elderly person's physicad and mental well-being, level of
functional ability and degree of dependency.

to detail the daily routine of caring.

to examine the extent of practical help and support provided
through the carer's informa socia support network and through
voluntary and statutory bodies.

to examine the costs of careeiving to the carer.
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¢ to identify the primary needs of carers at the different stages of the
caring process.

BACKGROUND TO THE STUDY: CARE IN THE HOME AND IN
THE COMMUNITY

The vast majority of the elderly living in the community do not require
care. Research shows that in Ireland 66,300 old people are partialy
dependent on help and require some level of care. These dependent
elderly tend to be older, are more likely to be women, to live in rural
areas and to be in households headed by farmers.

Who Cares?

The firgt study of carers of the elderly showed that in Ireland, as in
other countries, families are the main carers of their dependent elderly
relatives. People in households of professional or managerial class are
less likely than farm households to care for an elderly person within
their own home, athough they do give elements of care to people outside
the home. Furthermore, these households are more likely than other
households to be involved in low intensity caring situations. Irrespective
of socid class, more women than men tend to be carers and women
provide more intensive care. While over 15 per cent of sons give some
levd of care, responshbility for caring fals mainly on women whether
wives, mothers or other relatives. Women carers aso look after the
more dependent elderly. The mgjority of carers are between 20-54 years
of age but one-quarter are elderly themselves being 65 yearsor more. The
range of help given with ordinary day-to-day activities was highlighted in
this earlier study with over 18 per cent of carers providing help with dl
aspects of living, thus enabling the elderly person to live within a family
setting in the community.

Care from Outside the Home

In the first study of care of the elderly, information from the carers
themsalves indicated that 12 per cent of households give care to an
elderly person outside the home. This represents a considerable number
of people who are involved in informa support within the community.
Here again women emerge as being the principal carers — whether or
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not they are relatives of the elderly person needing care. Outside carers
are younger than those providing care within the home and fewer are
relatives of the elderly person. The descriptions of care given involve
routine daily activities and emphasise the importance of socid contact
to the elderly. The vast mgority (86%) of carers provide company
and over hdf (57%) undertake shopping and collection of pensions.
Approximately one-quarter of carers perform household tasks such
as cooking, ironing and fireemaking, indicating their essentia role in
integrating and supporting elderly personsin the community. According
to the elderly receiving care, the kind of help given is concentrated on
laundry, ironing and transport. Almost hdf of those being cared-for by
someone outside the home live alone and are substantially less dependent
than those being looked after by family members in their own homes.

Thefirgt part of the research programme on carers of the elderly raises
some important issues in regard to the socia definitions of care, gender
differences in caring patterns and differences between socio-economic
groups in their extent of caregiving. Furthermore, the preliminary report
raises many questionswhich are examined in greater detail in this second
report: how people come to be carers; what factors influence them in
making such adecision; what caring involves for them and what influence
do socid support networks have on their lives. The present study adso
investigates the consequences which must be borne because of caring
and it describesthe carers' own reaction to their situation. An important
distinction which must be made between the first and second phases
of the research programme is that this present study focuses on an
examination of the lives of those carers who are caring for an elderly
person who is living within the household and does not consider those
who are providing care outside the home.

RESEARCH DESIGN AND METHODOLOGY

The study was conducted in a series of stages as outlined in Figure 1.2
Thefirst stageinvolved background research using documentary sources,
in-depth qualitative interviews and empirical research. The main study
was preceded by a pilot study the objective of which was to test the
comprehensiveness and usefulness of the research questionnaire. A brief
outline of the main stages of research follows.
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FIGURE 1.2 RESEARCH STAGES

Stage

Objectives

Preliminary Background
Research:

Literature Review

Meeting with Advisory
Committee

Discussions with statistican
and fieldwork organiser

To explore the conceptual arena of the study.
To define the focus of study.
To structure the interviews for the qualitative
pre-tests.
To structure the in-depth interviews
with the carers

Qualitative Pre-tests:

10 in-depth interviews

To explore experiences of the caring process
and conceptual arena )
To explore practical fieldwork issues.

Pilot Study

To pre-test the questionnaires to be used in main
study.
To test organisation and sample selection.

Fieldwork Organisation

Selection of interviewers.
Training of interviewers.
Fieldwork.

Main Study: survey of 200
carers

To provide an in-depth picture of the different
stages of the caring process.

Data Preparation and Analysis

Coding and inputting of data.

Data checking and validation.
Preliminary analysis, frequency counts.
Tabulation of data.

Data reduction.

Detailed analysis.

Summary Report
Main Report

Discuss policy issues with Advisory Committee
To communicate the findings of the study.

Sample Selection

A representative sample of 200 carers was selected from among dl those
providing aminimum of occasional care and living in the same household
as the dderly person being cared-for. The sample was derived using the
data collected in the first study of the research programme on care of
the elderly Caring for the Elderly: A Study of Carersat Homeand in the
Community. A complete description of the sampling procedure used is
contained in the report of that first study.

Essentidly, the procedure involved the identification of carers by
means of the AFT/ESRI Quarterly Consumer Survey of households in
the Republic of Ireland. All households in the Consumer Survey sample
reporting either that they provided some care to an elderly person
outside the home or that they contained an elderly person receiving care
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formed the basis for the anaysis presented in Part | of the research
programme. Thisfirg study found that the most intensive forms of caring
occured where the carer and the elderly person being looked after
lived together in the same household and it was, therefore, decided to
concentrate exclusively on those households in the present study. Of the
325 households identified in the first study as containing an ederly
person receiving care, in 73 cases the elderly person was being looked
after by someone outside the household (many of these were old people
living alone) and a further sx declined to participate in further studies
at the time of the firg interview. Accordingly there were 246 households
which were appropriate for inclusion in this present study. Of this group
12 were involved in a pilot study and 95 could not be interviewed for
various reasons detailed in Table 1.1.

In order to increase the overall sample size to the required number of
200, an additiona group of 165 carers within the home was identified
from the January, February and March 1987 rounds of the Consumer
Survey. Since cogt considerations precluded interviewing more than
about 200 respondents overall, 34 of the obtained 165 addresses were
omitted a random from the sampling procedure. Sixty-one carers from
this group were finaly included in the study (Table 1.1). Overal, 200
interviews were obtained (Table 11) with the main reason for non-
response being changes in the circumstances of the household. Of those
interviewed 164 were females with 36 being male.

Table 1.1: Composition of study sample

Sift 1 Sift 2

(1985) (1987) Total
Total identified as willing to participate 246 165 411
Used in Pilot 12 — 12
Not Contacted — 34 34
Deceased 7 1 8
Moved 11 1 12
Temporarily Absent 2 2 4
Vacant House etc. 3 1 4
Refused 7 6 13
lll/Senile 2 0 2
Not possible to contact 25 21 46
Other reason (e.g., care no longer required.

carer moved away, etc.) 38 38 76

Interviewed 139 61 200

The data presented in this report, unlike those in Part |, are not weighted
since the main interest in this enquiry is to build up a detailed picture
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of the carers and their life-styles and not to present overall nationa
estimates. The dataare, of course, subject to the usua caveats regarding
sampling error. It was not possible to caculate exact estimates of the
standard error of this phase of the survey. Asa rule of thumb, however,
it can be assumed that each percentage reported has a margin of error
of a most 10 percentage points’. Thus, a figure of 43 per cent obtained
in the survey indicates that the true figure lies between 33 and 53 per
cent.

Pilot Study

Following an intensive series of pilot interviews, a broad-ranging inter-
view schedule was developed. The pilot study was regarded as an
integral part of the research design and many changes were made to the
questionnaire on the basis of itsfindings. The general approach used was
to consider each main area of investigation separately and to formulate
numerous questions or itemsreferring to it. Procedures and indices used
in previous research were aso investigated. The items were then judged,
tried out and modified. In this way the questionnaire went through
many stages of revision. During these early stages, consultations and
discussons were held with the Advisory Committee as wel as with
relevant agencies and individuals. These proved to be of mgjor benefit
to the study.

Interview Schedule?

The interview schedule which was findly developed was structured
and pre-coded with a fixed sequence of topics to be followed by the
interviewers. The following are the main areas covered by the schedule:

 Details on the elderly person for whom respondent is caring.

* Whether respondent is caring for any mentally and/or physicaly
handicapped persons.

Household composition.

Motives and factors related to becoming a carer.

! Thisrule of thumb is derived by assuming a "design effect” of 1.5. i.e.. it is assumed that
the standard error for a Smple random sample of the same sze must be multiplied by
15 to dlow for the effects of clustering, etc.

2 See Appendix Two for outline of the questionnaire design.
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Physicd hedlth of elderly person.

Mental health of elderly person.

Receipt of advice on caring.

Daily routine of caring

Carers physicd health.

Carers mental health.

Housing circumstances that may make caring difficult.
Contact with family, friends and neighbours.
Practical help from carers' family and friends.
Emotional support from carers' family and friends.
Provision of services assisting carer.

Provison of advice to carers.

Financial circumstances.

Caring: constraints on socid life.

Caring: effects on relationships.

Experiences of respite from caring.

Needs of carers.

Relationship between carer and elderly person.
Best things about caring.

Worst things about caring.

Life-satisfection of carer.

Needs of carers where elderly person is in long-term care or no

longer lives with carer.
Any further comments of carer.

Fieldwork

The interviewing team consisted of members of the ESRI Survey Unit
and was comprised of 12 interviewers and a fiddwork supervisor. A
detailed training programme was undertaken, the main objectives of
which were to impart a common approach, to enable the interviewers
to become familiar with the questionnaire and to achieve a full under-
standing of the project. The training programme was centred around

the following areas:

familiarity with the design of the study.

detailed briefing on and knowledge of the questionnaire.

smulated interviewing for standardisation of approach.
discussion group after trial interviews.
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Fieldwork was completed between mid-March and the end of May 1987.
All those interviewed were assured of the confidentiaity of the interview
information. The non-response rate was 3 per cent. The quaity of the
interviews obtained was high.

Processing and Analysis of the Data

All the interviews were checked thoroughly before being prepared for
computer analysis. The coding and checking was undertaken by ateam
based at the Social Research Centre's Survey Unit. The reduction of the
considerable quantity of data was facilitated by the use of cluster andysis
and the SPSS Computer Package.

Format of the Report

This report is organised into thirteen chapters. Chapter One provides
an introduction to the study and describes its design and research
methodology. The main themes to emerge from recent research related
to the elderly and their carers are presented in Chapters Two and Three.
Chapter Four outlines the characteristics of those elderly people who
get home-care and describes the nature of the care they require in terms
of their physicd and mental well-being, level of functiona ability and
degree of dependency. The characteristics of those who provide home-
care for the elderly are presented in Chapter Five. Chapter Six explores
the process of becoming a carer and the factors that influence the decision
to take up the caregiving role. The daily dimensions of caring are
described in Chapter Seven. The nature and extent of the support
provided by family, friends and neighbours is the subject of Chapter
Eight while Chapter Nine details the support given by voluntary and
statutory bodies. The impact of caring and the costs it exacts in different
aspects of the carers' lives are documented in Chapter Ten. The needs
of carers form the focus of Chapter Eleven and Chapter Twelve describes
the carers persona experiences of caregiving. The final chapter —
Chapter Thirteen — reviews the main findings of the study and outlines
a plan for the development of a comprehensive range of services for
carers. References follow at the end of Chapter Thirteen. Two Appen-
dices accompany the main text. Appendix One contains tables referred
to but not included in the main text. An outline of the questionnaire
design is contained in Appendix Two. A copy of the questionnaire,
together with a description of indices and measures used in the study,
are available on request from the National Council for the Aged.
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CHAPTER TWO

Carers of the Elderly at Home:
Literature Review

Introduction

Despite evidence to the contrary, the dominant popular image of old
age is ill one of inevitable decline, dependency and senility. Research
carried out in Ireland and the USA clearly shows that the vast mgjority of
the elderly, even in advanced old age, function independently. Recently,
more emphasis is being placed on the elderly as a resource within the
community and on the concept of old age as a time of opportunity.
Present-day demographic and socid changes offer rich new possibilities
and challenges both to the elderly and to the community in general.
The increase in life expectancy brought about by advancesin medicine
and improved living conditions has led to a growth in the proportion of
elderly people living in our society. The reatively recent changes in
mortality, work patterns, educational levels and family lifestyles present
the possibility of new horizons for family life and for the potential of
individuals in society. While recognising the importance and potential
of the ederly in society the research literature very often focuses on
ageing as a problem. Recently the focus has begun to shift to encompass
family care and care of the elderly in their homes and in the community.
Over the past number of years, researchers and policy makers, partic-
ularly in North America and the United Kingdom, have highlighted the
importance of family and friends in providing long-term care to the
elderly. Much of this literature has focused on the compostion of
the informal caring network, the variety of sources of care and the
commitments of caregivers. Researchers, support groups and carers
themselves have focused in particular on the complexity of caregiving
and the caregiving process. They have raised questions about the capacity
of informa caregivers to continue to provide the bulk of long-term care.
A number of themes have emerged from the literature. Horrowitz*
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identified four successive but overlapping phases in the development of
knowledge pertaining to the family caregiver:

» Family abandonment of the older person.

* The elderly person as a family member.

» The family as caregivers.

 The relationship between forma and informa care.

This chapter reviews the findings related to how people become carers;
who are the people who care for the elderly; the cycle of caring; and
the role of socia support networks. The next chapter focuses on the
consequences for the carers of providing home-care for the elderly. It is
important to emphasise that when we are discussng caregiving and
carersthat we are talking about help given to individuals by nuclear and
extended families and by neighbours and friends. This help covers a
wide spectrum including physical care, emotional support and guidance,
non-financid as well as materia help. This and the following chapter
draw together some of the main themes to emerge from the research
findings and document the different aspects of the caring process.

HOW PEOPLE BECOME CARERS

Availability and Proximity

Many factors come into play in deciding who becomes a carer. Studies
highlight the importance of distance and availability as factors associated
with the decision to become a carer. While geographical proximity does
not guarantee either willingness or ability to provide direct assistance,
the number of family members geographicaly available to an older
individua does set parameters for the amount of care potentially avail-
ablé”. Studies have shown that assistance with such activities as home
and garden maintenance, transport, meal preparation, and personal care
can be provided only by those Iiving near enough for weekly, in some
casss daily, faceto-face interaction®. The importance of proximity is
regffirmed by studies which have looked a whether the rural aged
maintain more frequent personal contact with children and family than
do older people living in a metropolitan community®. These studies
showed that because of the greater physical separation between children
and their aged parentsin the rural setting, compared to the urban aged,
the opportunity for the maintenance of frequent contact was reduced”.
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Relationship Between Carer and Elderly Person

Research has established that caregiving support is given most often by
one family member at a time — mainly by a spouse. Shanas and his co-
workers have referred to this as the "principle of substitution"®. In the
absence of a spouse, a child assumes the role; in the absence of a child,
another relative and so on’. While adult children usualy remain in
contact, they provide less care to a parent whose spouse is ill dive than
to a widowed parent. Childless and unmarried people may turn to
brothers and sisters or more distant relatives such as nieces, nephews or
cousins, but these relatives rarely provide ahigh level of care®. Research
in the U.S. indicates that widowed, divorced or elderly people who have
never married prefer to live near to but in separate quarters from their
relaives — what has been termed by Rosenmayr as "intimacy a a
distance™.

The point a which family members define their role as carer differs
for spouses compared to children, as does the point at which the role is
terminated: compared to children, spouses retain care of the dependent
person for a longer time™. Over the years, then, researchers have clearly
established that the ederly are part of family networks™ and that they
maintain close contact with relations, friends and neighbours'-* and that
apattern of intergenerational reciprocity prevails among family units.

Factors Related to the Decision to Care

Three broad areas of importance have been identified when looking at
traditional and cultural influences on who cares for an elderly person®®:

¢ Demographic Imperatives
» Antecedent Events
e Situational Factors

DEMOGRAPHIC IMPERATIVES

In relation to demographic imperatives, research has shown that one
can more easily predict who will be the carer when the parent has only
one child or when there is only one female child. Similarly, it is easier
to predict if there is only one child in the vicinity, or in some cases only
one unmarried child™.
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ANTECEDENT EVENTS

Parentd age and household composition are antecedent events that have
a strong influence on the subsequent emergence of the carer™. Childrens
freedom to give respongbility to others for caring is greatest while the
parental unit is till intact and/or before dependency becomes an issue.
Leaving an old widowed parent alone with no other children living in
the area is obvioudy more unacceptable than leaving when the elderly
person's spouse is dill aive.

Filial Obligation toward Ageing Parents

The persistence of attitudes of filid obligation among adult children has
been indicated by studies of family support systems for ageing parents'®.
Researchers have also highlighted the role of attitudes to 'obligation’ in
predicting contact with elderly parents and the caregiving that is provided
to them'. Finley and his co-workers point out however that:

Attitudes of filid obligation are a product of the social and structural
world in which a person lives. For some persons norms of filia
obligation may be very costly; abandoning the norms may seem
codly to others....This andysis is a beginning in understanding the
variation in attitudes of filia obligation™.

Their analysis revealed that obligation is not Smply a product of affection
but that the degree of obligation is also explained by such structura and
demographic factors as role conflict and distance. Filial obligation can
vary by the type of relationship, for example, mother, father, mother-
in-law, father-in-law or by gender of the adult child™.

Children of parents widowed at a young age are destined early on for
their caretaking role and gradualy assume it. In other cases, however,
children reach middle age with healthy parents and with no one overtly
destined to assume caretaking responsibilities. When a parent becomes
vulnerable in these circumstances, children have to make quick decisons
about who will care. Proximity then exerts influence on those decisions.
If there isonly one child in the area at the time of the crisis, the decision
is made. When there are severa children close by, other practical
considerations arise. For example, the child who owes the parent a
specia debt is alikdy candidate. All other things being equal, the child
with the fewest competing obligationsis also a likely candidate. A child
with a disabled spouse, dependent children or responsibility for parents-
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in-law would be exempted. If the children are employed, the one with
the least well paying job or the most margl nal participation in the labour
force becomes the carer in most

Influence of Employment Status

Research findings have shown? that many working caregivers experience
conflict between the demands of employment and their caregiving
responsibilities. However, findings of studies on the degree to which
emplg)zyment impinges on caregiving have not been consistent. Some
work™ has shown that femade labour force participation is a sgnificant
factor influencing rates of ingtitutionaisation of elderly persons. Others
have shown that while a son's assistance in the caregiving role can be
decreased by his employment status, employment is not a sgnificant
predictor of caregiving hours among daughters2

SITUATIONAL FACTORS

With respect to situational factors, brothers and sisters themselves may
have to co-operate in determining and/or justifying their relative involve-
ments in the caregiving role. Sometimes these decisions can be arrived
a logicaly by careful evaluation of each child's circumstances and
previous contributions. At other times a particular child will volunteer
to assume the caregiving role?®. The Equal Opportunities Commission
(EOC) in England notes 'rationing' of resources as one influence on
peopl€e's decision to become carers.

Given scarce resources, socid services departments tend to put
priority on providing for the old and severly handicapped living
aone. This may well mean that regardless of their ability to cope,
the family — or the nearest female relative — are left with no
alternatlve but to provide for their dependent relatives on their
own®

Whilgt this policy may be economically expedient for local authorities,
itsimplications can be severe for the families caring for dependants who,
without adequate support, may find it difficult to cope.

However as Hagestad notes it is important to put the issue of parent
care in perspective:

Families have aways been caregiving units. The most dgnificant
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difference between today's families and families of the past is not
likely to be in the number of hours spent on the provision of care,
but in the focus of care®

WHO ARE THE CARERS?

Demographic Characteristics

Research shows important gender differences in the provision of care.
Not only are women more likely than men to be caregivers but women
offer dgnificantly higher levels of care and the nature of the care which
they give is also different”. While it is predicted that in the future more
men. especially husbands, will be assuming the caregiver role, at the
moment informal care usualy means care by women®. A survey by the
EOC in Britain found that three times as many women as men were
looking after elderly or handicapped relatives”. Research shows that
though women congtitute the magority of carers the proportion of
husband/wife carers is dmogt equal. Of those looked after by relatives,
findings indicate that the men are predominently cared for by male
relatives (mostly sons) and the women by femae relatives (mostly
daughters). Since the majority of elderly people who require help from
carers are women, the effect of thigopattern isto place a disproportionate
responsibility on femae relatives ™. A recent study undertaken for the
National Council for the Aged found that women act as carers in the
majority of Irish cases. Mae carers are in a minority and in the main
are the husbands of elderly or disabled women and they are, on average,
rather older than female carers®. Not only are carers mainly female, but
the experience of caring is very different for men and women. For
example, in Britain, it wasfound in an EOC study that it ismore common
for female than for male relatives to share the same household®. This
means that the women are more likely to continue coping with increasing
dependency for a longer period, since they are more readily ."available’
a dl hours of the day and night.

Research has also found that women assume more of the intensive dl
day caring than men®. Females are more likely than males to attend to
the personal hygiene needs of the elderly and to engage in household
tasks and meal preparation. Males, on the other hand, tend to focus
their help on activities such as home repairs, financia management and
the provision of transport. Women carers are likely to give up pad
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employment®, or otherwise adjust their working lives in order to care
for dependent relatives®. In addition, caregiving may discourage the
resumption of paid employment among those who already had found it
necessary to take a break from the labour market to bring up children®.
Although as indicated above this is not necessarily the case.

Because of a substantial body of evidence indicating that women are
the principal carers, there is an increasing awareness that ‘community
care’ means care by women, usudly female relatives. Severa writers
raise the issue of the exploitation of women involved in caring and
highlight the danger that women may find themselves being pushed back
into bearing a burden which is unjustified®. The Irish Council for the
Status of Women have found that, whatever the reason, once the woman
has accepted the job of carer, it isinvariably an open-ended commitment;
20 years not being uncommon. It was found that the duration of care
ranges from 7 — 30 years and by the time the relative has died, most
women are in their 40s and 50s®. But there would seem to be indications
that the composition of carersis going to change. Changes in society are
affecting the amount of support that is available. These changesinclude
a decrease in family size, a reduction in what is referred to as 'the
caretaking poor' (women aged 35 — 49 years) and a decrease in the
number of single daughters. Another general demographic factor influ-
encing the composition of carers is the earlier age of marriage and the
increased number of married women doing paid work®. On top of these
factors there is the growing mobility of the population; nearly one
household in ten moves every year in the United Kingdom™.

Cycles of Caring

It seems too that not only are women usudly the carers but often they
have cared for more than one person in their lifetime. For example, in
one study it was established that among women looking after widowed
mothers, this often is only one phase of these women's experience as
carers. Almost hdf had helped an elderly father before his death, and
one-third had helped look after other elderly relatives. Twenty-two per
cent were providing help to another relative at the same time and amost
two-thirds had children living at home. It was concluded that, given the
discrepancy in life expectancy for men and women, it is inevitable that
many of these women will care for dependent husbands in future®.,

Age of Carers
Because carers include spouses, adult children, other relatives, friends
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and neighbours, the age range amongst them varies quite considerably.
In the United Kingdom, a study carried out by the EOC found that 42
per cent of carers were themselves over 60 years of age and only 8 per
cent were below the age of 40 years. All spouse carers were over 50
years of age, and so also were 78 per cent of friends and neighbours.
The ages of adult child carers ranged between 25 and 69 years. A high
proportion of mae carers were over 70, reflecting the predominance of
spouses among this group®. Other research has found that the age of
carers ranged from 20 to 85 years. the carer could be a grandmother or
she could have young children at home™®.

SOCIAL SUPPORT NETWORKS

The advantages of socid networks for the elderly have been wel docu-
mented®. What is now becoming clear, however, is that support net-
works also provide a service for the carers in relieving them of some of
the stress and strain and in relieving some of the burden of -round-the-
clock' watch. Socid supports have two components: the physica or
instrumental component which includes activities such as assistance with
bathing, cleaning, cooking and the tasks involved in day-to-day care,
and the emotional component. Support can be informa coming from
family, friends and neighbours, or formal comlng from socid services,
hedlth agencies, counsellors or support groups®.

In a discussion of the effect of social supports on the carers' burden,
one study distinguishes between the quantitative and the qualitative
aspects of socid networks:

Typicaly, the quantitative aspects of socia resources are referred
to as the individua's socid network; whereas a more qualitative
dimension implies perceived support or saisfaction from the net-
work (a subjective appraisa) ... For example, socid networks are
not aways able nor willing to be helpful to membersin need during
times of stress. It isentirely possible that socid " support” may in fact
be harmful or have negative psychologica consequences for the
recipient™.

The importance of the digtinction between the quantitative and the
qualitative aspects of socid networks has been confirmed by some of the
studies on caregivers burden which have shown that many carers of
Alzheimer patients reduce their sociad contacts as the burden of care
increases. According to one group of authors:
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There is a tendency for caregiversto become qwte isolated, receiv-
ing fewer and fewer visits and going out less®.

Similarly, in a recent study in the United States which compared Alzh-
eimer's patients with healthy elderly, it was found that:

Caregivers report much less contact with neighbours and friends
than do families of hedthy dderly in the comparison group. Thus,
46% of Alzheimer's families have no contact W|th neighbours com-
pared with only 24% of the comparison group®.

However, other research evidence reveds that it would be unwise to
assume that the larger a carer's socid network, the less gtress they are
likely to experience. In a recent study of 72 carers of disabled relatives
in the United States, it was found that "the total number of people in
the caregivers'support networks was unrelated to their level of stress'®.

Informal Support

The degree of help that carers receive from family, neighbours and
friends has been found by some studies to be an important influence on
the degree of stress they experience and their freedom to take up other
activities. Studies have highlighted that activity and friendship patterns
are sometimes disrupted among carers, often quite suddenly. For
example, one study found that among wives who were carers there was
little planning for the future and beneath the surface were fedings of
resentment as the wives recaled things they would have done if their
husbands had not become disabled. Wives seemed to miss the activities
they previoudy enjoyed outside the home, such as visiting friends and
seeing films. Sense of isolation was hei ghtened during the winter months
with increased compulsion to stay indoors™. This study showed clearly
that having wpport from friends, sympathetic children or relatives was
of enormous help®. With respect to whether or not carers receive such
support from family, friends and neighbours, it became clear that when
the dderly relative lived in a separate household there was some sharing
of tasks between the members of the extended family, but once the
dependant was established in the carer's home there was a noticesble
decline in support from other relatives. Only in one case were relatives
cited as giving "frequent” help; more commonly it was "hardly ever" or
"none a al". Help from voluntary organisations or neighbours was
reported to be even more rare, and where given, it was on afairly casua
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basis. Ironically, it appears from research that the greater the degree of
dependency, the smaller the amount of external help offered®. It has
been noted that, especially among adult child carers, lack of socid
support is the factor contributing most to burden®,

Role of Neighbours

While neighbours have an important role in support networks, their
part is usualy secondary to that of family members. Neighbours meet
different needs and complement the support provided by the family. The
kind of help provided by neighbours does not constitute a homogeneous
resource and can range from intensive regular care to little more than
passng contact. Typicaly, however, neighbours, when they are
involved, are more likely to help with routine household chores. They
appear to be of particular importance in times of criss when their
assistance can be quickly mobilised. While it sometimes happens that a
neighbour can aso be a best friend and one whose friendly ear is
preferable to confiding in close relatives, more often nowadays the ‘good'
neighbour is seen as someone who is a once friendly, hdpful and
distant™. Research has identified that in most localities it is a smdll
number of neighbours who are deeply involved with one or severd
households and who give a great ded of care every day. This hdp is
usudly given to neighbours who are old, handicapped or sick and usudly
aongside care given by kin. It has also been discovered that the presence
of kin actualy encourages the involvement of neighbours in giving care
as this means they do not have to carry the major burden for caring™.

Formal Support Services

The promotion of a community care policy requires support for carers
not just through help from friends and neighbours but aso through
interaction with both voluntary and statutory agencies. It has been shown
that carers face problems at four levels. First, the practical level: giving
the elderly person help with household and personal care poses prob-
lems. Carers aso experience problems because of the behaviour of
the elderly person, for example, incontinence, repetitive questioning,
wandering, etc.. At the interpersona level, carers may fed sadness at
the changes in their elderly relatives and socidly there are restrictions
in getting out and in working and seeing family and friends. While
sarvices are relevant to some but not al of these problems, it has been
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found that most carers place a high value on the particular service they
receive and many would like them more often. Services promote the
capecity of the carers to continue to care. The build up of dtrain is less
if carers are receiving the services of a home-help, community nurse,
day relief care or attendance alowance®®.

One study examined the perceived need for forma services among
carers of dementia patients. Carers who experienced higher levels of
anxiety were found to have a dgnificant positive need for counselling
services. A dgnificant positive need for community services wasindicated
by a combination of the severity of patient impairment, the carer's

experience of higher levels of anxiety and carer levels of expressive
support. These findings imply that carers are able to identify the types
of services they need as they strive to maintain their patient at home
Fedlings of well-being are aso related to levels of socia support:®,

Integration of Formal and Informal Care: A Key Issue

The balance between family and community help and state intervention
needs to be addressed. The importance of the family is now seen as
central and the debate in the literature is on the willingness and com-
mitment of the statutory services to embrace both the voluntary and the
informal sector of family, friends and neighbours.The Wolfenden and
Barclay Reports™ hlghllght the need to recognise and work with the
needs and natural helping resources that exist. A central concern of the
literature in recent years is the nature of the relationship between formal
and informal care and the necessity of bundmg bridges betw&n the two
systems. Horrowitz® and Simmons et d® and Offer et at"? in keeping
with the above have suggested that a partnership between the forma
and informa support networks can ensure effective care for the elderly
persons while aso helping the caregivers. Carefully planned serwces
may effectivdy relieve some of the burden carers experience®. Pro-
grammesthat focus on improving the carers' ability to cope with everyday
problems and on providing opportunities for respite, may have con-
siderable impact on subjective burden. However, it has been found in
one study that the regular support services provided are often of little
relevance to carers and need to be carefully examined to ensure that
they are meetlng the real needs of carers™. The study suggested that the
home-help service, for example, did not give the required rdief as it
merely substituted for carers in an area that they liked to preserve for
themselves and that gave them a break from caring. Also, the carers’
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use of day centres was found to increase if these were made available at
times which would dlow carers freedom and relaxation — evenings,
weekends and holidays. Nursing care was found to be unsatisfactory,
with infrequent visits being made. Also, many complained about the
services' inability to give an estimated time of arrival. Since particular
services are not dways appropriate, the study suggests that in an attempt
to improve services to the elderly and their carers, carers should have
the status of co-workers in the caring team and should be involved in
designing support programmes specific to the elderly person's needs.

There is il alot to know about the relationship of different patterns
of caregiving and the diversty of needs within the different types of
dependency groups. As Offer and his co-workers note®™:

to understand the dynamics of informal help, the contexts in which
it is given or not given — need to be carefully explored. Second
and not entirely unrelated, what counts in informa help is "a good
outcome'.

Froland also points out that:

In everyday practice, professonals and informal caregivers have to
grapple with different assumptions and expectations about what
"support" means and how it should be provided.... In many ways,
trying to combine the effort of professond service providers
with those of family members, concerned neighbours, and devoted
friends is like trying to link two cultures in which very different
beliefs, customs and norms of exchange prevail®.

Support Groups for Carers

Spouses providing care to demented and physicdly ill patients report
experiencing considerable stress, primarily due to the perceived lack of
socid support. Support groups can play amgjor role in providing support
and diminating londliness”’. A study of support groups for carers of
Alzheimer patients mentions three types of such groups: educational;
educational/mutual support; and ventilation of fedings™. In this study
it was found that the most frequently identified benefits of support groups
for carers were the knowledge received, the fedlings of universality and
the group cohesiveness™. Viewing these three benefits in evolutionary
perspective, the authors state that:

By conceptualizing support group dynamics in an evolutionary
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perspective it is possible that many caregivers may then "drop out"
because they have received what they wanted out of the group.
Many others may stay on wanting more mutual/peer support from
other caregivers (i.e. universaity and group cohesion)™

The study aso revealed that the main criticisms of support groups by
the carerswere logistics (i.e. the scheduling, location and physica setting
of meetings), the content of meetings (i.e. the lack of information
on community services) and emotions/fedings (i.e. the depressing and
discouraging nature of the subject matter)™. As regards
emotions/fedlings, the authors add:

Caregivers who had left the demanding situation of caregiving at
home, then sought respite and support at group meetings, only to
find themselveﬁ participating vicarioudy in emotional caregiving

again.

INSTITUTIONALISATION

The decision to institutionalise is amgjor step for both the elderly person
and the carer. Sometimes the decision is precipitated by the physical and
mental decline of the patient. More frequently, however, it appears to
occur because the family and particularly the carer have become phy-
scdly, financially and emotionally exhausted from providing care.
However, Zarit cautions against the notion that institutionalisation is a
panacea because, in addition to being financially burdensome and trau-
matic for the patients, he argues that:

Nursing home placement only shifts the burden families experience,
rather than relieving it. The family members will continue to have
to vist their relative in the nursing home, and to deal with dtaff
and doctors to try to assure the best care available. Seeing their
relaive in an ingtitution is in itsdf stressful, and the family has less
control over care with nursing homes than in their own home.
Finally, since there is only limited third party payment for nursing
home care, placement can be devastating financially, placing even
more stress on the family™,

Carers of Alzheimer's patients tend to be spouses or children. One of
the implications of this is that the marital status of the patient is an
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important determinant of whether she is cared for in the community or
in an ingtitution. This was shown in a longitudina study of demented
patients which reveded that:

Undoubtedly the most important factor which affected the patient's
viability in the community was that of family support ... Patients
living with just an elderly spouse were more vul nerable Whllethose
who lived alone were the most vulnerable of all™

This result is quite consistent with Townsend's earlier work in England
in 1957 which found that, among old people, it was the unmarried, the
childless married, and those whose children were living too far away
who were the most likely to enter institutions™. More recent evidence
from the United States also confirms this pattern

Older persons admitted to long-term care institutions are less likely
to be married and less likely to have living children. Before
entering an ingtitution, many elderly have tried a number of other
aternatives, including living with their families ... Contrary to
the myth of the nursing home as a "dumping ground" for elderly
abandoned by their families, socid gerontological research has
consstently demonstrated that ingtitutionalisation is usually a sol-
ution of last resort, selected onl ly when other approaches to caring
for the older person have failed™.

One of the factors which often precipitates ingtitutionalisation is the ill-
health of the carer rather than that of the patient. In one study it was
found that carers of Alzheimer's victims were "suffering from serlous
illnesses themselves, including cancer and chronic heart disease"”’. In
this case, institutionalisation was Preu pitated by the ill-hedth of the
carer rather than that of the victim
In a longitudina study, Colerick and George identify a number of
factors which, in their estimation, "can reliably predict within a one-
year interval the caregivers who will make institutional arrangements
for their patients and those who probably will not"”. They summarize
the predictors of ingtitutionalisation as follows:
Those who subsequently institutionalised their patients were most
often femae, employed, and were among the youngest in the
sample. In addition, they reported above average incomes, high
levels of stress, and dissatisfaction with time spent in recreational
pursuits. Caregivers exercisng the institutional option were more
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often children than spouses of the patient. It is reasonable to assume
that those caregivers who are more stressed, have more competing
role responsihilities (e.g. employment), and are less central to the
patient (e.g. child rather than spouse) would move more quickly to
the decision to seek help outside the home®.

One study of the reasons for resorting to ingtitutionalisation suggests
that for a smal number of carers incontinence can be a mgjor factor. It
should be borne in mind, however, that the more frequently given reason
of "24 hour care was too-difficult" may also have included incontinence
as an element of care. Other reasons mentioned were combative behav-
iour or angry outbursts or that the carer was smply worn out, especialy
through not getting enough sleep. Twenty-one per cent of carers became
ill or injured; al but one of whom was a spouse in his 60's and 70's.
Thirteen per cent said a doctor's recommendation convinced them it was
time to consider ingtitutionaisation. In some cases this opinion was
resented, in other cases it was appreciated as the carers fdt that they
had lost their own perspective and ability to make decisions. In some
instances other family members persuaded Eri mary carers to ingi-
tutionalise and this was generally appreciated®™. Other research found
that the single most important variable underlying the decision to insti-
tutionalise an elderly person isthe carer's attitude towards nursing home
care. The second most powerful is the carer's perception that the tasks
being performed for the elderly are burdensome. The third factor is the
carer's perception of the qudity of care which the elderly person would
receive in a nursing home. The least important variables are carer's
health and stress effects™.

SUMMARY

The review of the literature presented in this chapter has shown how
factors such as availability and proximity influence who it is becomes
the carer when the ederly person becomes dependent. Demographic
imperatives, antecedent events and situational factors have emerged as
playing a significant role in the decison to become a carer. Gender
differences in the provision of care and the importance of socia support
in relieving the burden of caregiving have been highlighted. Findly the
chapter has raised issues related to the decision to terminate caregiving
and place the elderly person in institutional care. Later chapters of the
report explore the relevance of these findings in the Irish context.
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CHAPTER THREE

Consequences of Providing Home-Care:
Literature Review

Introduction

The codts and, to a lesser extent, the benefits of providing informa care
have been examined in many studies. Burden has been defined by
researchers as the extent to which carers perceive their emotional and
physical health, socia life and financid status as suffering as a result of
caring®. Stress or strain can result from this. Many attempts have
been made to measure this burden/stress/strain. The following sections
describe the different costs involved in caregiving which are seen to
contribute to the burden of the carer. The demands placed on carers
vary enormoudy and, accordingly, so too does the level of burden a
carer experiences. elderly people being cared for range from those who
are independent in virtualy al aspects of daily life to those who are
bedfast and thus dependent on others to wash, dress, toilet and feed
them.

Financial Costs to Carers

One of the most basic costs of caring is the financid cost. While costs
vary according to circumstances they can sometimes be very severe. The
Equal Opportunities Commission (EOC) cites two factors which are
important in determining the financia cost of caring for an elderly
person: the restriction of employment opportunities for the carer and
the extra costs to the household as aresult of the needs of the dependent
person®. Various studies are quoted by the EOC to show that people
looking after the elderly are less likely than others to work and, if
working, are more likely to be working part-time. The most typical extra
costs incurred in caring are heating, specid diets, the management of
incontinence (which can include additional washing or laundry costs,
additional bedding and clothes, incontinence pads and items such as
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family from al informa and formal networks”. In turn this isolation
increases the pressures already mentioned. The caring process can aso
lead to socidl isolation®.

Emotional Demands of Caring

Many studies show that despite the arduous nature of physica care and
consequent continua tiredness |t is the emotional demands of caring
which are often the most severe®. Emotional strain has been found to
be pervasive among al groups of carers apart from friends and neigh-
bours. This latter group appears to be the least mvolved and reglsters
the least amount of strain in the role of primary caregiver'®. Since caring
can have a number of emotional effects on both parties, it has been
pointed out that where there has aways been a poor relationship it is
unwise for carersto undertake the caring role in aone-to-one situation™.

Although many carers fed that they both want and have a duty to
care for their elderly relative, it is not dways a rewarding task. It can
demand considerable patience, since the confused dderly and serioudy
handicapped in particular can become critical of the carer asthey struggle
to retain a sense of independence. In addition, the carers can find
themselves acting as mediators between difficult dependants and their
own families. Husbands may get irritated at the dependant's demands
on the woman's time and children may resent being unable to bring
friends home ThIS conflict of loyalties can be a constant pressure for
many women™

Even when relations are harmonious, the predictability of the daily
grind, the need for constant planning to cover al eventualities and the
consequent lack of spontaneity in the lives of both carers and dependants
take their toll emotionally. Everyday activities which most people take
for granted — such as shopping, visiting a friend, catching a bus,
gardening, making atelephone call from acoin box, or in extreme cases,
smply going into another room in the house can become impossible
or extremely complicated for the carer™

Psychological Costs of Caring

Research has established that there is three times as much stress among
carers compared to others in the community. Carers level of life satis-
faction is also considerably lower. This may be due, at least in part, to
the fact that carers appear to be, on average, less able than othersin the
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community to pursue socia activities**. In one study, carers were asked
a saries of questions about worry, strain, and the impact of caregiving
in eight areas of private life. The overriding worry for al carer groups
was the health of the dependent elderly person. For spouse carers
the next greatest worry was finances and the elderly person's morale.
Children, on the other hand, worried about obtaining sufficient help
while anxiety about financial matters was less'™. Depression and anxiety
are the single most frequently noted problems among carers'®.

Physical Costs of Caring

With respect to the physical costs of caring, in one study it was found
that, in most cases, carers attributed a general deterioration in their
hedth to the strains of caring. But there were specific problems too,
such as back-pain resulting from lifting non-ambulant people'®’. Other
studies support these findings. Some carers report a number of symptoms
of acute stress aufficient to suggest a need for specialised attention.
Significant associations have been established between physica strain in
the carers and particular problems involved in looking after their rela-
tives. These problems include heavy incontinence in the elderly person,
having to cope with a lot of trying behaviour, disturbance during the
night, inability to have ordinary conversations with their elderly relatives
and redtrictions on their own leisure activities and on time with friends
and family™®,

Research dso indicates that closeness of kinship ties influences the
physical costs experienced by carers. Spouses report sgnificantly more
vigtsto the doctor and poorer heath than other groups of carers. With
respect to mental health indicators, Spouse carers exhibit lower levels of
well-being than do the other groups™.

Costs to the Family

Fraqile family relationships may be broken by the demands of the caring
task°. Many caregivers cite neglect of familia responsibilities asamajor
concern™ and others report some evidence of family conflict™. Instead
of welding a nuclear family together, a caring situation often generates
tenson and conflict and this in turn makes the burden of care more
onerous. Carers children often fed uneasy about dependent grand-
parents and in some cases this may manifest itsaf in disrespect and
resentment. Because of changes that have overtaken the household,
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husbands (of carers) may fed angry towards the elderly person. The
carer/mother/wife, trying to fulfil a number of competing roles, is often
caught in the middle, both as a worker and family mediator.

Any suggestion that family care means "care through an integrated
family network™ is not supported by research evidence. "Family care"
most often means that one particular family member is "selected out”
to care because her/his circumstances lend themselves more conveniently
to caring. The burden of care therefore falls unevenly within the family.
Normal family tensions are often heightened with the resentments which
come when carers believe other family members are not doing their
share. Thisisexacerbated when the carer isunmarried and other brothers
and sisters are married. Carers often fed that their unmarried status
allows them to be placed under greater pressure®.

Research indicates that the family is affected by caring because of
interference with its life-style, privacy, socialisation patterns, vacations,
future plans and income. The diversion of the carer's time from other
family members and the negative effects on the carer's health are further
indications of the costs to the family of caring. Emotional support from
spouses, family members and other relatives mitigatesthe carer's strains.
However, when changes in the family stimulate interpersonal conflicts,
relationships are affected negatively between husbands and wives,
among adult family members and across the generations™.

Influence of Relationship Between Carer and the Elderly
Person on Burden

Research findings indicate that the most important factor relating to
strain is the carer's relationship with the elderly person ®. One study
established that while the majority of carers fdt 'very close to those
being cared for, getting on well with them was another matter'™®, An
inverse correlation appeared between closeness of kinship and ablllty to
get on well. Friends and neighbours as a group got aong best with the
elderly person, followed by "other" relatives. In the case of spouses,
only 60 per cent reported getting along very wel with the person cared
for and among children the proportion dropped to 53 per cent. This may
be related to the strains involved in caring because usualy the intensity
of carselz by spouses and adult children is greater than that provided by
other

Further findings show that the extent of the impact of caring on the
everyday life of the carer is related to closeness of kinship and the
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availability of the carer for continual involvement. Thus, spouses were
most affected and neighbours/friends were least affected™. This greater
impact of caring on close kin compared to friends and neighbours may
account for the finding that the latter group of carers get on better
with the elderly persons. Other research has indicated that the best
explanation for perceived burden is the subjective quality of the relation-
ship; for example, the child's affection for the parent, the parent's
affection for the child and extent of value consensus between them™,

Influence of Living Arrangements on Burden

Living arrangements have also been found to have an effect on caregiver
burden. Carers who reside with their charges are more likdy to use
psychotropic drugs; they report the highest level of stress symptoms and
report the lowest leves of life-satisfaction. Carers who live with their
charges also report sgnificantly lower household incomes than other
caregiver groups and show the lowest levels of participation in and
satisfaction with socia activities'”.

Influence of Duration of Caregiving on Burden

For many carers, long-term care frequently develops from a short-term
crigs, with the individual assuming the role of carer in the belief that it
will be temporary. Ad hoc arrangements made to cope with the short-
term criss may be unsuitable for long-term care, creating pressures on
the carer when care is extended™".

If caring lasts just weeks or months, athough the disruption to the
carer's life may be severe, the period may be short enough for the
carer's long-term opportunities to be unaffected. However, many crises
precipitating the need for care are initialy open-ended and carry with
them particular stresses — emotional and financid — stemming from
uncertainty as to how long caring will last. This often leaves the short-
term carer in a vulnerable position, without any of the back-up services
and benefits which are sometimes available when the need for long-term
care has become recognised'?,

On the other hand, if responsibility for the personal and emotional
care of the dependent person continues for years rather than months,
then the burden of care and its impact on the life opportunities of the
carer can be very severe. The EOC's survey found that 44 per cent of
carers had been caring for upwards of 5 years, and amost 25 per cent
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for over 10 years. Only 12 per cent of the sample had been doing so for
less than a year'®.

Variations in Burden between Male and Female Carers

Based upon cultural stereotypes, it is often assumed that men and women
will respond differently to the caregiving role. For example, the finding
that women form more intimate relationships with others and have
stronger socia support systems than men' suggests that mae carers
might be more likely than femaes to be socidly isolated. Studies on
women and moral development aso suggest that women put a stronger
emphasis than do men on their personal relationships®. Women adso
are considered to have a stronger 'ethic of caring” than men, and to have
stronger socia supports'?®. However, research suggests that assumptions
that women carersfind caring easier may need to be questioned. Women
when they become middle-aged undergo a role shift avay from full-time
caregiving and begin to pursue new interests and may resent a return to
afull-time caregiver role*?’. Men, on the other hand, may enjoy taking
on the role of caregiver because it is new and is a means of expressing
their nurturing fedings. Moreover, a study carried out for the EOC in
Britain found that while men and women were coping with broadly the
same range of dependency, in some respects women perceived more
adverse effects®,

Findings indicate that different levels of support are made available
to women and men. Both informal and service support are more likely
to be provided for male carers. Mde carers are more likely to receive
home-help, meals-on-wheels, rehabilitation and assessment services and
long-stay care. Females are more likely to receive day-care and short-
stay care. Community nursing is the only service provided equally™®.
The fact that elderly people being cared for by men are more likdy to
receive rehabilitation and assessment services suggests that the need to
restore the elderly person's ability to cope independently is seen as being
more urgent where a mae is the carer rather than where a female carer
is involved™®. One study found that, apart from spouse carers, those
elderly people looked after by men were more likely to be admitted to
institutions and that those cared for by men who went into long-stay
care were more able™. In view of such findings of higher support for
males it is not altogether surprising that studies have consistently shown
that females experience more burden. Stresses and strains have aso
been shown to vary among men and women. The findings indicate
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that subjective factors are more important than severity of illness in
determining burden. Husbands report less burden than wives — this is
thought to be related to husbands greater tolerance of memory and
behaviour problems. For wives, both the quality of the past relationship
and theisgumber of behaviour problems are significantly associated with
burden™-.,

Influence of Carer's Personal Perception of Caring Tasks

Some models of stress propose that the impact of harmful events is
mediated by whether the person actually perceives them as harmful and
by the person's own coping responses. Research with carers supports
thismodel. One study found that carers fed burden when the dependent
person manifests deficits in behaviour and carers have difficulty tolerating
these behaviours'®. This finding underscores the point that individual
carers react differently to problem behaviours and vary in their ills for
managing these problems. Further, dl carers do not find the same
problems to be troublesome. Studies of elderly persons suffering from
Alzheimer's disease suggest that carers' ability to tolerate problem
behaviours actualy increases, even as the disease of the elderly pro-
gresses. Carers frequently explained their responses by stating that they
had learned to manage problems more effectively, or they smply did
not let problems 'bother' them any more™,

Burden of Caring for Victims of Senile Dementia

Physicdly, carers of the demented elderly suffer a huge burden. The
need for constant supervision is exhausting. Troublesome physica care
problems include inability of the person to feed her/himsdlf, incontinence
and deep disturbance. Carers of dementia patients often have a very
difficult time because of the total inability of the patient to look after
him/hersdf.

Many studies of burden, stress and strain have focused amost exclus-
ively on carers of those who suffer some form of dementia. While some
kinds of dementia are of short duration and are reversible, approximately
10 per cent of those over 65 years and 20 per cent of those over 80 suffer
chronic and irreversible loss of intellectual functions. The most usua
cause of chronic dementiais Alzheimer's disease. This disease can have
devastating effects not only on the sufferer but aso on the victim's carer
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and family. This is o because not only isit incurable but it causes very
distressing symptoms including confusion, forgetfulness, depression, dis-
orientation and agitation. The victim can no longer carry out the Smplest
tasks of living and in later stages may no longer recognise familiar family
faces and may be incapable of managing eating and toiletting.

At the emotional level, carers of dementia patients undergo great
strain. They have to watch the person they love disintegrate little by
little, which can be agonising. Adjustment to the perceived reversa of
parent/child roles in the family may be especidly difficult for young
adults to accept. All socid life is often completely disrupted™.

One study which was designed to explore the experiences of families
from the time of the early recognition of symptoms of dementia through-
out the course of the illness found that the most frequently mentioned
first symptoms were related to problems with memory, confuson and
disorientation*®. First symptoms were aso manifested in work-related
problems, personality changes and a general inability to function. It was
memory related problems which caused a majority of friends, ratives
and victims themselves to seek help. Personality and physica changes
aso influenced seeking professional help™’. Families in this study
reported difficulty articulating subtle changes to their doctor, so that in
many cases dementia went undetected for severa years. Moreover, the
families had a problem convincing the doctor that something was wrong
even when they were certain that the changes were serious. Others
struggled with demented relations who did not understand or agree that
a medical consultation was necessary. Once a diagnosis was made,
families had difficulty learning how to care for their relative. Expla-
nations received were perceived as focusng amost entirely on the
hopeless nature of dementia. Families were told the disease wes pro-
gressive, incurable and its causes were unknown. They were aso told
that the relative would gradually deteriorate, finally becoming helpless.
Few families reported that a factual, adequate explanation of Alzh-
eimer's disease was given, including a description of the progressive
nature of the illness. Some families could not recall any information or
explanation at al being given. In some cases, families only remembered
being advised not to bring the patient back because nothing could be
done. The manner in which diagnosis was presented to families caused
additional stress. Some families were given a curt, brief explanation of
the disease in a waiting room or in an elevator. In a few cases the
diagnosis and prognosis were given in the presence of the patient as if

she were not there™®.
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Until families received thorough explanations of the progression of
the disease, they tended to believe that reasoning and past means of
communication would ill work. With few exceptions, families were
astonished when they redized the extent of impairment in thought,
judgement and reasoning. Only 16 per cent received specific suggestions
for handling behavioural problems or coping with personality changes.
This made attempts to provide care at home extremely difficult™™.

Recent attempts at alleviating the burden of caregiving for victims of
Alzheimer's disease, such as the 'stress management model' *°, focus
on information-giving as a primary component together with problem-
solving techniques.

Information Needs: Useful Interventions

The stress-management model is designed to be used flexibly so that in
some cases the focus of intervention would be on information, while in
others it would be on problem-solving. According to its authors:

In some cases, a caregiver can solve immediate problems but does
not understand the disease. The intervention is then focused on
providing information. In other situations the caregiver has plenty
of information but is ineffective in dealing with day-to-day realities
of the disease. We then focus on teaching the caregiver the process
of problem solving. Ultimately, outcomes of managing problem
behaviour and increasing support to the caregiver can be either easy
or difficult to achieve, depending] on the patient's condition and the
potentially available resources™.

The information needs of carers are seen to vary enormously depending
on their access to information and their ability to absorb it. Two types
of information are believed to be particularly required for carers of
patients with diseases such as Alzheimer's: information about the disease
and information about the behaviour problems it causes. In the case of
incurable diseases, the transmission of information is seen to require
considerable skill and delicacy so that the carer is given accurate infor-
mation without being overburdened or losing al hope.

The other dimension of information to be conveyed to families and
the carers of Alzheimer's patients concerns the problem behaviours
which the disease causes. These problem behaviours include such things
as asking repetitive questions, memory loss, accusations, lowered inhi-
bitions in socia settings, and so on. These problem behaviours can be
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particularly distressing for the carer who is likely to be a spouse or a
close family member.

Giving information in this context can take the form of explaining and
refraining the problem behaviour. According to one study™? "a key
component of these explanations should be to explore the patient's
perspective". For example, acarer who interprets the patient's repetitive
guestions as being done to annoy or attract attention may be led to view
it as the patient not remembering he has already asked the question or
not having appropriate skills to get the attention needed.

Level Of Dependency and Its Relationship To Strain

One common assumption is that, over time, the strain on a carer
increases, culminating in the decision to place the patient in institutional
care. However, some studies indicate that, for example, the magnitude
of dtrain is not sgnificantly different according to the stage of senile
dementia of the elderly person'®. It has aso been found that measures
of dependency show no relationship to burden™*,

Another study, contrary to expectations, found that feeings of burden
were not related to the extent of behavioura impairment, nor to the
duration of the illness*®. It was aso found that the level of burden was
less than expected considering the complexity of many of the cases of
dementia™®®. However, at least one study has established a connection
betW(laEn the objective condition of the patient and the burden of the
carer".

Coping Styles

While the burden or stress of caregiving has been widely documented in
the literature, it has been pointed out that little attention has been given
to the ways in which carers cope with, or manage, demands of caregivin

that are appraised as taxing or exceeding their persona resources™.
Coping, asthetermisused in the literature, is defined as any emotional,
cognitive, or behavioural response which aims to adapt to a particular
situation. A recent study in the United States identified four basic coping
styles which are: acceptance of the situation; emotion-focused styles
such as depression, anger, resentment; problem-focused styles, such as
finding solutions to problems, being creative, learning to ded with
problems through literature; and inspirationa styles, such as resorting
to religion and prayer. Findings show the predominant mode of coping
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for both patients and carerswas acceptance (60% and 68% respectively).
However, carers reported usng more emotion-focused coping responses
than did patients™®.

SUMMARY

The research reviewed in this chapter reveals that caregiving can have
negative consequences in many aspects of the carer's life. Caregiving
can involve quite severe financia costs both in terms of lost employment
opportunities and expenses incurred. The socid life of the carer is often
restricted and loneliness and socid isolation are not infrequent. There
are dso costs to the psychologica and physica well-being of the carer.
The relationship between the carer and her/his elderly charge and
the carer's living arrangement emerge as important influences on the
experience of strain or burden in caregiving. The findings reviewed
highlight important variations in the experiences of burden between
femde and male caregivers and underline the particular difficulties
experienced by carers looking after victims of Alzheimer's disease. Later
chapters of the report explore whether the costs and burden of caregiving
described in the research literature are aso part of the experience of
carersin the Irish context.
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CHAPTER FOUR

Who Gets Home Care?

Introduction

Who are the dderly cared-for a home? What age are they? Can they
manage to dress and feed themsalves? Do they suffer from depression
or confusion? Are men and women equally likely to get home care? This
chapter isdesigned to answer such questions. It provides agenerd profile
of the elderly being cared-for at home and describes what is involved in
caring in the light of the elderly person's physicd hedlth, leved of
functional ability and psychologicd state. The chapter investigates the
extent to which the elderly people are perceived by their carers as being
dependent on them. The answers to questions such as those raised above
greatly influence the nature of what isinvolved in caring for any particular
carer. Accordingly, the chapter ends with the carers' own personal
perceptions of the amount and extent of care given and their experiences
of the demands placed on them through caregiving.

Age and Sex of the Elderly Persons Receiving Care

The elderly person being cared for at home is more likely to be female
(59%) than male (41%). The people receiving care range in age from
65 to 99 but the highest percentage (43%) are intheir 80's with aquarter
aged between 81 and 85 years. A sizeable group (15%) are 90 years of
age or over. Just 9 per cent are less than 70 years. The women receiving
care tend to be older than the men: 61 per cent of females are over 80
years compared with 46 per cent of males (Table A4.1).

Occupational History of the Elderly

Over a third (35%) of the elderly had not been in paid employment
outside the home, these for the most part having been housewives (30%)
(Table A4.2). Among those who had worked outside the home, 38 per
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cent had been employees and 24 per cent had been farmers. A smdl
group (4%) had been sef-employed. Those who had been farmers
typicaly worked between 30 and 100 acres (Table A4.3). Elderly who
had been employees were most often in semi-skilled (21%) or unskilled
jobs (29%) with 23 per cent having been skilled workers. A smdl
percentage (12%) had been in the lower professional or manageria class
(Table Ad.4).

Physical Health of the Elderly Persons Receiving Care

The vast mgjority (84%) of the ederly people being cared-for at home
uffer some physicd disability or other (Table 4.1). The type of disability
suffered varies greatly but disease of the joints is particularly common
with close on a third (31%) of the elderly persons having a disability in
this area. The other most frequently noted health problems are diseases
of the cardio-vascular or rena systems (16%) and neurologica disease
(12%). Visud or hearing defects are present in one of every 10 of the
ederly. Typicaly, the elderly person's health problem is of long-term
duration of five years or more (67%) (Table A4.5) and the condition
has been deteriorating over the years (59%). Many of the ederly
receiving care suffer not just one but two (55%) or even three (20%) or
four (2%) health problems.

Table 4.1: Physical health problems of elderly persons receiving care (Q.24)

Type of Health Problem: Number Percentage
Endocrine 3 15
Cardiovascular/Renal 32 16.0
Respiratory 15 75
Neurological 24 12.0
Skin 3 15
Malignancy 15
Gastro-Intestinal 9 4.5
Joints 61 30.5
Visual/Hearing 19 9.5
No Disability 31 155
Total (N) 200

EXTENT OF DEPENDENCY OF THE ELDERLY

The extent to which the elderly person is dependent on her/his carer is
explored in relation to three aspects of life: personal care, medica
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condition and psychologica state. In order to determine levels of depen-
dency in relation to persona care, the elderly peopl€'s perceived ahility
to look after themselves is assessed in the following areas: washing and
bathing, dressing, feeding, cooking, and maobility. The elderly person's
ability to manage these different tasksis described in the following terms:
without difficulty, with difficulty, only with help or not &t all. Dependency
in relation to the medical aspect is investigated in terms of whether or
not the elderly person is housebound and whether or not there are
problems with incontinence or soiling. Dependency arising from the
elderly person's psychological state is explored in terms of whether
ghe suffers memory loss, depression, angry outbursts, deeplessness,
confusion, wandering and failure to recognise family.

Perceived Ability to Manage Washing and Dressing

A sizeable percentage of the elderly are perceived by their carers as not
being able to manage at al by themsdves in many aspects of their
personal care. One of the tasks which causes most difficulty and which
is yet a necessary part of the elderly person's daily life is washing and
bathing: over a quarter (27%) are totally dependent on the carer in this
area and a further 52 per cent require help to wash (Table 4.2). Again,
15 per cent cannot manage the everyday tasks of shaving or hair-care
while 27 per cent need help in this area. The task of cutting toe-nailsis
an important area of personal care where the mgjority of the ederly
being cared-for are either completely dependent (45%) or require some
help (49%) (Table 4.2).

Table4.2: Ability of elderly person to manage personal hygiene tasks (Q.25)

Degree of Ability Washing and Shaving and Cutting
Bathing Hair-Care Toe-Nails

N % N % N %
Without Difficulty 42 21.0 115 57.8 14 7.0
With Difficulty 36 18.0 26 131 21 10.5
Only With Help 67 335 28 141 76 38.0
Not at All 53 26.5 30 151 89 445
Not Applicable 2 10 0 0.0 0 0.0
Total (N) 200 199 200

Non-respondents excluded

With respect to dressing, putting on shoes and stockings presents the
greatest difficulty for the elderly: 13 per cent cannot manage this aspect
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of dressing at dl while a further 20 per cent can manage to do so only
with help. Likewise with buttons and zips. 13 per cent are dependent on
their carers to do up their clothes and 17 per cent need help in managing.
In terms of other aspects of dressing, 12 per cent cannot dress themselves
a dl with a further 15 per cent needing help if they are to get dressed
(Table 4.3).

Table 4.3: Ability off elderly person to manage dressing (Q.25)

Degree of Ability Shoes and Buttons and Other Aspects
Stockings Zips of Dressing
N % N % N %
Without Difficulty 66 33.0 84 42.0 98 49.0
With Difficulty 65 325 52 26.0 44 22.0
Only With Help 39 195 34 17.0 30 15.0
Not at All 25 125 26 13.0 24 12.0
Does Not Apply 5 25 4 2.0 4 2.0
Total (N) 200 200 200

Where help is required with persona hygiene tasks, in more than
three-quarters of cases help is provided in the firg instance by the carer.
In mogt cases there is no other person apart from the carer who helps
with washing (60%) or hair-care (68%) or nail-cutting (60%). Where
help from a second person is available, most usudly the assistance is
given by another household member (Table A4.6). Where dressing is
concerned, again with few exceptionsit is the carer who accepts primary
responsibility for providing any help that is required. In most cases,
nobody else but the carer gives any help with dressing. In the few
instances where back-up help is available, that help is more likely to be
given by another household member (Table A4.7).

Perceived Ability to Manage Feeding and Cooking

The mgjority of the elderly persons being cared-for (79%) are capable
of feeding themselves but 17 per cent require at least some help and 5
per cent are completely dependent on their carers in this area (Table
4.4). Close on three-quarters of the ederly (73%) are dependent on
othersin the essential task of cooking and preparing meals and a further
21 per cent need at least some help in this area. Just 6 per cent can
manage cooking by themselves without difficulty. Where help in feeding
or cooking is required it is the carer who in more than 95 per cent of
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Table 4.4: Ability off elderly person to manage feeding and cooking (Q.25)

Degree of Ability Feeding Self Cooking Meals
N % N %
Without Difficulty 158 79.0 11 57
With Difficulty 20 10.0 19 9.8
Only With Help . 13 6.5 22 113
Not at All 9 45 142 732
Total (N) 200 194

Non-respondents excluded

cases providesthat assistance. In the mgjority of casesthereis no second
person to help with feeding (74%) or cooking (78%). Where there is a
second source of help it is most likely to be another household member
(Table A4.8).

Degree of Mobility

Getting out of bed unassisted is impossible among 9 per cent of the
elderly while a further third need at least some help (Table 4.5). Almost
20 per cent are totally dependent on others in managing steps or dtairs
or walking about (Table 4.5).

Table 4.5: Degree of mobility of elderly person (Q.25)

Degree of Ability Getting out Climbing Walking
of Bed Steps/Stairs

N % N % N %
Without Difficulty 116 58.3 46 23.0 78 39.0
With Difficulty 40 20.1 47 235 60 30.0
Only With Help 26 131 45 225 19 9.5
Not at All 17 85 36 180 37 185
Does Not Apply 0 0.0 26 13.0 6 3.0
Total (N) 199 200 200

In the vast mgjority of cases, it is the carer who has primary responsi-
bility for giving any assistance required with getting out of bed (93%),
with climbing stairs (92%) and with waking (85%). Typicdly, there is
no second person to asss the ederly person in being mobile. In those
cases where back-up assistance is available, the second helper is most
likely to be another household member (Table A4.9).
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Ability to Manage Toiletting

Ability to manage toiletting requires a number of other ahilities on the
part of the elderly person — dressing, mobility, ability to control uri-
nation and defecation. As already noted, approximately 13 per cent of
those being cared for are totaly dependent on others in managing to
dress themselves. With respect to their ability in getting to and using the
toilet, 12 per cent of the elderly are dependent on others in this area
and a further 29 per cent require at least some help (Table A4.10).

Level of Dependency in Relation to Personal Care

Of the different aspects of personal care investigated, the following areas
were identified as being the key indicators of dependency:

» whether the elderly person can wash and bathe her/himself;
whether the elderly person can get to and use atoilet;
whether the elderly person can get in and out of bed;
whether the dderly person can feed her/himsdlf;

whether the elderly person can dress her/himsalf;

whether the elderly person can make her/his own meals; and
whether the elderly person can wak unaided.

An overall measure of dependency in the area of persona care was
computed from the above 7 factors in the following manner. The elderly
person was considered to be very highly dependent if she could not
manage at al by her/himsdf in relation to 6 or 7 of the areas described
above; ahigh level of dependency was indicated if there was an inability
to manage in relation to 4 or 5 of the areas; inability to manage 2 or 3
of the areas was considered to reflect a medium level of dependency and
alow leve of dependency was indicated if the elderly person was unable
to manage in relation to just one area.

Table 4.6: Level of dependency in relation to personal care

Level of Dependency Number Percentage
No Dependency 20 10.5
Low Dependency 50 26.3
Medium Dependency 74 38.9
High Dependency 15 7.9
Very High Dependency 31 16.3
Total (N) 190

Non-respondents excluded
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Using this measure it emerges that almost a quarter of the elderly
being cared-for at home are either very highly (16%) or highly dependent
(8%) (Table 4.6). Thirty-nine per cent of the elderly exhibit a medium
level of dependency. A small group (11%) are independent in relation
to dl aspects of personal care.

Level of Dependency in Relation to Medical Aspects of Care

Three indicators of dependency were investigated in connection with
medical aspects of care: incontinence of urine, soiling and whether the
elderly person was bedridden.A sizeable group of the elderly being
cared-for (14%) were bedridden at the time of interview; this being a
permanent condition among 6 per cent (Table 4.7). Many cannot get
out of the house without help (41%), while 17 per cent are permanently
housebound.

Table 4.7: Degree of house-boundness of elderly person (Q.28))

Degree Number Percentage
Bedridden Permanently 11 55
Bedridden Temporarily 17 8.5
Housebound Permanently 33 16.5
Able to get out only with Help 81 40.5
Able to get out unassisted 58 29.0
Total (N) 200

Incontinence is recognised as one of the mogt difficult and disturbing
problemsfacing those who care for the elderly. In thislight a noteworthy
finding of this study is that close on a quarter (24%) of elderly persons
cared-for at home are incontinent of urine and again a large percentage
(20%) have problems with soiling. Many of those with a problem in this
area are incontinent both of urine and faeces (39%).

Consideration of overall level of dependency across the 3 medica
indicators used, reveals that 8 per cent of the ederly cared-for at home
may be regarded as being highly dependent in this area in that they are
incontinent both of urine and faeces and are bedridden (Table 4.8). A

Table 4.8: Level of medical dependency

Level of Depencency Number Percentage
No Dependency 137 68.5
Low Level 27 135
Medium Level 20 10.0
High Level 16 8.0
Total (N) 200




further 10 per cent exhibit 2 of the 3 problems investigated and thus may
be regarded as having a medium level of dependency. Among 14 per
cent the level of dependency in the medical area is low; these people
exhibiting just one of the problems investigated. According to the
measure used the mgjority of the elderly may be considered as being
independent in relation to the medical aspects of care studied.

MENTAL WELL-BEING OF THE ELDERLY

The emotional and physical strains of caring are grestly increased where
the elderly person exhibits symptoms of mental infirmity. Menta infirm-
ity can result from a variety of causes, the most common being organic
brain disease. One such disease is Alzheimer's disease. Alzheimer's
disease is a particular form of dementia associated with ageing which
expressesitsdf in symptoms such as confusion, forgetfulness, depression,
angry outbursts, wandering and disorientation. While in the early stages
of Alzheimer's disease the affected person can lead a moderately inde-
pendent life, severe dementia virtualy disables its victims so that, for
example, ghe no longer recognises the faces of family members and
cannot manage even routine activities. Thus, the physical care involved
can be exhausting. In addition, there isthe need for constant supervision.
At the emotional level the carer has the added suffering of seeing
someone ghe loves deteriorate by degrees.

Incidence of Symptoms of Dementia

According to the carers' descriptions of the elderly people in their care,
asubstantial percentage appear to be suffering some degree of dementia.
A group of approximately 15 per cent are seen by their carers as
continuoudy exhibiting such symptoms as memory loss, angry outbursts,
mood swings, confusion and deeplessness (Table 4.9). Depression is an
on-going problem among a dightly larger group of the ederly (17%). In
addition to those who continuoudly manifest such symptoms of dementia,
there is a further group of between 24 to 36 per cent who suffer these
difficulties occasionally. More severe indications of dementia are evident
among a smaller group of the elderly: for 6 per cent wandering is an on-
going problem and among a similar sized group (6%) mental state has
deteriorated to the point where the elderly person no longer recognises
members of the family.
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Table 4.9: Whether elderly person exhibits different symptoms of Dementia

Symptoms Yes Sometimes No Total
N % N % N %
Memory Loss 29 14.6 59 29.6 111 55.8 199
Angry Outbursts/

Mood Swings 29 14.6 50 25.2 119 60.1 198
Confusion by Day 28 14.0 48 24.0 124 62.0 200
Confusion by Night 23 115 25 125 152 76.0 200
Sleeplessness 29 147 62 315 106 53.8 197
Depression 34 17.0 72 36.0 94 47.0 200
Wandering 11 5.6 25 12.8 159 815 195
Failure to Recognise

Family 12 6.0 20 10.0 168 84.0 200

Non-Respondents Excluded

In the great majority of cases problems associated with dementia have
become evident within the last 5 years. There are instances, however,
where the carer has been coping with such distressing symptoms for
between 10 to 30 years (Table A4.11).

Level of Dependency in Relation to Psychological State

Of the different aspects of psychologica state investigated the following
factors were identified as the key indicators of the level of dependency
of the elderly person in relation to this area of care:

¢ Memory loss

Wandering

Confusion by day

Confusion by night

Angry outburstsymood swings
Failure to recognise family.

Based on these 6 indicators of psychologicd state, an overal measure
of dependency was derived. The ederly person who exhibits one of
these symptoms is considered to have alow level of dependency. Where
2 or 3 of these symptoms are present a medium level of dependency is
indicated; 4 or 5 symptoms reflect a high level of dependency; and the
person who exhibits al 6 symptoms is considered to be very highly
dependent.

Using this measure of dependency, it emergesthat 3 per cent of elderly
people being cared-for a home are very highly dependent in terms of
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their psychologica state. A further 18 per cent may be regarded as
highly dependent in this area. Among a quarter of the elderly their
psychologica state is such that a medium level of dependency is indi-
cated. According to the measure used, dmost a third of the elderly may
be regarded as being independent in terms of their psychologica state
(Table 4.10).

Table 4.10: Level of dependency in relation to psychological state

Level of Dependency Number Percentage
No Dependency 62 325
Low Level 40 20.9
Medium Level 48 25.1
High Level 35 18.3
Very High Level 6 31
Total (N) 191

Non-respondents excluded

OVERALL LEVEL OF DEPENDENCY

In order to determine the elderly person's overal level of dependency
across different areas of care, ameasure was derived based on the degree
of dependency identified in each of the following areas. persona care,
medicd situation, psychologica state. According to this measure 17 per
cent of the elderly cared-for at home may be regarded as showing a very
high overadl level of dependency in that they are very highly dependent
in a least one of these three areas. A further 22 per cent may be
considered to be highly dependent. Thirty-five per cent show a medium
level of dependency and 19 per cent show a low level of dependency.
Using this measure only a small group (8%) may be regarded as being
independent in relation to al 3 aspects of care investigated (Table 4.11).

Table 4.11: Overall level of dependency

Level of Dependency Number Percentage
Very High Dependency 34 17.0
High Dependency 44 22.0
Medium Dependency 70 35.0
Low Dependency 37 185
No Dependency 15 75
Total (N) 200
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DURATION OF PROVISION OF CARE

Consideration of the length of time for which the carer has been providing
care gives an idea of the commitment that is involved in caring for an
elderly person at home. While the length of time for which the carers
under study have been providing care varies gregtly from one year or
lessto 31 years (Table 4.12). the general picture isthat caring is along-
term commitment. Fifty-four per cent of those studied have been carers
for more than 5 years while 29 per cent have been providing care for
more than 10 years. A smal group have been carers for a period of 21
to 30 years and one carer has been providing care for over 30 years.

Table 4.12: Number of years for which care has been provided (Q.15a)

Number of Years Number Percentage

0-5Years 93 46.5
6 -10 Years 49 245
11 —15Years 24 12.0
16 —20 Years 18 9.0
21 — 25 Years 6 3.0
26 — 30 Years 9 4.5
Over 30 Years 1 0.5
Total (N) 200

EXTENT OF CARE PROVIDED

Apart from the levdl of dependency of the elderly person, a further
indication of the nature of the demands which caring imposes is the
extent to which care is constant. With respect to the constancy or extent
of care provided, 20 per cent of the carers are looking after the elderly
person on a 24-hour basis (Table 4.13). For a further 30 per cent, care

Table 4.13: Extent of care provided (Q.29)

Extent of Care Male Female Total
N % N % N %
24-hour care 5 13.9 34 20.7 39 195
Constant care
except at night 12 33.3 47 28.7 59 29.5

Occasional care
during the day for
specific tasks 19 52.8 83 50.6 102 51.0

Total (N) 36 164 200
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is constant during the day but not at night. In the remaining cases, care
is given on an occasiona basis for specific tasks throughout the day. No
great differences emerge between male and female carers with respect
to the extent of care which they provide; this being particularly true in
relation to the numbers providing occasiond care or constant day care.
With respect to round-the-clock care, femaes are more likely than males
to be providing this kind of care (Table 4.13).

Not surprisingly, those ederly personswith the highest level of depen-
dency are also those who require the most constant care. Among those
exhibiting a very high dependency level (34) hdf require round-the-
clock care while a further 14 need constant care throughout the day.
Just 3 of this group receive occasiona care (Table 4.14). Likewise, of

Table 4.14: Relationship between extent of care given to elderly person
and the elderly person's overall level of dependency

Extent of Care Level of Dependency

Very High Medium Low No
High Depen- Depen- Depen- Depen-
Depen- dency dency dency dency
dency

Needs 24-Hour Care 17 16 5 1 gwe

Needs Constant Care 14 13 24 5

Care Needed

Occasionally 3 15 41 31 1
Total (N) 34 44 70 37 15

the 44 elderly persons who are highly dependent, 16 need 24-hour care
and 13 need constant daily care. The mgjority of those exhibiting medium
(70) or low levels (37) of dependency require occasiona care.

Whether or not the elderly person is housebound has implications for
the extent of care required: over half (54%) of those needing 24-hour
care are housebound or bedridden (Table A4.12).

As might be expected, the extent of care needed is also greater anong
those elderly with incontinence problems. of those requiring 24-hour
care, 54 per cent are elderly persons who are incontinent of urine and
46 per cent are people who have difficulties with soiling (Tables A4.13
andA4.14).

PERCEIVED AMOUNT OF CARE PROVIDED

As a further indication of what is involved in caring for the ederly at
home, more than haf (57%) of the carers fed that the elderly person
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being looked after needs a lot of care. According to 38 per cent the
elderly person needs a little care. Among a small group (5%) the kind
of care required is seen as being just occasional.

Many (32%) of the elderly persons needing a lot of care, need this
kind of looking-after not just during the day but at night also. Among
41 per cent alot of care is needed constantly throughout the day. There
are some (27%) who, though they require a lot of care when the need
arises, require to be looked after only occasionaly during the day. In
the case of those elderly people requiring a little care, the great mgjority
(80%) need to be looked after just occasiondly. There are some (16%)
however, who need only a little care but yet require constant attention
during the day (Table A4.15).

The relationship between level of dependency and the work involved
in caring is evident from the fact that amost dl of those exhibiting very
high or high levels of dependency require alot of care (Table 4.15). Of
the 70 elderly people exhibiting a medium level of dependency, 31
require a lot of care and 38 alittle. Those with low levels of dependency
typicaly require just alittle care.

Table 4.15: Relationship between the amount of care required and the
elderly person's level of dependency

Amount of Care Level of Dependency
Very High Medium Low None
High
A Lot 32 39 31 10 2
A Little 2 4 38 22 10
Occasional 0 1 1 5 3
Total (N) 34 44 70 37 15

Cycles of Caring

Clearly, the nature of what caring invalves is influenced by whether the
carer has just one person to look after or whether she has responsibility
for the care of a number of persons. Research shows that carers often
look after more than one person in their lifetime. In the present study,
while the vast mgjority of the carers (94%) are looking after just one
elderly person, there are, however, 10 individuas who are providing
care for 2 elderly persons and in 2 cases 3 ederly people are being
looked after. In addition to looking after an elderly person there are 8
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carers who are aso providing care for a handicapped person. Five of
the 8 handicapped persons being cared-for are living in the carer's own
home. In 3 cases the handicapped person is a child of the carer, in
another 3 cases the cared-for person is a brother and in the remaining 2
cases it is some other relative who is being looked after. Apart from
looking after an elderly or handicapped person, more than athird of the
carers (37%) have the added responsibility of looking after children
under 18 yearsof age.

SUMMARY

Who Gets Care at Home?

Those elderly persons cared-for a home are more likely to be femae
than male. Typicaly, they are in their 80's or 90's with few being less
than 70 years of age. Women cared-for at home tend to be older than
the men. In their working lives, these elderly people for the most part
had been small farmers or semi-skilled or unskilled workers. The vast
majority receiving home-care suffer some kind of health problem. Dis-
ease of the joints is most usua but diseases of the cardio-vascular and
rend systems are also not uncommon and visua or hearing defects are
present in one of every 10. Many of the elderly suffer not just one but
severd hedth problems. Investigation of the kind of care which the
elderly people require reveds that there are many who are highly
dependent on their carers particularly in the area of persona care but
asoin relation to medical and psychologica aspects of care.

Level of Dependency: Personal Care

Consideration of the ability to manage tasks such as washing, dressing,
feeding, cooking, toiletting, getting out of bed and waking unaided
indicates that many cannot fend for themselves a al in relation to
persona care. Sixteen per cent may be considered as being very highly
dependent in that they cannot manage at al by themselvesin at least 6
of the areas noted. A further 8 per cent may be regarded as being highly
dependent in that they have to depend on othersin at least 4 aspects of
persona care.

Level of Dependency: Medical
A sizeable group of the elderly are bedridden; in some cases this is a
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temporary condition (8%) but among 6 per cent this condition is per-
manent. Many cannot get out of the house without help (41%) and 17
per cent are permanently housebound. Incontinence is a problem among
amost a quarter (24%) of those being cared-for a& home and again a
large percentage (20%) have problems with soiling. Consideration of
the findings across these different aspects of medica care reveds that 8
per cent may be regarded as being highly dependent in that they are
incontinent both of urine and faeces and are also bedridden. A further
10 per cent exhibit at least 2 of these problems and thus may be regarded
as showing a medium level of dependency.

Level of Dependency: Psychological

Apart from physica and medical dependency a substantial percentage
of those cared-for a home are exhibiting symptoms of dementia
Approximately 15 per cent are seen by their carers as continuously
suffering memory loss, angry outbursts, mood swings and confusion. A
similar percentage are perceived as being depressed and suffering from
deeplessness. There are, in addition, many elderly (between 24% and
36%) who manifest symptoms of dementia occasionally. Among a group
of 6 per cent the dderly person's psychologica state has deteriorated to
the point where she is continuously wandering and no longer recognises
family members. Overall, amost a quarter (21%) of the elderly may be
regarded as being very highly (3%) or highly dependent (18%) in
psychologica termsin that they exhibit 4 of 6 symptoms of dementia.

Overall Level of Dependency

Consideration of level of dependency across dl areas of care reveals that
17 per cent of those cared-for a home may be regarded as being very
highly dependent and a further 22 per cent may be considered to be
highly dependent.

Who Provides the Care?

In al areas where the elderly person is dependent on others to manage,
the carer is the one most likely to provide the necessary assistance.
Typicaly, the burden of helping is borne alone by the carer without
back-up assistance from a second person. A striking aspect of the care
provided a home is that, for most, caregiving is a very long-term
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commitment: over haf of those studied (54%) have been carers for 6
years or more while 29 per cent have been giving care for more than 10
years.

Level of Care Provided

Given the numbers of 