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Foreword
Since 1988, the study of community support services has been one of the four major
strands of the Social Policy Research Centre's research agenda. This emphasis is a
recognition of the importance of assistance already provided at home and the
significance of community support policies for the future development of health and
welfare services in a country like Australia facing an ageing of its population.
Despite its importance, there has been little research conducted in this field in
Australia. With this in mind, an exploratory study designed to examine the
implementation of community support in an urban area of New South Wales was
undertaken. From its inception, it was envisaged that the study would provide a
detailed understanding of the impact of community care policies for a number of
individuals and households and provide a solid basis for further research in this field.
This report reviews progress in the first eighteen months of the three year project,
outlines the research methods and presents preliminary results from the study.
The study combines a range of methodologies, both qualitative and quantitative. Its
unique value arises from the intimate familiarity that the researchers have established
with both the services and their users in one local community. Through their direct
contact with those involved, a detailed picture has emerged which has considerable
relevance for the development of social policy, in particular the provision of
services, in Australia.
One of the major issues raised in this report is the effectiveness of community
service provisions. The implementation of the Home and Community Care Program
in 1985 led to the expansion of the system of services, but has done little to reform
the infrastructure which underlies their provision. The question is whether the
current somewhat fragmented system of services, which already faces difficulties in
meeting demand, will be adequate for the future.
We hope that the research conducted by the Social Policy Research Centre reported
here will be able to contribute to the debate about the future of service organisation
and provision and look forward to the completion of this study and the publication of
the final report on its findings.

Peter Saunders
Director
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1 Introduction
In Australia, as in other comparable countries, there has been an increasing emphasis
placed in recent years on the ideals of community support for the elderly and people
with disabilities. Since the mid-1980s there has been a marked shift away from a
reliance on nursing homes to a policy which emphasises the rights of people needing
assistance to remain in their own homes for as long as possible. As a result, the
already significant number of people in need of regular assistance who continue to
live at home is likely to increase significantly in future years (DHHCS, 1991a). Yet
there has been relatively little research which could serve to inform policy makers
and service providers of the practical consequences of promoting such policies. As
Gubrium and Sankar have noted recently in the United States:

Policymakers, insurers, health care planners and professional
home care providers appear to conceptualise the home as a kind
of black hole into which a range of medical services and
conditions can be transferred. Little is known about how care
is delivered in the household or how the family copes with the
increased level of ... life and death responsibility often
associated with this level of caregiving. (Gubrium and Sankar,
1990:7)
To examine the effects of the implementation of such policies, a field study of
community support in Broadleigh, a regional suburban community in a large city in
New South Wales, was commenced in 1989. The research describes how a sample
of sixty people, predominantly elderly people but also some younger people with
disabilities, live in their own homes and the sorts of support they receive there. The
study is an attempt to record what happens to these people over a period of three
years, examining how they adjust as their circumstances change and what assistance
they require to remain at home. For those admitted to residential care, the study is
concerned with the reasons they have ceased to live at home. In a second
component, the study also looks closely at the operation of formal community
support services, the major form of public assistance available to help maintain these
people in their homes.
The study grew out of a proposal in the Research Agenda for Community Support
Services, prepared by Sara Graham at the SPRC in 1989. In the absence of a body of
research on community support in Australia, the study was developed as an
exploratory and largely descriptive study of the effects of the implementation of
community support policies in a single local area. It focuses on the contribution
made by community support services to the support of people who remain at home
despite needing ongoing assistance. Its major objective is to provide a critical
appraisal of the introduction of policies and programs associated with the principle
of community care in an Australian community.

2

INTRODUCTION

There are three main questions underlying this study. The first concerns the needs
for assistance at home by people identified as suitable for a community support
program. What are the needs of people who remain at home, and to what extent are
these currently being met? This question is concerned with identifying the
population most directly affected by community support policies as well as with
developing an understanding of the extent of their need for assistance and the
consequences or outcomes of their attempts to remain at home. The second question
is about their means of support. Who provides assistance of different types in the
home, and how do the different sources of support interact together? Specifically,
the study set out to detennine the relative significance of fonnal and infonnal
support. Because community support has the potential to be a program which relies
on the unpaid efforts of infonnal caregivers, especially women, this question
addresses issues which are often at the heart of the debate about community care.
The third question concerns the relationship between community support and other
provisions. Is community support an alternative to long tenn care provided in
residential facilities such as nursing homes and hostels? How do community support
services fit into the 'jig saw' of programs and provisions in the local area? This final
question raises issues of the significance of community support for the entire system
of state supported provisions and provides a useful perspective on the future need for
long tenn care services.
In the following section of this report we review the policies associated with the

adoption of the ideals of community support in Australia, and discuss the issues
these raise for research. Aspects of the study's methodology and findings to date are
discussed in greater detail in the five sections that follow.
In Section 3 we describe Broadleigh, the community in which the study is being

conducted. We also outline details of the study's design, in particular the division of
the study into two distinct components, one concerned with users of community
support, the other with the provision of fonnal services. In Sections 4, 5 and 6 we
examine aspects of the first component of the study, concerned with the
consequences of community support for sixty people who required assistance to
remain in their own homes and their carers. The procedures associated with the
selection of the sample from people referred to the Assessment Team are presented
in Section 4. A more detailed profile of the sixty users and their caregivers is
provided in Section 5. Details of the social background and the extent of disability
of users, and the relationship and significance of infonnal caregivers are presented.
This provides the background for our discussion, in Section 6, of the outcomes of
support for the sixty people over the first eighteen months of the study. Some of the
preliminary findings of the study concerning the use of fonnal and infonnal
assistance in the home are also presented in this section.
Section 7 of this report turns attention to issues of service provision. A characteristic
of service provision in the locality is that a surprisingly large number of
organisations have been established over the last thirty-five years, providing a
variety of different fonns of assistance in the home. Each of these separate
organisations has developed with its own set of specialised tasks and its own
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perspective on the way in which community support should be provided. As a result
a number of questions remain about the division of responsibilities between the
different organisations and their capacity to cooperate to provide a comprehensive
package of support to those who require assistance.
By design, the study is an in-depth examination of community support in a single
urban locality, focussing on what occurrs in the private homes of people who need
assistance and on the provision of community services in the local area in which they
live. In the fmal part of this report, Section 8, this focus is once again broadened to
examine more clearly the policy context in which these events take place. To
explore some of the implications of a community support policy for government, the
two components of the study are therefore brought together and questions arising
from the interweaving of informal and formal aspects of community support
discussed. The final section also canvasses a number of options for the development
of a more coordinated and flexible system of community support services.
Much of the data in the report has been presented in what may be considered an
aggregate or statistical form. At this point in the study it is has been important to
concentrate on developing an understanding of the general trends indicated by the
information collected. It is our intention at a later stage to present a more detailed
qualitative analysis of the individual case studies than has been possible here,
focusing on the processes of adaptation undertaken by the users and their caregivers.
The conduct of an exploratory, longitudinal research study such as this, even when it
has been kept by design to modest proportions, imposes a relentless timetable on the
research staff involved. When commencing the study we had not fully appreciated
how this would limit the time available to organise and analyse the data collected at
each stage, nor how it would restrict the opportunities for discussion and reflection
on the fmdings that emerge. This report has therefore been prepared as an interim
progress report. It is intended essentially as an indication of work in progress, rather
than a fmal statement of data and conclusions. It remains, unashamedly, a document
which reflects the ongoing nature of the research work. Its aim is to inform those
with an interest in the topic about the approach taken to conducting the research, as
well as to draw attention to some of the initial findings to emerge from the study. It
is not intended to provide definitive answers to the questions posed or present an
encylopaedic cataloguing of all data and research methodology.

2 The Policy and Research
Background of the Study
All kinds of wild and unlovely weeds are changed, by statutory
magic and comforting appellation, into the most attractive
flowers... And what of the everlasting cottage-garden trailer,
'Community Care'? Does it not conjure up a sense of warmth
and human kindness, essentially personal and comforting, as
loving as the wild flowers so enchantingly described by
Lawrence in Lady Chatterly's Lover? (Titmus, 1968: 104)
To identify the central questions for research arising from the introduction of
community support policies in Australia, we review a number of issues associated
with the provision of assistance in the home in this section of the report. We
commence by examining the rationales most commonly advanced for the adoption
of community support policies and discuss the visions of social support which
underlie these. Next, we discuss the policies which have made the support of frail
elderly people and other people with disabilities, in their own homes, a matter of
public concern in Australia since the mid 1980s. Because much of the significance
of community support arises from developments in other closely related sectors of
long term care, in nursing homes, hostels and in the Geriatric Assessment program,
detailed attention is given not just to the development of the Home and Community
Care Program (HACC) but to the larger policy context.
In the third part of this section, a brief analysis of the extent of need for ongoing
assistance in the home is provided, based on an examination of the demography of
disability and handicap in Australia and a discussion of the contribution made by
informal caregivers and formal services to the support of people with disabilities
who remain at home. This, together with the preliminary review of the policy
context of community support, serves to clarify many of the research questions
which the study has sought to address and lays the foundations for the conceptual
framework used to integrate many of the different issues associated with the study.
Finally we elaborate on both these research questions and the conceptual framework
of the study. Details of the two distinct components of the research design and
methods of the study are discussed in Section 3 of this report.

2.1 Visions of Community Support: The Rationale for Policy
For many of its advocates, the ideal of maintaining people in their own homes is a
far more humane and acceptable basis for public policy than placing those who need
ongoing help in impersonal residential institutions. This approach typically justifies
community care by referring to the problems of institutional accommodation, which
are then juxtaposed alongside an idealised picture of family and community
compassion associated with care in the home. A fairly comprehensive summary of
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the arguments in favour of this position was presented in the Australian context in
1984 as follows:
Increasingly it can be demonstrated that community care
works. By community care we mean both caring in the
community - domiciliary care where a person is supported in
hislher own home by a range of services - and caring by the
community through the development of informal networks
which support caring by families as well as the individual
independence of older people. This approach is geared more
purposefully (than care in residential institutions) to meeting
individual needs in a way that supports the coping capacity of
the individual and encourages independence and dignity.
Furthermore, it seeks to foster a sense of caring and mutual
responsibility in the community. The privatised lifestyle and
geographic mobility of some families presents problems of
loneliness and isolation for people of all ages.
The
development of a caring community spirit is an important
component of social cohesion. (Shaw, ed., 1984: 26-7)
Not only was the home regarded as the place where most people, including the frail
elderly and disabled, prefer to live, but according to this view, being cared for at
home confers a sense of 'independence and dignity' on those who are supported and
enhances their 'coping capacity'. The benefits of community care, however, were
not considered to be restricted to those who receive assistance. A program of
community care, it was claimed by Shaw and other advocates, offers an opportunity
for the moral and social development of the community. By making people
responsible for others who remain in their midst, it is claimed, the community itself
will become more caring and cohesive (Qureshi and Walker, 1989; Bulmer, 1987).
In reply to this somewhat moralistic view of community care, many critics have
argued that the adoption of community support policies represents a backward step
for social policy, an attempt by the state to shed its responsibilities by handing them
back to the family, where the burden of caring falls on unpaid women. According to
many of the critics of community care, formal assistance in the home is generally
inadequate, being provided by only a small number of underpaid community service
workers and volunteers. Because the state does not take full responsibility for the
well-being of those who require assistance but relies on family members and other
informal sources of assistance, such community support policies are regarded from
this perspective as effectively representing a transfer of responsibility from the state
to the family. Care by the family, in turn, is itself usually no more than a euphemism
for the unpaid care provided by women in the home (Walker, 1983; Dalley, 1988)
Such views of community care as being inherently conservative and patriarchal have
also been put quite forcibly by a number of Australian authors (Watson and Mears,
1989; Moore, 1989).
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Despite their obvious disagreement, these views share a common assumption that
community support is both an alternative to assistance provided in residential
institutions and a substitute for the provision of health and welfare services by the
state. Advocates and critics alike emphasise the contribution of informal caregivers
to care in the home, and assume that formal services will play at best only a small
part in the overall provision of community support. It is, however, possible to argue
that community care should be regarded in an entirely different way.
One such alternative view is that proposed by Anna Howe in the Australian context
in 1981:
To propose community services as an alternative system of
support for the aged immediately raises the question,
'alternative to what?' The standard answer is institutional care,
on the grounds that many people admitted to long-term care
could be maintained in their own homes with appropriate
domiciliary services. Underlying this proposition is the
implication that a choice between institutional care and home
care does exist and that both are available. For many of the
aged, however, there is no real choice; it is a question of some
minimal domiciliary support or nothing. Community care
must also be seen as an alternative to neglect, which places
some aged people in jeopardy, and as a means of
overcoming the deprivations that they experience. (Howe,
1981: 171, our emphasis)
For Anna Howe, here, community care is not an activity which can be relegated to
informal caregivers. Neither does she regard it as simply an alternative to
institutionalisation. Consequently the provision of formal services is central to her
vision of a community care policy. What she proposes is a policy which has merit in
its own terms, as a means of dealing with the neglect and deprivation experienced by
elderly people living in their own homes.
Other Australian writers have also rejected the view that community care necessarily
means the exploitation of unpaid, informal family carers. Kendig (1986), for
example, argues for the expansion of programs which would see community care
become a partnership between formal services, informal carers and the recipients of
assistance, each of whom, he argues, have complimentary roles to play. Here again,
care in the home is not regarded as an alternative to that provided in residential
institutions, but as complementing it.
Each of these visions of community care focuses on the issue of what the
introduction of community care schemes should, or would be likely to, entaiL It is
clear, however that, in practice, the impact of the different schemes described as
'community care' must depend very much on the actual level and type of formal
services made available as well as on the availability and use of other forms of
formal assistance, such as hospitals and nursing homes. When viewed from such an
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empirical perspective, a rather different view of what community care means is
likely to emerge.
Shapiro, for example, discussing the effectiveness of community support schemes in
Manitoba, Canada, refers only to carefully developed formally organised services
provided to the recipients in their homes. These sorts of programs, she notes,
operate most effectively alongside services provided in hospitals and nursing homes.
She cites evidence which shows that in Manitoba, although such home based care
does not replace the assistance provided in these other facilities, it does serve to
delay, prevent, or shorten some admissions to them. Depending on the extent to
which hospital and nursing home services are reduced in the implementation of
home care schemes, an overall cost saving may be achieved by government, she
argues. However, in order to remain cost effective, such home care services need to
function as an integral part of a 'continuum of services' and should not be regarded
as an alternative to institutional care (Shapiro, 1991).
In a contrasting account based on the detailed analysis of a number of evaluations of
pilot community care programs in the USA, Weissert et al. have argued that the
development of such programs represents an expansion of support that is in addition
to, and not a substitute for, care provided in hospitals and residential institutions.
Although such support, according to Weissert, may relieve the burden already being
borne by family members who are, with or without specific community care
programs, undertaking the responsibilities of supporting people to remain in their
own homes, it does not provide a substitute for assistance provided in nursing
homes, hostels and hospitals. For this reason, they argue, community support is not
necessarily a cost saving to government (Weissert et al., 1988).
Community Support: Defining the Key Terms
It is evident from even this brief and incomplete survey of perspectives that far from
being universally accepted as a desirable, necessary and viable option for policy,
community support is a philosophy which is essentially controversial. At the most
basic level there is little agreement about what is actually meant by terms such as
'community care', 'care in the community' 'community support' or 'domiciliary
care', a range of terminology which, to add to the confusion, is often used
interchangeably. However the confusion surrounding the issue is not simply
semantic. The fundamental characteristics of community support policies are not, in
practice, eternal or universal truths, but are variable features contingent on the
context and nature of the interventions involved.
Discussing the frequently ideological tone of debates about this subject, Joan
Higgins has argued that much of what is termed community care actually takes place
in institutions of various types (e.g. day care, respite care) and that on the whole
there is precious little evidence of 'the community' actually helping people to stay at
home. To overcome this problem she advocates the adoption of an entirely new and
less emotive terminology (Higgins, 1989). This approach is readily applicable
where there is little evidence of formal assistance being provided or where formal
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services are not a primary focus of attention. However, where the discussion
concerns issues associated with the provision of services as well, it has been
necessary to employ another term. In this report, therefore, as in other recent work
undertaken at the Social Policy Research Centre, the term 'community support' is
generally used to refer to policies which encourage both:
•

the support of people requiring help on account of disability or frailty
associated with age in their own homes; and

•

the provision of assistance by a range of non-profit, extramural (i.e. noninstitutional or community based) service providers to people requiring support
to remain in their own homes and to their informal caregivers.

The terms used in this report, 'support in the home' and 'community support', though
themselves somewhat vague and open to misinterpretation, suffice as working
definitions of the topic in recognition of their well established usage and their
absence of ideological overtones. They are not intended as rigid definitions of the
subject, nor are they proposed as the means of overcoming the confusion associated
with the various policies described as 'community care'. Rather than attempting to
impose watertight definitions on the subject area from the outset, it is more
important for an empirical study such as this to determine the sorts of fundamental
characteristics that community support policies have assumed in practice. To
understand the context in which such policies now operate in Australia, we now
review the policy background to the current arrangements.

2.2 The Policy Background to Current Research Questions
Community Support and Long Term Care Before 1985
Policies actively promoting community care for the elderly and disabled in Australia
are not new. Towards the end of the last century, for example, moves to replace the
system of 'indoor relief' with one of 'outdoor relief' for the aged and chronically ill
eventually led to the establishment of the pension system in which the Australian
colonies, together with the colony in New Zealand, virtually led the world (Dickey,
1980). At that time, institutional accommodation typically followed the model of the
English workhouse, and those who sought assistance there frequently did so out of
poverty alone. In the pension system which eventually found favour, 'outdoor relief'
was provided directly as financial assistance. Many of those who received such
fmancial assistance were subsequently able to remain in their own homes in their old
age, freed from the dependence on indoor relief which had previously been forced on
them by indigence (Kewley, 1973).
Although the development of public income support measures in the early part of
this century provided an alternative for some to the charity dispensed in residential
institutions, a new perception of problems underlying a reliance on residential care
developed in the postwar period. As new medical techniques slowly transformed
facilities in the public hospital system from units for the care of the chronically ill
and convalescent to centres for acute health care, problems associated with chronic

COMMUNITY SUPPORT SERVICES AND THEIR USERS

9

illness and disability came to be seen as causes of unnecessary institutionalisation.
One of the solutions proposed to this problem was the provision of specialised
paramedical services which would assist older people, the chronically ill and
disabled, to remain in their own homes. 1 Under Menzies, a modest national funding
program for home nursing services, the Home Nursing Subsidy Act, was introduced
by the Federal Government in 1956. This had the stated aim of providing nursing
assistance to older people in order to help maintain them in their own homes for as
long as possible. Again, in 1969 and 1970 under the Gorton LiberaVCountry Party
government, national programs for the development of cornmunity support services
were established (Kewley, 1973; Dickey, 1980; McLeay, 1982; Sax, 1984). These
were set out in a series of Acts: the State Grants (Paramedical Services) Act, 1969;
the State Grants (Home Care) Act, 1969; and the Delivered Meals Subsidy Act,
1970. By providing direct Commonwealth grants to eligible local organisations and
agencies these programs encouraged the development of such services as Meals on
Wheels and home help services. The Domiciliary Nursing Care Benefit (DNCB), a
program for the payment of a small cash benefit to families which supported a
person requiring chronic nursing care at home, was introduced shortly after this, in
1972. This was intended as a cash subsidy to enable the family to pay for the home
nursing services required by elderly people (Kewley, 1973).
As a result of these postwar initiatives, a series of modest, discrete, specialised
programs were introduced by the Commonwealth Government to stimulate the
provision of specialised domiciliary services, with the intention of helping to
maintain people in their own homes and thereby reduce the then burgeoning demand
for nursing home care. The Delivered Meals Subsidy Act, for example, was
introduced in 1970 to help establish meals on wheels services. The Minister for
Social Services argued at the time that:
The introduction of this measure will mark an important
expansion of the Government's home care programme, which is
designed to provide housekeeping, home nursing and other
services to the aged with a view to maintaining them in their
own homes if they so desire for as long as possible.
The Minister added that the scheme would:
Provide another opportunity for the participation of voluntary
organisations and other bodies in the programme of caring for
people in need of community support. (Hansard, 14 March,
1970, cited in McLeay, 1982: 15)
In a number of ways the home support programs established in the 1950s, 1960s and

early 1970s set a pattern of development which services continue to follow. For
example, the use of a range of non-government organisations and agencies as the
1

This was also one of the main factors underlying the development of nursing homes and
hostels, which, at the time of their development in Australia in the 1950s and early 60s, were
also seen as community facilities.
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means for the direct delivery of assistance in the home, already a well established
tradition in Australia, remains in the 1990s a key characteristic of community seIVice
provision in this country. Similarly, the current cost sharing formula, under which
the Commonwealth and State Governments each contribute equal amounts of
funding for most seIVices,2 first became entrenched as part of these postwar
programs (Sax, 1984). Finally, new initiatives were typically implemented by
separate organisations, often established specifically to deal with the new task at
hand. For example, when Meals on Wheels seIVices were established they were kept
deliberately separate from those organisations already providing home nursing in the
same area. This model of policy development, which led to the accretion of new
organisations each providing specialised seIVices, could be described as additive or
incremental, rather than a reform model of policy development.
Despite these and other attempts to establish an infrastructure for domiciliary
seIVices through a range of separate programs, it would not be unkind to characterise
the policies of community support as having had only limited success in the years
before 1985 (see, for example, Howe, 1981; Carter, 1981). Although the rhetoric of
Commonwealth policy promoted the values of family and support in the home, the
bulk of fmancial assistance was provided to nursing homes, effectively undermining
any alternative form of provision. As a series of governmental enquiries
documented in the decade 1975-85, funding was directed almost exclusively towards
nursing homes. The level of assistance available to people in their own homes
remained inadequate, leaving people who needed chronic help with little choice
other than to rely on nursing homes. The absence of effective controls on the
admission of people to nursing homes and hostels was also seen as facilitating the
inappropriate admission to residential care of people who did not require the level of
assistance provided there (Social Welfare Commission, 1975; Holmes, 1977;
Auditor-General, 1981; McLeay, 1982; Giles, 1984).
Community Support Since 1985
The systematic and co-ordinated promotion of community care as a national policy
for people with disabilities of all ages, especially the elderly, since the mid-1980s
marks a major new development in the field of social policy in Australia.
Maintaining people in their own homes is now seen as the goal of a series of
interlinked programs, requiring a combination of measures to achieve its success.
According to the Nursing Homes and Hostels Review (DCS, 1986) there were three
key elements in the new strategy:
•

the provision of a much expanded system of community support services
through the Home and Community Care Program;

2

The fonnula requires equal contributions 'dollar for dollar' from the Federal and State
Governments. In recognition of the difficulties this approach has caused, it has recently
been recommended that the fonnula be amended to one of 60% Federal, 40% State funding
(DHHCS, 1991a).
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•

restrictions on the provision and use of residential care in nursing homes and
hostels; and

•

assessment of the needs of particular individuals for assistance.

Before proceeding to discuss how these elements link together, it is useful to
examine the initiatives associated with the provision of community support services
through the Home and Community Care Program.
The Home and Community Care Program
From its introduction in 1985, the Home and Community Care Program (HACC)
marked an important development in the provision of support to elderly people and
younger people with disabilities in Australia. 3 The program aimed to establish a
national system of community services to assist in maintaining people with moderate
or severe disabilities who need ongoing personal support in their own homes, in
order to prevent what the program's guidelines call their 'premature or inappropriate
admission to long term residential care' (HACC, 1988: 22). For 'frail aged' people,
the HACC program was established to provide services at home as an alternative to
institutional care provided in nursing homes and hostels. For 'younger people with
disabilities' the program was intended to complement provisions of other community
based programs, in particular those established under the Disability Services Act,
1986 (DCS, 1986; Hardwick et aI., 1988; HACC, 1989).
The HACC program is primarily a funding system through which the
Commonwealth and State Governments jointly sponsor a range of non-profit
agencies to provide domiciliary services. Services listed as eligible for funding
under the program are:

•
•
•
•
•

•
•
•
•
•

•

3

home help or personal care (or both),
home maintenance or modification (or both),
food services,
community respite care,
transport,
community paramedical services,
community nursing (which may include personal care),
assessment or referral (or both),
education or training for service providers and users (or
both)
information and co-ordination; and
any such other service as is agreed upon by the
Commonwealth Minister and the State Minister.
(DCSH, 1988: 7)

A more detailed account of the HACC program is presented in Fine, Graham and Webb,
(1991).
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Between 1985 and 1991, Commonwealth expenditure on the HACC program
increased by 98 per cent, rising as a proportion of all expenditure on aged care from
8 to 12 per cent of Commonwealth funding. If State expenditures are included, it
has been estimated that the combined expenditure on the HACC program accounted
for around 20 per cent of the total for aged care in 1990-91, a considerable increase
from its level of below 10 per cent in the early 1980s (DHHCS, 1991a).
As spelt out in the National Guidelines, the aim of the HACC Program is:
to enhance the independence, security and quality of life of
frail aged and younger people with disabilities through
avoiding inappropriate admission to long term residential
accommodation by facilitating and promoting the
development of cost effective community care alternatives
appropriate to, and according to, need. (DCSH, 1988: 2, our
emphasis)
The National Guidelines also note that:
The program is directed towards assisting those persons living
in the community who, in the absence of basic maintenance
and support services provided under the HACC program, are
at risk of inappropriate admission to long term residential care.
(DCSH, 1988: 4, our emphasis)
It is apparent that there is some confusion here of the goals of the HACC Program
with the criteria of eligibility for assistance. More important for the character of the
HACC Program, however, is the absence of a set of positive goals for services
setting out the intended benefits of their provision for the people they assist. Instead,
the purpose of the program appears to have been conceived in an ahnost entirely
negative way, as the avoidance of what is termed 'inappropriate institutionalisation'.
Services are not required, for example, to enhance the quality of life of those who
remain at home, nor to work towards the rehabilitation of those unable to care for
themselves. Although in practice community support services may attempt to
achieve life enhancing objectives such as these for individual clients, as far as
national policy is concerned, their goal has been defined simply as providing basic
maintenance and support services, and then only when these can be shown to keep
people out of residential institutions.
A Continuum of Care?
It is clear that although community care may often be thought of as an alternative to
the provision of care in residential institutions, the adoption of the principle in this
instance has not meant the abolition of institutional accommodation or the forced

COMMUNITY SUPPORT SERVICES AND THEIR USERS

13

transfer of existing populations from residential institutions to the community.4
Rather, because community support was introduced as the principle underlying a
series of interlinked programs, it was intended to provide a common policy
orientation to deal with what was described as the 'haphazard manner' with which
previous programs had been developed, and their 'excessive concentration on
institutional accommodation rather than on the development of comprehensive home
and community care programs' (DCS, 1986: 1). As a result, limits were placed on
the provision and use of nursing homes, and efforts were made to expand the supply
of hostel type accommodation. Thus, although an ambiguity about the role of
different provisions remained, it seems clear that selVices provided under the HACC
Program were intended partly as an addition to, and partly as a substitute for, the
residential facilities available in nursing homes and hostels.
The philosophy behind this approach was described in 1986 as developing 'a
continuum of care'? Accordingly it was noted in the Nursing Homes and Hostels
Review that
Within this continuum, the emphasis should be on maintaining
people in their own homes, rather than in institutional or
This
residential care, with services matched to needs.
highlights the critical nature of assessment processes and the
importance of choice. The notion of choice implies that viable
alternatives to residential care will be available in the form of
community selVices ...
The rationale for this approach to restructuring selVice
provision is, firstly, that most elderly people prefer to remain in
their own homes and are therefore happier and healthier if they
can be assisted to do so. Secondly, enhanced community
services and the concomitant improvement to quality of life can
be provided by redirecting resources from more intensive forms
of care. (DCS, 1986: 3)
This approach clearly links the development of community selVices to a wider policy
context. Support in the home has been made the objective of a series of interlocking
programs, in marked contrast to the limited schemes for home support which the
HACC program replaced. As a consequence, however, the purpose of HACC
funded selVices has been defined, as we have already pointed out, in a largely
negative way. The operation of community support services has in this way been
inextricably linked to the provision of residential care, as both a complementary
4

In this respect the introduction of the HACC program and other refonns described in this

chapter differ markedly from some of the deinstitutionalisation initiatives undenaken in the
field of psychiatric illness and developmental disability.
5

More recently, it has been described as the development of 'the balance of care' (DHHCS,
1991a).
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service in which it provides one part of a 'continuum of care', and as an alternative
or substitute for residential accommodation.

Assessment and Restrictions on the Provision and Use of Residential Care
The Nursing Homes and Hostels Review of 1986 set out two types of measures
affecting the provision and use of nursing home and hostel facilities. The first
concerned the level of service provision determined as being adequate to meet the
actual needs for assistance in residential facilities, the second the assessment of
individuals applying for admission.
To influence the supply of residential accommodation, a 'benchmark' or planning
ratio was established in 1986 which set the level of Commonwealth funded
residential care places at 100 beds for every 1,000 people aged 70 years or over. The
planning ratio of 100 residential care beds was in turn composed of two separate
components: 40 nursing home beds and 60 hostel beds (DCS, 1986).6 Achieving
these levels of provision at that time would have entailed a considerable reduction in
the number of nursing home beds, together with a (somewhat compensatory)
expansion in the provision of hostel accommodation. However, the impact of these
planning ratios on actual provision since they were first implemented in 1986, has
been gradual. In the case of nursing home provisions, it was decided that the slow
process of demographic change, rather than a drastic reduction in the availability of
beds would be employed, to ensure the longer term reduction in supply. Attempts
have been made to increase the supply of hostel accommodation, but for a variety of
reasons this too has proved to be a gradual process and, in most areas of Australia,
hostel provision is still well below the desired level of provision (DHHCS, 1991a).
A further measure to restrict the use of residential care and ensure that facilities are
only made available to those most in need was the introduction of a system of
controls on the eligibility of applicants for admission. The assessment process has
subsequently become a practical link between the use of both community support
services and residential institutions. This was partly achieved by simply tightening
the eligibility criteria for admission to residential care. But more important still has
been the establishment of a network of regionally based assessment teams
throughout Australia, primarily although not exclusively intended for use by older
people. Such assessment teams were established to provide expert advice to
potential clients of residential care about their individual needs for assistance and
where possible to recommend more suitable alternatives, as well as to provide
information about the need for community services to help maintain people in their
own homes. The process of establishing these assessment teams was intended to
achieve complete geographic coverage by 1991 (HACC, 1989; DHHCS, 1991a).
6

In 1991 it was recommended that the measure for hostel beds be reduced to 55 beds per
thousand in order that an additional amount of funds be made available for spending on
innovative community support schemes for people eligible for assistance in hostels but
wishing to remain in their own homes (DHHCS, 1991a).
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ill the next part of this section we examine the existing evidence of the need for
assistance, before returning to the research questions with which this study is
concerned.

2.3 The Need for Assistance in the Home
The focus so far in this account has been on issues associated with the policy and the
provision of fonnal services. An equally important aspect of community support
concerns its practical implications for those most directly affected as clients or
caregivers. It is therefore appropriate to review the evidence of the need for support
in the home arising from disability and consider aspects of the debate about the
contribution of formal and infonnal forms of assistance to the well-being of those
who remain in the home.

The Demography of Disability
The number of people with disabilities, of all ages, in the Australian population,
already large, appears to be increasing. The increasing numbers are largely,
although not exclusively, attributable to the ageing of the population. Between 1981
and 1988 the number of people described by the Australian Bureau of Statistics as
'severely handicapped' increased from 514,000 to 657,500 (ABS, 1990a)7 It is
anticipated that the current trend will continue for many decades, particularly in the
very old, amongst whom the need for support is the greatest.
According to the 1988 Survey of Disability and Handicap in the Australian
Population (ABS, 1990a) most of those who lived in health establishments, (i.,e.
nursing homes, hostels and hospitals) were severely handicapped. Of the 160,000
handicapped people in such facilities in 1988, approximately 85 per cent needed
assistance in self care tasks, and 80 per cent needed help with mobility. This
proportion was much lower amongst people who lived at home, where, only 36 per
cent of the 1.96 million people classified as handicapped, or 278,000 people in total,
needed help with self care, and 29 per cent with mobility. Nevertheless, the great
majority, approximately 92 per cent of all people who had a severe handicap, were
living at home (ABS, 1990a, Table 5). This would appear to indicate that there was
considerable overlap in the populations admitted to residential care and those
remaining in their own homes despite disability or handicap.
7

Severe handicap is defined in the ABS as being dependent on the assistance of another
person for at least one of the essential activities of daily living. These are listed as the need
for assistance with: self care -showering, bathing, dressing, eating; mobility -problems with
public transport, moving inside or outside home, using stairs; verbal communication speech, hearing, understanding; schooling limitation (not applicable to those over 20 years
of age); and employment limitation (not applicable to those aged 65 or over). Note that
this definition differs from some other commonly used definitions of disability and handicap
such as that recommended by the World Health Organisation (WHO) (Wood, 1980).
Elsewhere in this report the term disability has been used in preference to the term handicap,
in accordance with the usage recommended by the WHO.
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From the evidence of the ABS Surveys of Disability and Handicap it appears that
where people were admitted to nursing homes and hostels it was not just their health,
but also their domestic circumstances and the limited support available in their
homes which led to their admission. Just over 40 per cent of the people classified as
severely handicapped who lived at home were ageci-65 years and over, and more
than half of these were over 75. Most of those at home lived with someone else, in
the overwhelming number of cases with a relative. Still, as many as 16 per cent of
people with severe disabilities living in their own homes were actually living alone,
and this proportion increased with age, so that amongst people aged 75 and older
more than 36 per cent lived on their own. The proportion of women doing so is
higher than that of men - approximately 22 per cent of women overall, compared
with only 8 per cent of men (ABS, 1990b, Table 7). A major difference between
those living at home and those in institutions was that a much higher proportion of
those living in institutions were single, (either never married, separated, divorced or
widowed). In 'health establishments' approximately 86 per cent of the residents
identified as handicapped were single, compared with 44 per cent of those living in
their own homes (ABS, 1990a, Table 4). An important question arising from this
concerns the relationship between support provided by formal services and the
domestic and family circumstances of those who need help to remain at home.
It is clear that in Australia, as in many other countries, there is considerable diversity
in the residential circumstances of people with what at first appears to be a similar
level of disability or handicap. For a policy of community support it is important to
know what it is that differentiates between individuals in this regard. In addition to
the age and sex of the individual affected by disability, it is possible to distinguish
two factors which appear to be closely linked: the nature and extent of disability and
the social and domestic circumstances of the individuaL
Informal Support in the Home
In the home, continuity of support often appears to be dependent on the availability
of informal care. According to the Australian Bureau of Statistics 1988 survey, well
over 90 per cent of those who were prepared to undertake substantial caring tasks at
home are close members of the family (ABS, 1990b), a situation which closely
resembles that found in other comparable countries (Qureshi and Walker, 1989;
Biegel and Blum, 1990). Because policies intended to promote care in the
community are likely to depend very heavily on the availability and goodwill of such
people, it is worth looking in some detail at the characteristics of this population of
informal caregivers.

Those who give care in the home are a heterogeneous group, their characteristics
echoing those of the people for whom they care. Unfortunately no national data are
available on caregivers who live separately, as the ABS data available relate only to
those who live together with the person for whom they care. As shown in Table 2.1,
the majority of co-residential caregivers in Australia, according to the 1988 ABS
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Table 2.1: Carers of Severely Handicapped Persons Aged 5 Years and Over: Relationship of
Carer to Dependant

Relationship of carer
to dependant

Number
('000)

Per cent
of carers

Wife
Husband

100.1
97.3

31.0
30.1

Mother
Father

62.6
6.0

19.4
1.9

Daughter
Son

29.3
8.6

9.1
2.7

Other relatives/friend
Females
Males

13.3
5.5

4.1
1.7

All females

205.3

63.6

All males

117.4

36.4

Total

322.6

100.0

Source:

ABS (l990b) Catalogue No. 4122.0, Table 5: 13.

study, were spouses, amongst whom there were almost equal numbers of wives and
husbands. Of the remainder, however, a much higher proportion were women than
men.
The ABS found that around 36 per cent of all co-residential carers were over 60
years of age, either near the end of their working lives or already retired. Amongst
spouse caregivers this proportion was a good deal higher, 48 per cent of the total
(ABS, 1990b). Younger caregivers, of working age, were found to be less likely to
be in the workforce than members of the population at large in the same age range.
73 per cent of male and 34 per cent of female carers aged 15-64 were in the
workforce compared with 85 per cent of males and 59 per cent of females of
comparable age in the population at large. The difference between the workforce
participation rates of carers and the general population was greater for women (ABS,
199Gb). Responsibility for caring, in other words, which seems to have been
associated with the limited participation of women in the workforce in the past, now
appears to be in conflict which changes in the pattern of employment.
In recent years considerable attention has been devoted to the subject of infonnal
care, especially in the UK (Finch and Groves 1983; Qureshi and Walker, 1989) and
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the USA (Biegel and Blum, 1990). Particular attention has been paid there and more
recently elsewhere, to the problems of elder abuse associated with family care
(Steinmetz, 1988; Wolf and Bergman, 1989). In Australia, too, a sizeable body of
research now exists which focuses on the subject of informal care (Braithwaite,
1989; Watson and Mears, 1989), some of which is the product of research carried
out at the Social Welfare Research Centre, (Rossiter, Kinnear and Graycar, 1984;
Rossiter, 1984; Graham, 1987). This literature has helped draw attention to the often
invisible 'labour of love' undertaken by informal caregivers, particularly women,
which is crucial to the success of community care policies (Finch and Groves, 1983)
The physical and emotional stress experienced by carers, the social isolation which
accompanies caring, and the often considerable hidden financial costs associated
with it have been identified as contributing to the 'burdens of caring'.
These fmdings, replicated in a number of different countries, have arisen from
studies focusing specifically on the topic of caregiving. Typically, the sample of
respondents in such research is selected on the basis of their already extensive
engagement in caregiving. In many of these studies women, especially daughters,
have been identified as the major source of such support. They are, in Brody's now
oft-cited phrase, 'women in the middle' (Brody, 1981) caught between the multiple
responsibilities of supporting parents, children, husband and career.
However, a further dimension of informal care emerges when the study's
methodology is based on the selection of elderly people living in their own homes
rather than the selection of (overburdened) carers. In both the UK and Australia
such studies have shown that most of the assistance provided in the home is not
direct personal care but help with domestic tasks such as shopping and cleaning
(Wenger, 1984, 1990; Mugford and Kendig, 1986; ABS, 1990b). This assistance
also comes from a wider range and variety of people than are identified in studies
which have been designed to focus solely on full time caregivers. Wenger has
labelled this phenomenon the 'support network' (Wenger, 1984, 1990). Neither has
such research always sought to portray older people as simply the passive recipients
of help. Rather, the research has often shown that the support provided to elderly
people frequently appears to be mutually reciprocated, sometimes through the
immediate exchange of goods or favours, in other cases through time. These
methodological aspects of the identification of caregivers pose a number of
challenges which are addressed in Section 5 of this report.
The Use of Services in the Home

For those maintained at home who require regular assistance, the proVIsIon of
community services is the main alternative to reliance on informal support. There
have been, however, a number of concerns expressed about the nature of community
support services provided in Australia in the past. In 1982, for example, an enquiry
by the House of Representatives Standing Committee on Expenditure found that
community services tended to be so fragmented and uncoordinated, and the level of
knowledge of services to be so poor as to place a large number of people in their
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homes at risk, not so much because of their disability, as because of their inability to
arrange the supports they needed (McLeay, 1982; Hemer, 1983).
Existing surveys of the need for, and use of, community support services by aged
and disabled people in Australia have shown widespread and often unpredicted
variations in their use. A recent examination of five major Australian surveys
conducted between 1981 and 1986, which dealt with the use of such services by aged
people (Australian Council on the Ageing, 1985; Kendig et aL, 1983; ABS, 1984;
ABS, 1987; Healy, Hugo and Luszcz, 1986) led Howe and Sharwood to conclude
that there was little evidence of widespread or extensive reliance on community
services by those who required assistance to remain at home. Further research, they
argued, should attempt to link the questions of service usage with details of actual
service provision in specific localities (Howe and Sharwood, 1989).
Detailed local studies of community service provision and factors influencing
service utilisation can be of considerable value for the future development of
community support services. Yet surprisingly, the directory of Australian research
on community support services compiled by the Social Policy Research Centre in
1989 yielded a disappointingly small amount of original research in the area of
community support services (Sitsky, Graham, and Fine, 1989).
The emphasis in discussions of service provision in Australia, to date, has typically
been placed on problems in the supply of community services. For example it has
been pointed out on numerous occasions that there have simply been too few
services provided, that the 'planning environment of non-government organisations
involved in the provision of social care' (Brown, Davey, and Halladay, 1985) has
precluded the development of a comprehensive system of services, and that a range
of other problems have affected the effectiveness of service provision (McLeay,
1982). Foremost amongst these problems is the fragmentation of service provision
arising from the multiplicity of service providing organisations. That such problems
of organisation and planning continue to be significant despite the successful
introduction of the HACC program is evidenced in the first Triennial Review of the
HACC Program, completed in 1989. The Review noted that financial constraints,
the complexity of administrative arrangements, the problems with the establishment
of links with other programs and other difficulties in planning had affected the
program's implementation in its first three years. To achieve the aim of maintaining
people in their own homes, the Review suggested that community based services
must not only be capable of providing support to suitable applicants on an ongoing
basis but also be able 'to provide clients with the appropriate service to meet their
needs, rather than Gust) the most visible or readily available services' (HACC, 1989).
Research and official enquiries have, in this way, identified a series of such problems
associated with the finance, planning and organisation of community services.
However, there is a gap in the literature concerning the actual allocation of
assistance to individual clients by the service coordinators and field staff responsible
for the final implementation of national policy. What are the principles which guide
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the allocation of services in field? How is the allocation of services affected by
funding and staffing arrangements? How, in turn, does the distribution of assistance
affect the viability of the support available to those who need assistance to remain in
their own homes?

In contrast to the attention paid to supply side factors, relatively little attention has
been given to the sorts of factors affecting the demand side of the utilisation of
services. Although it is a commonly expressed view amongst policy makers and
service providers that consumers lack information about the services provided, no
research has been conducted in Australia to our knowledge which clearly establishes
the importance of this factor for the relatively low level of demand expressed for
assistance in the home. Recent research in Europe and North America, for example,
has focused on the importance of carers for obtaining or refusing services has
demonstrated the importance of attention to the processes and mechanisms by which
the need for community support is expressed as a demand for assistance from
services (Hunter and MacPherson, 1991; Noelker and Bass, 1989; Biegel and Blum,
1990).
Interweaving Formal and Informal Sources of Care
The relationship between formal and informal sources of support has also begun to
receive attention in other countries. In a recent review of the joint use of informal
and formal care, Chappell and Blanford (1991) point to the emergence of two major
contrasting propositions which they term a 'complementary' and a 'substitution'
hypothesis.
The first hypothesis, that of complementarity, is optimistic about the possibilities of
interweaving formal and informal care. In one of the most widely cited and
theoretically elaborate accounts of community support, Litwak (1985) argues that
the provision of assistance in the home does not mean that care provided by family
members should be displaced by formal sources. Rather, informal caregivers and
formal services naturally complement each other, and, for an optimal result, both
sources are likely to be involved. Litwak claims that informal caregivers in the
home are best at providing ongoing, non-technical assistance, such as regular help
with personal grooming and housekeeping. Formal services, on the other hand, are
best at undertaking discrete tasks which can be simplified through the division of
labour or which require technical or professional expertise. In Australia, Kendig
(1986) has argued that this model, based on an account of the organisational
characteristics and task specificity of different sources of support provided in the
home, should form the basis of planning for the HACC program.
An alternative hypothesis identified by Chappell and Blanford (1991) emphasises the
substitution of informal and formal care. This approach is based on a view of the
importance of the primary ties of kinship and marriage and the reluctance of
individuals and families to surrender their autonomy by handing over control of
events to professionals and formal organisations. Cantor (1979 and 1989; see also
Cantor and Little, 1985) for example, claims that ongoing formal assistance is most
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likely to be important only when primary ties prove inadequate for the provision of
ongoing support. Relatively little or no use of ongoing formal services is likely
when informal sources of assistance are sufficient. Because there is a normative
ordering in the preference for help - first from the spouse, then from the children,
with help from daughters being expected and preferred to that from sons, then help
from other kin, followed by friends, neighbours and finally formal organisations Cantor labels this pattern one of 'hierarchical compensation'. The relationship
identified in this model in fact specifies a double hierarchy in the provision of care:
first, a set of norms applying to the obligations and expectations of different
potential informal caregivers; and second, a normative preference for informal over
formal means of support.
The pattern of hierarchical compensation, according to Cantor, does not mean that
formal services cannot be important sources of support in the home. However,
rather than there being a typical pattern of interweaving of formal with informal
care, the hypothesis predicts that use of formal services would be most evident when
family based care is inadequate. As she asserts:
The primacy of family and other informal networks in assisting
older people should not, however, minimise the importance of
formal social services. Some older people are without kin,
others have kin systems that because of geography or
conflicting obligations cannot be considered functional with
respect to caregiving. For such elderly, the community must
serve as the surrogate family.
Furthermore, studies involving stress and strain among
informal caregivers underscore the crucial role of formal
community services as back-up and providers of respite in
making it possible for family members to maintain their elderly
in the community over time. Thus the social support system of
the elderly in the United States today is an amalgam of kin,
friends, neighbours, and community services, each having
different roles and differing relative importance at various
stages in the dependency continuum of old age. (Cantor, 1989:
102-3)
According to this model, formal services are most likely to be used when support
provided by informal networks proves inadequate. Indeed formal assistance is often
sought only in the form of an admission to residential care - a clear expression of the
inadequacy of informal support. Some co-servicing, involving both informal and
formal support may be found in the home at different stages, but essentially the
pattern this model predicts is one in which informal sources are the major source of
assistance in most cases. Formal services are likely to become significant only when
there is clear evidence of the inadequacy of family and friends.
Cantor's description of the value system involved has been developed considerably
in work recently published in the UK. According to Qureshi and Walker (1989;
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Qureshi, 1990), there is evidence that the model of hierachica1 compensation applies
both to the help seeking behaviour of families, who refrain from seeking assistance
when the problem is one which they can manage, and to service providers, who
typically regard those with family helpers as having a lower need and a lesser
entitlement to help than those who are alone. Finch and Mason (1990) argue that the
hierarchy of preferences is typically a consensus about what it is reasonable to
expect a family member to undertake. This consensus, they argue, forms the basis of
negotiations between caregivers and service providers.
These contrasting accounts of the relationship between formal and informal
assistance in the home emphasise rather different aspects of community support.
Litwak's proposition of the complementarity of formal and informal care is based on
an organisational analysis of the potential for co-operation between the two different
types of social group. The model of hierachica1-compensation, in contrast, is a more
empirical account, based on the observed tendencies of spouses and families to
provide help to elderly relatives and only turn to formal services for help when they
can no longer cope on their own. Both propositions, however, appear to have been
generated out of a desire to answer conservative critics of social services who have
argued that government assistance inevitably undermines the vitality and
responsibility of families.
A more cynical and pessimistic view of the potential for interweaving formal and
informal care has been presented by Bulrner (1987). Drawing on the work carried
out by Philip Abrams in Britain and Charles Froland in the United States, Bulmer
argues that there are a number of deeply entrenched barriers to the interweaving of
formal and informal care. These arise from the interaction of two largely
incompatible modes of social organisation, which he terms 'the bureaucratic' and
'the communal'. Bulmer argues that the relationship between formal and informal
care is typically that which he describes as 'the colonisation by the formal of the
informal' (Bulrner, 1986: 182) This process of colonisation, he claims, may take
various forms, such as 'domination', 'appropriation' or 'co-option'. Typically it is
conflict and confusion, rather than collaboration or even co-existence, which
characterise the ongoing interaction of community services with informal networks.
He contends, however, that this need not necessarily remain the case. It may be
possible to realise the potential of interweaving given more attention to the existing
deficiencies of service provision and a greater willingness to adjust to the realities
and limitations of informal care.
In summary, it is apparent from even this brief survey of the literature on the

interweaving of formal and informal care, that in both Britain and North America
there is considerable debate on the potential of formal services to intervene
effectively in the home in a supportive partnership with informal caregivers.
Although the provision of specialised community services through the HACC
Program is widely regarded as the form of public intervention most suitable for
maintaining people needing assistance in their own home, there is reason for concern
about the effectiveness of the existing arrangements. The amount and type of
assistance provided, the structure of service provision, the effectiveness of
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coordination under the new regime of the Home and Community Care Program, the
principles underlying the allocation of assistance to individual clients and a range of
factors associated with the readiness of potential consumers to seek assistance in the
home are issues which deserve careful attention.

2.4 The Research Perspective
From the account presented above it is clear that understanding the phenomenon of
community support requires attention to a wide range of factors. Identifying the key
issues for research from this range depends very much on the perspective that is
adopted. For the individuals concerned, the need for help arising from their
disability is likely to be of foremost importance. For govemment, a major concern
must be the political and economic viability of policy measures and the effectiveness
of the various forms of intervention which are developed. Service providers, family
members and others are often caught in the middle, negotiating the provision of
assistance to individuals within the constraints set out by circumstances over which
they have little direct control.
The research perspective adopted in this study draws together the wide range of
factors which together determine the characteristics of support in the home for this
group of people. At what might be considered the macro-level of community
support, the focus is on the promotion of specific policy measures encouraging the
maintenance in their own homes of people requiring assistance as a result of
disability or infirmity. Detailed attention is also paid to the micro-level of support,
the intimate personal concerns associated with an individual's need for and use of
assistance in the home. A range of mediating elements, such as the organisation of
formal home support services in the local community and the structure of informal
social support networks, lie between the state's determination of major social
provisions, and the individual in need of assistance. To understand what happens to
people who require assistance to remain in their own home, this study has attempted
to document the contribution of each of these separate components, as well as to
analyse the processes of their interaction in the production of community support.
Basic questions which need to be addressed in any account of such policies concern
the type, amount and source of assistance actually received by those who need help
to remain in their own home, as well as the relationship of such assistance to other
existing forms of provision. These elements of community support, which form the
basis on which any further analysis must be built, can be expressed as the three
fundamental issues underlying this empirical study.
Support in the Home: The Needs and Outcomes
The first set of issues concerns the needs and demands for assistance in the home,
and the outcomes or consequences of being supported there. Some of the main
questions arising from this are:
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•

What are the needs of people who remain in their own home, and to what
extent are these needs currently being met?

•

What is the reason people in need of ongoing assistance remain at home?

•

What are the consequences or outcomes of remaining at home for those
involved?

These questions seek to address the subject of the applicability of community
support programs for the actual recipients of care, the users of the program. Any
appraisal of such programs must attempt to determine whether those most directly
affected actually benefit from the approach, or suffer as a result.
The Relative Significance of Formal and Informal Support in the Home

The second set of issues which this study seeks to address concerns the different
sources of support, in particular that provided informally by family members and
others, and that provided formally by community support services, to those
remaining at home.
•

Who provides assistance of different types in the home? What are the different
sources of support and how do these interact together?

•

What is the relative balance between formal and informal sources of support for
those at home? Is this considered optimal by those involved?

•

Where alternative sources of assistance could be made available, what
determines which source is actually used?

•

What problems or difficulties are encountered by those providing assistance?
What financial, social and other costs are involved? What sorts of rewards or
payments are involved?

Here, the main question concerns the relative costs of the policy's implementation
and where these costs falL Considering the widespread evidence of the contribution
of caregivers to the maintenance of people in their own homes, as well as the
deliberate identification of caregivers as a target group eligible for direct assistance
from HACC services, it is important to both document the nature and extent of their
current contributions and to understand any difficulties or limitations they face in
continuing this task. As part of the task of identifying those responsible for
providing assistance and understanding their motivations for accepting this
commitment, questions of gender and the division of the different roles associated
with providing care and assistance are likely to prove to be of considerable interest.
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Community Support and Other Provisions

The introduction since 1985 of a series of interlocking policies with the common
goal of community support was intended to overcome the problems in the system of
long term care provisions that had developed before that time. In turn, their
introduction has also raised a number of concerns about the future mix of policy
which have direct implications for this study. Perhaps the most fundamental
question which needs to be asked of the new reforms is how they all fit together in
practice. The third set of issues for research therefore concerns the relationship
between the different forms of long term care.
•

What is the relationship between support at home and other provisions for long
term care such as nursing homes and hostels, and how in turn should the policy
of supporting people at home affect their provision?

•

What resources are made available to the individual service providing agencies,
how are they organised and how do these affect the agency's operation?

•

How do the different service delivery organisations coordinate their efforts?
To what extent is it possible to speak of the different community support
services as forming a comprehensive system of provisions?

The central issue here is the relative significance of community support and
residential care services. As discussed earlier, some advocates of community care
see support in the home as an alternative to assistance provided in a nursing home or
hosteL This approach is clearly evident in some of the policy documents associated
with the Home and Community Care Program cited earlier in the chapter, in which
community care is seen as a means of preventing inappropriate institutionalisation
by providing people who need assistance with a choice to remain in their own home.
Yet in the key policy documents such as the Nursing Homes and Hostels Review
there is also evidence of a competing view, in which community support represents
an option for the care of those with the least extensive needs for assistance.
According to this view, community support at best complements, rather than
substitutes for, residential care, as people requiring intensive assistance are best
cared for in a specialised residential setting in which trained staff are available at all
hours. There is, therefore, an ambiguity arising from the concurrent advocacy of
these two opposing perspectives.
A closely related topic derives from the evidence in the HACC Program of a concern
to produce a comprehensive system of community support services and of
exhortations from senior levels for service providers to overcome problems of
fragmentation in the organisation of resources at local leveL The absence of
guidelines spelling out the relative roles of assessment teams and service providers
in the field of the assessment for, and allocation of, community support services adds
an element of uncertainty to any decision by members of an assessment team to
maintain a person in need of assistance in their own home. How does the assessment
process for long term care affect the use of community services? How do
community services decide on the amounts and types of assistance to allocate to
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applicants? How, in turn, do the amounts and types of assistance allocated by
community services affect the viability of community support for those clients who
are maintained in their own homes?

3 Research Design and Methodology
This is essentially an exploratory study of the impact of community support policies
on the use and provision of services in an urban locality. It examines the
implementation of these policies in Broadleigh, a suburban community which is
described below. The study consists of two inter-related components: the first
concerns the users of community support; the second examines the organisation and
delivery of community support services. To capture the changes in the need for help
and the assistance available to clients through time, the research has been designed
as a longitudinal study. In this section we describe the local community of
Broadleigh, and discuss the study's design and methodology.
The first part of this section describes the local community in which the study is
carried out and discusses the provision of residential and community support
services in the area. The aims and methods of the study are outlined in more detail
and a brief account is presented of the two separate components of the research.

3.1 The Local Commmuity of Broadleigh
Broadleigh is a suburban area of a large city in New South Wales. 8 Covering three
local government areas, it has a population today of approximately 200,000 people.
Originally cleared for farm land late in the last century, Broadleigh has gradually
become more densely settled this century as a suburban residential area with some
pockets of light to medium industry. Initially, settlement followed the main lines of
transport, a major highway and an urban railway line with a number of stations,
around which the nucleus of the existing housing stock was built in the years before
the Second World War. Since that time most other areas of the district have also
been opened up to housing development. Some of these residential areas, especially
those adjacent to a major natural waterway, now contain large and expensive houses
with lush gardens set in leafy streets. Others are typical postwar real estate
developments, where young families purchased land and then, often as ownerbuilders, constructed their own homes. Similar homes were also constructed by the
New South Wales Housing Commission, many of which have since been sold to
their occupants. A large stock of modest fibro housing remains in the locality, most
homes having three bedrooms, situated on a standard 'quarter acre block' with a lawn
for the children or grandchildren to play on. A number of the users in the study have
grown old in such homes. Others live in large blocks of flats built by developers
around the railway stations and along the main roads and shopping centres in the
8

Broadleigh is the fictitious name of a real suburban community. Every attempt has been
made in this research to ensure the confidentiality of all participants in the study. Their
identity, and the true identity of the locality in which the research is being conducted, has
not been disclosed. Pseudonyms have been used throughout the report wherever
appropriate.
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1960s and 70s. One such area has become widely known as a retirement area as a
result of the numbers of older people from the locality and outside who have
purchased residential units there.
Broadleigh is often characterised by outsiders, as well as community members, as
representing 'middle Australia'. Occupations involving clerical work and skilled
trades work are well represented in the area. There is also a relatively high
proportion of people undertaking work of an unskilled nature, together with some
representation of professional and managerial occupations. The area also has a
strong representation of people from a variety of non-English speaking backgrounds
and, in comparison to the population of New South Wales and Australia, an overrepresentation of elderly people. At the time of the 1986 census, 15.5 per cent of the
local population were aged 65 or over, a proportion well in excess of the 11.01 per
cent average for the State as a whole.
Broadleigh has been a favoured destination for several migrant groups for the last
twenty years, and today there are significant communities speaking a number of
different languages that have made the locality their home. The most recently
established group of immigrants consists of Chinese speaking people, most of whom
have arrived from Vietnam and Hong Kong in the last five to ten years. People from
a non-English speaking background constituted 24.4 per cent of the local population,
which compares with 15.5 per cent of the population of New South Wales or 23.8
per cent of the population of the Sydney metropolitan region.
The local community in Broadleigh is widely regarded as having a fairly distinct
sense of regional identity. It is often said, for example, that whatever else divides
the community, the local Rugby League team has everyone behind it. Certainly its
lavish club headquarters are well known. Almost all of the participants in this study,
for example, have at one stage or another, been a member of the club. Similarly the
relatively vigorous establishment of community service organisations in the region
in recent years, a feature that is said to be the envy of community service providers
in many other regions of the State, has been attributed by some to the community
spirit in the area.
In 1990 there were a total of 18 separate community based organisations or agencies
providing services in the home to members of the public who, as a result of disability
or chronic illness, require assistance to remain there. These services had a total
budget of around $6 million in 1990-91. Over 300 people were employed on a paid
basis by these organisations, while more than 450 others assisted in a voluntary
capacity each week. In total, approximately eight and a half thousand hours were
worked each week by the staff of services provided to people in their own homes,
around 50 per cent of these by the 115 full time paid staff and the remainder by part
time and volunteer staff. In addition there were 16 day care centres which have not
so far been surveyed, as well as other private services used by the Department of
Veterans Affairs, the Community Options Service and individuals who can afford to
pay for them.
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It has been surprisingly difficult to obtain accurate estimates of the number of clients
assisted by these services. Details provided by the 18 domiciliary services indicate
that approximately 7,000 people were receiving regular assistance , at the time at
which the figures were obtained. These same sources indicate that in the previous
week less than half that number, 3,193 clients in total, were actually assisted. Most
of these appear to be long term clients, as only 402 new clients were accepted in the
previous month. It is difficult to reconcile or confirm these figures, and they serve
perhaps best as a reminder of the difficulties of obtaining accurate information on the
amount of services actually provided to clients in any given period. Should the
figure of 3,193 clients assisted in the previous week be accurate, this would indicate
that around 10.7 per cent of all people aged 65 or over in 1986 were receiving
assistance at that time. There are however a number of problems associated with
these figures, including the double counting of clients who received assistance from
several different services, and problems with the varying definition of a client
between different services9. As a result it appears clear that this estimate should be
regarded as at best setting an upper limit on the proportion of the population actually
receiving services in the home. Details of the history of community service
provision in Broadleigh, the number and type of organisations involved and the
numbers of clients assisted are discussed in Section 7 of this report.

Another explanation for the relatively vigorous development of community services
in the locality concerns the shortcomings of one of the other main institutions of the
local community: the district hospital. Most of the wards now in use in the hospital
have been built since the 1950s, but several older buildings remain to attest to its
history of growth throughout this century. Many of the wards bear plaques showing
how the money to build them was raised by local service clubs, the chamber of
commerce, or the mayors of the three local government areas in the locality.
However the lack of long stay beds and general difficulties in developing in-patient
services for geriatric patients in particular have stimulated the development of a
number of community services in the district.
One of the features of the local community most likely to affect demand for
community support is the provision of long term care facilities. Although there are
no long stay beds in the hospital, a special 25 bed convalescent facility, Rose Garden
House, was associated with the local hospital until 1991. The beds in Rose Garden
House however, were closed by the State Govemment and Area Health Board in that
year. An alternative arrangement has been made for some patients under the
continuing care of hospital specialists to be placed in beds belonging to a hospice
located in the area.

9

For example a client may be someone who makes an enquiry from an information service,
one of many passengers receiving transport from the community transport service, or a home
owner having modifications costing many thousands of dollars made to her or his home.
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Figure 3.1: Provision of Residential Care Facilities in Broadleigh, 1991
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As shown in Figure 3.1, there was a significant surplus of nursing home beds and a
marked shortage of hostel accommodation in the region in 1991, in comparison with
the national benchmarks for residential care facilities (see Section 2 of this report
and DHHCS, 1991c).1O People requiring hostel accommodation, as a result, have
little choice but to remain in their home or to put their name down on a waiting list.
In contrast, those assessed as requiring nursing home care usually have the option of
choosing between several alternative facilities or of postponing or refusing
admission and remaining in their own homes.
Although it operates from one of the first wards opened in the hospital, the Geriatric
Assessment and Rehabilitation Team (generally referred to in this report simply as
the 'Assessment Team') has a strong and deliberate orientation to working in the
community arising, in part, from the lack of hospital beds for long stay patients.
When it began operation in the early 1980s the Assessment Team was one of the
first such teams in Australia to receive financial support from the national Geriatric
Assessment Program. From its inception the Team grew rapidly, so that by 1989 its
staff included two medical practitioners, five nurses, two social workers, two
physiotherapists, two occupational therapists and a psychologist. Much of its work
concerns the assessment of older people seeking admission to nursing homes or
providing advice and direct assistance to other people, both those who remain in
10

Some additional hostel accommodation has already been approved in the locality and in one
case building has commenced. Some of the nursing homes, in addition, are used by people
from outside the locality.
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their own home as well as those for whom a discharge home is sought by the
hospital, referred for either assessment or rehabilitation. These features made the
Assessment Team an almost ideal means of gaining access to a particular cross
section of the population of interest to this study, that is people who, having sought
advice from a Geriatric Assessment Team, remained in their own homes. Many,
although not all of those seen by the Assessment Team could be considered as
people with disabilities who would be at risk of institutionalisation but for the
provision of adequate support in the home.

3.2 Aims and Methods of the Study
In the previous section of this report, three key· questions for research arising from
the adoption of community support policies in Australia were identified. To guide
the research design, these questions were reformulated as research objectives. These
research objectives were to examine:

•

the needs and demands for assistance of people with disabilities, especially
the elderly, who are are supported in their own homes;

•

the means by which people with disabilities are supported and maintained in
their own homes, including the part played by formal community services and
informal family and social supports;

•

the outcomes of the receipt of such support for both the person with a disability
and their main care-givers;

•

the adequacy and long term viability of the exisiting support arrangments; and

•

the relationship between community services and other forms of service
provision such as hospitals, long stay residential institutions, and rehabilitation
services.

To understand the perspective of those involved in the provision of formal
community services and those supported at home, the study has two closely related
components: one concerned with the users of community support and their
caregivers, the other with the formal provision of services. An outline of each of
these components, which for practical purposes remain quite distinct, are set out
below.
Support in the Home: The Users Component of the Study
The users component of this study consists of sixty in-depth case studies. These
case studies are based on an interview and subsequent follow-up, over a period of
three years, of a cohort of clients referred to the Broadleigh Geriatric Assessment
and Rehabilitation Team between November and December 1989. Those involved,
the 'users' or potential users of community support, were drawn from a larger sample
of people referred to the Assessment Team for professional advice, often with the
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view to their possible placement in a nursing home or hostel. The cohort consists of
60 clients assessed by the Assessment Team as being able to remain in their own
homes with some support. To investigate the impact on caregivers of providing
ongoing support for a person who is highly dependent, interviews with caregivers
have also been conducted at appropriate times.
The sample of 60 people is approximately 5 per cent of the annual total of 1,200
referrals to the Assessment Team. This number was feasible in terms of the research
team's resources and adequate in terms of the kind of case study analysis of the type
that was proposed. In addition, access to statistical information covering all referrals
to the Assessment Service will provide a statistical backcloth and comparative data
set for the sixty participants and their caregivers who form the core of our study.
Details of the selection of the sample and the conduct of this component of the
research to date are presented in Section 4.

The Provision of Formal Assistance: The Services Component of the Study
Understanding the operation of formal community support services required a
somewhat different approach to that taken to the study of users and caregivers in
their own homes. It was not possible, for example, to discuss the use of services by
individual users with service providers for reasons of confidentiality, nor was it
practically feasible for research staff to undertake repeated interviews with service
personnel. Research into the organisation, provision and allocation of services has
therefore been carried out as a separate component of the study, conducted in
parallel with the users component.
A preliminary task for this component was to map all the formally organised
community support services available in the locality. This was done by means of
service directories, business directories, information services, contact with funding
agencies (in particular HACC), informal contacts with service planners, providers
and users, and other means. This was naturally an ongoing process as our
knowledge and experience expanded. Difficulties encountered in identifying all the
relevant service providers served as a useful reminder of the sorts of problems facing
even the most determined of prospective applicants for assistance.
Following the initial mapping of service provision we held an interview with the
manager or service co-ordinator of each organisation providing assistance in the
home. Amongst the topics examined were the organisation, planning and funding of
each service, the nature of the work undertaken by each service, the number of
clients served, assessment procedures, eligibility criteria, service fees, referral
patterns and the allocation of services, staffing, aspects of the internal functioning of
each service as well as the relationship between services. Information on key
aspects of the organisation's funding, services to clients and staffing was
subsequently provided by each of these organisations. It is intended that this will be
replicated and extended in the final year of the project in order to assess changes in
service provision over this period. Further information has also been collected
through attendance at appropriate local meetings, such as the HACC Forum and the
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Regional Aged Services Forum, and by consultation with officials who, although not
necessarily directly employed by service providing organisations from the local area,
have relevant experience in the field.
Further details of this component of the study are presented in Section 7 of this
report.

4 The Users Component of the
Research: Research Methods and
Overview of Results
In this section we describe the research methods employed in the users component of
the study and present some of the preliminary findings from first two stages of the
research. The approach taken to the selection of the cohort of users is outlined in the
first part of this section. The subsequent fieldwork and the conduct of interviews is
then briefly described. The second part of this section then briefly describes the
consequences of support at home for users, examining the residential outcomes, or
place of accommodation of users at the time of the interviews.

4.1 Selection of the Sample Cohort
When developing the research proposal the selection of a sample of service users
was one of the most difficult of the issues faced. On the basis of our review of
research concerning the need for help in the home it was decided to delineate two
criteria for the selection and categorisation of the sample:
•

a social variable: whether a person lived alone or with others; and

•

a disability variable: whether a person suffered from marked cognitive or
behavioural problems, (such as those associated with confusion, dementia and
psychiatric illness) or from a purely physical condition.

These criteria produce a simple sampling framework which has enabled the research
to monitor significant variations associated with both the nature of the disability
suffered and the domestic circumstances of participants. At the same time this
approach has served to identify other variables such as age, sex, and sodo-economic
status, which were likely to be significant factors in explaining particular patterns of
outcomes that emerge from the study.
To determine the actual number of people that could be expected to be referred to the
Assessment Team in a period of one to two months, two groups of referrals to the
Assessment Service in 1989 were studied: one from the period April-May, and the
other from September-October. On the basis of the numbers of clients accepted it
was possible to state with some confidence that a sample of sixty clients remaining
in their own home could be drawn from a six week period of referrals. The final
sample selection was arranged into cells as in Table 4.1. People living alone
represent half the sample and those living with others the remaining half. One third
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Table 4.1: Final Sample Specifications

Domestic circumstances of user
Type of
disability

Lives alone
No.

Lives with others
No.

All Users
no.
%

Cognitive or
Behavioural problems

10

10

20

33.3

Physical
problems

20

20

40

66.6

Total Number

30

30

60

100.0

of the sample, twenty people, were selected as being confused or behaviourally
disturbed, the remaining two thirds, forty people, as suffering physical problems
only.
Initial fieldwork, involving the observation of assessments conducted by the
members of the Broadleigh Geriatric Assessment and Rehabilitation Team, began in
November 1989. Accompanying the Team's members allowed us to meet the clients
and their caregivers and obtain some of the basic information necessary for the
study. In all, 131 clients were referred to the Assessment Service in the six week
period following the date of commencement. From this number those 87 clients
referred to the Assessment Team for the first time who remained at home following
the assessment were considered suitable for inclusion in the final cohort. A number
of those excluded from consideration were either already residents of nursing homes
or hostels, or were admitted there as a result of their assessment. Some were referred
to the Team for the second time, some were admitted to hospital for medical
treatment and were not seen by the Assessment Team, and others refused to either be
assessed or, in one instance, to take part in this study. In two others cases the client
was excluded from the study when the Assessment Team's staff had not wanted to be
accompanied by a research worker whilst they established a personal relationship of
trust with the client.
The final sample of 60 users was selected from the 87 people eligible for inclusion in
the study. All people living alone were included in the sample, but it was necessary
to make a random selection (using the SPSS-X computerised random case selection
process) of those who lived with others. Further details of the final cohort are set out
later in this section.
The decisions made when selecting the final sample meant that the cohort of users
did not constitute a sample which was completely representative of those referred to
the Assessment Team. In comparison to the total number of clients referred to the
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Assessment Team in the following six months, there was an over-representation of
people living alone. Although we selected 50 per cent of the sample as people living
alone, only 41 per cent of all clients referred to the Assessment Team in the
following six months did so. The proportion of those in the sample assessed as
having cognitive or behavioural problems, however, closelll approximated the
proportion referred for assistance in the following six months. 1 Further details of
the fmal sample are presented in the next section of the report.

4.2 Conducting the Interviews: Stage I and 11 of the Study
In the first eighteen months of this study, following the assessment of members of
the cohort by the Community Assessment and Rehabilitation Team in late 1989, two
rounds of follow up visits and interviews were conducted at intervals of
approximately 8 months. The first series of follow up interviews with the research
cohort, constituting Stage I of the study, was completed at the end of August 1990,
approximately eight months after they had been initially referred for assessment. A
second round of interviews with the users and, where applicable, their carers, Stage
IT, took place in March and April 1991, approximately sixteen months after their
initial referral. 12
Information was obtained during the interviews with users and their caregivers using
structured questionnaires containing a combination of open and closed questions as
well as objective measures of disability and health. Those interviews for which
permission had been granted were also tape recorded. Additional information was
collected through more spontaneous conversation and observation.
These
procedures were adopted to ensure that standardised information was collected while
also providing an opportunity for the collection of qualitative components of the
research material. When adherence to the structured questionnaire was difficult or
inappropriate, as occurred in some interviews with confused clients and, for others
when interviews were scheduled at times of bereavement or crisis, it was necessary
for a more flexible approach to the collection of information to be adopted.
Consequently, it has not always been possible to obtain completely comparable data
for all participants.
It was originally intended that, where possible, separate interviews would be
conducted with the person referred to the Assessment Service, the 'user', and with
their main caregiver. In many cases, however, this proved impossible and a

11

32 per cent of all referrals to the Assessment Service in the following six months period
were assessed as having such problems, while a further 3 per cent of those referred were
considered to be 'uncertain'.

12

A further round of interviews took place in November and December 1991. The information
obtained in this third stage of the study, however, had not been anal ysed at the time this
report was written and does not form part of this report.
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Table 4.2: Residential Outcomes: The Residence of Users at Time of Stage n

Major Variables
of Users
Cognitive Behavioural
Problems
Lives alone
Lives with others

Stage I: 8 months
Long
stay
At home care
Dead

At home

3
1

3
7
15
14

4

3

2

1

39
65

12
20

8

6
10

Physical Problems
Lives alone
Lives with others

20

Total Number
Total Per cent

53

7

88

12

Note: a)

17

Stage IT: 16 months
Long
stay
care
Dead Other(a)

4

2

2
2

5

All

9
11

1
3

20
20

4
7

60
100

'Other' includes one person who has moved interstate and remained at home there,
two people who, following a period of sickness were placed temporarily in a nursing
home for respite at the time of the follow up visit, and one person whom it was not
possible to interview due to extensive medical problems and the accompanying
emotional stress.

'combined' interview was conducted. In some of these cases, for example people
suffering dementia, the need for a combined interview had been anticipated and
allowance was made for the carers to speak on behalf of both parties. But in many
other cases both carers and users clearly wished to be interviewed together. We
have, of course, been guided by their wishes. Although this may mean that we have
missed recording some of the emotions partners may wish to conceal from each
other, it has served to alert us to the depth of attachment which frequently develops
between people with a long history of mutual interdependence.

4.3 The Residential Outcomes of Users at the Time of
Follow Up
With each such round of interviews the numbers of those remammg at home
decreased significantly. In March and April 1991, less than eighteen months after
their initial assessment, only 40 of the original 60 users still remained in their own
home. Five people died, three of these after being admitted to a nursing home. A
further twelve people, or one fifth of the original total, were admitted to residential
care; ten of these to nursing homes and two to a hostel. One person moved interstate
with his wife in order to be near their daughter. These' residential outcomes' are
summarised below in Table 4.2.
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At the time of the second round of interviews one person in five was no longer at
home, having been admitted to residential care facilities. Amongst those suffering
cognitive or behavioural problems who lived alone, one person in two had been
admitted to residential care, raising considerable doubts about the effectiveness of
support in the home for such people.
How is it that such a high proportion of people have been admitted to nursing homes
and hostels in such a short time since they were assessed as being capable of
remaining in their own home? What happens to people who remain at home
although they require ongoing assistance? What sort of help is available in the
home, how viable is it, and who provides it? The following two sections of the
report are an attempt to answer these questions.

5 A Profile of Users and Their

Caregivers at Home
In this section a basic profile of the cohort of users and their caregivers is presented.
This sets the scene for the account of the use of fonnal and infonnal assistance and
the outcomes of support at home for these people presented in Section 5. The first
part of this section introduces the users who participated in the research. Details are
provided of the sample cohort of 60 people selected for the study and a description is
presented which focuses on the nature of the disabilities and their need for ongoing
support, their social background and their access to resources. In the second part the
focus is shifted to the caregivers in an attempt to identify who they are and how and
why they have assumed the responsibility of caregiving.

5.1 The Cohort of Users
Age, Sex and Residence of Cohort Members
The selection process resulted in a cohort with a predominance of older people and a
relatively low representation of younger people with disabilities. As shown in Table
4.1, only 3 of the 60 users were younger than 60 years of age. The majority were
aged between 70 and 90, with four people, two men and two women, aged in their
90s. As discussed in the previous chapter, an apparent bias of the sample towards
older people might have been expected given the preponderance of older people
amongst the total population of people affected by disabilities in Australia. The
relative absence of people with disabilities younger then 65, however, was also the
result of the procedures used to obtain the sample, drawing exclusively on new
referrals to the Community Assessment and Rehabilitation Team. 13
As expected, there were more females than males in the final sample. In all there
were 47 females, or 78 per cent of the total sample. The high proportion of women
in the cohort is a reflection of both the greater life expectancy of women in
contemporary Australia and the selection of half the sample as people living on their
own. As can be seen in Table 5.1, women aged 75 and over constituted a

13

Although younger peopl~ with disabilities are regularly referred to the Assessment and
Rehabilitation Team for assessment and advice, those under the age of 65 form only a small
proportion of all referrals, less than 10 per cent of the total. Although no conclusive
explanation for this referral pattern can be given, it is possible to conjecture that it may in
part be a consequence of the fact that the incidence or onset of disabling or unstable medical
conditions increases with age. Younger people with established, long term disabilities are
therefore likely to have entered regular and stable arrangements for support and have less
need for advice from the Assessment Team. People with developmental disabilities were
catered for by other services, and were therefore excluded from the referrals to the Team.
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Table 5.1: The Sex and Age of Users and the Major Variables of the Sample Selection
Criteria: Stage I

Age of users, in years
65-74

75-84

85-100

Total

Lives alone
Female
Male

2

4
1

1

1

7
2

Lives with others
Female
Male

2
1

5
1

1
1

8
3

4
1

7

8

19

7

4
4

Major Variables

0-44

45-54

55-64

Cognitive Behavioural
Problems,

Physical Problems,
Lives alone
Female
Male
Lives with others
Female
Male
Total Number
Per cent

1

1
1

1

1

1

1

17

26

2

2

2

28

43

2

13
7

14
23

100

60

Note: Percentages are rounded.

particularly high proportion of users who were living alone. Many of the single
women in the study had outlived their husbands by five or more years, as a result of
both their greater life expectancy and younger age at marriage than their husbands.
Although most had been able to manage independently for most of that time, we
encountered them at a time when they had needed help.
In selecting and categorising the sample it was necessary to rely on infonnation

provided by the users and on the medical diagnoses and assessments made by the
Assessment Team. In general, those classified as suffering from cognitive or
behavioural problems were considered by the medical director of the Assessment
Team to have some fonn of dementia. In most cases this was diagnosed with some
degree of certainty as either Altzheimer's disease or multi-infarct dementia. There
were also three people with suspected alcohol related brain damage and one person
with a chronic psychiatric complaint. In a small number of cases, however, there
was uncertainty about the exact diagnosis. Many, although not all of those
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categorised as having cognitive or behavioural problems, suffered significant
physical disabilities as well.
Unless there were clear medical and behavioural indications to the contrary, other
users were classified by the medical director of the Assesment Team as having
physical problems. Amongst this group were a number with multiple life
threatening conditions, including cancer and heart conditions, many with long term,
debilitating chronic conditions including angina, rheumatism, arthritis and the effects
of strokes, and a small number who had suffered problems such as a broken shoulder
or a hip replacement that they subsequently overcame to some degree.
A further feature of the final sample which deserves comment is the initial
classification of the users as living alone or with others. In most instances this
classification was quite straightforward, as all members of the sample were visited at
home. However some difficulty was encountered in a small number of cases. One
reason for this was that potential users of community support were often uncertain of
the conditions under which formal assistance was made available. For example one
woman, who had originally described herself as living on her own, informed us later
that she actually lived with her son and daughter-in-law in their flat. The reason for
this initial misclassification was that she had indicated that she lived alone when
seeking assistance from the Assessment Team in order to be eligible for official help.
Perhaps a better categorisation, for all concerned, would have been that she lived
with her son and daughter-in-law on a temporary basis, but that no one was happy
with this arrangement.
The Social Background of Users
It might have been expected that the cohort of users drawn from referrals to a single
public agency would represent a particular social group, namely low income
households forced to rely on the public provision of services provided by the
Community Assessment and Rehabilitation Team and the HACC program. Referral
to the Assessment Team could, however, indicate precisely the opposite, that is, a
knowledge of services and entitlements that could only come from those who were
well connected and informed, implying a bias in the selection of the cohort towards
those from middle and upper income groups.
Our first impressions of the users were that although there was some variety between
individuals and the homes in which they lived, by and large, most seemed to come
from what might be thought of as successful working class and lower middle class
backgrounds. Typically they had prepared themselves for their old age by buying a
home in the area when they were younger, and although now limited in their means,
they found themselves able to get by with what they considered moderate comfort.
The standard answer to our question of whether their income was sufficient to live
adequately was, 'Of course it is. You've got to learn to live within your means
anyway, so what's the use of complaining about it'.
In a few instances the circumstances of individuals appalled us.
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Mr K. lived in filthy house, a roughly nailed board covering up
a broken pane of glass in the front door, the lounge room,
kitchen and bedroom covered in old food scraps and other
forms of waste, the phone apparently disconnected long ago,
the walls stained in places from the rain that seemed to leak in
when it rained. Yet, in terms of income earned and social
standing before his retirement, the man who owned the home
had fared well, becoming senior purchaser for a large retail
chain. He had drunk his lifetime savings in the first few years
of retirement and had since been unable to regain control of his
life, his pension having been placed under the control of the
Guardianship Board who paid his bills and provided a small
weekly allowance for food. He lived on this together with the
proceeds of his housemate' s pension, his food provided by a
woman from the neighbourhood who charged a weekly sum to
cook and clean for them both.
Such circumstances were, however, extreme. Although three of the users lived in
Housing Commission flats and had little in the way of savings on which to fall back,
the overwhelming majority owned their own homes and were able to live in frugal
comfort on limited means. In a few of these cases the housing was no longer in an
optimal state and required repair or renovation. In contrast, a number of users lived
in quite elegant residences and enjoyed a secure income from investments that
exceeded that of many wage earners.
Providing a more objective account of the current circumstances and social
background of people who are not currently in the labour market is quite difficult. It
is unhelpful to classify people simply as 'retired' or 'pensioner' as such labels tend to
make a heterogeneous group appear socially homogeneous. Yet other measures of
social position, such as current or previous occupation, have also proved difficult to
apply, in many cases because the only occupation given by women was 'housewife',
in others because a person's previous occupation no longer seemed relevant.
Estimates of current income given by the users or carers usually referred to
household income, making comparisons across the entire sample, which included
people living on their own, married couples, and some larger households, quite
difficult. There was also a reluctance shown by some users to discuss such
questions, while for others, especially those with cognitive or behavioural problems,
some of the information provided seemed not to be very reliable. Measures of the
highest educational level attained by the users were obtained, but given the changes
since many completed their education early this century and the fact that education
has not directly affected the position of many of the users, interpretation is difficult.
Some indication of the social diversity of the users is given in the record of their past
employment. Infonnation was either not available or recorded as 'not applicable' for
12 people. Amongst the remainer, around 10 per cent had worked in a professional
position, six per cent in a managerial or administrative position, and a similar
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number in a semi-professional position. 14 Almost one fifth of all users had worked
at a trade, whilst a quarter had worked as either clerks or in sales work. By far the
largest group, one in every three of the users for whom information on this topic was
obtained, had worked as either a plant or machine operator or as a labourer or in
related activities.
Regardlesss of their occupation or social position prior to retirement, most users
belonged to low income households in which social security provided the main
source of income. The majority, 42 of the 60, or over 70 per cent of the total,
reported that they depended solely on the old age pension. Another ten people relied
on various social security benefits which they supplemented with income from a
range of sources, mainly interest from savings and contributions from children. In
two of these cases the sole source of income was the invalid pension, and in another
the mother received the age pension and her daughter, with whom she lived, the
carers pension. Two other people received a war veterans pension. Only six people,
or 10 per cent of the total, could rely on income from sources other than the social
security system: two received income from investments, one from current earnings
and two others received a part-pension in addition to their superannuation income.
The amount of income per household clearly reflected the dependence of 90 per cent
of users on income from the social security system. Only five people, or about one
in twelve of the sample, reported their incomes as being above $36,000 a year,
approximately the level of income of the average male wage earner in 1990. At the
other extreme was an elderly immigrant who received no income at all. Her entry to
Australia had been sponsored by her daughter, who was forced to pay all her
mothers' expenses from her own limited income. It was not possible to obtain details
of the amount of income received by four of the users. Almost all the remainder
reported their incomes as equal or close to that of the pension. Some details of
household income of each group of the users are presented in Table 5.2. As could be
expected, there was a strong association between the domestic circumstances and
income of users, and little or no association between the type of disability and their
income.
One of the most striking features of the income distribution of users is the low
household incomes of the majority of those living on their own. Three in every four
people living on their own had incomes between $100 and $150 a week (or $5200 -

14

The Australian Standard Classification of Occupations (ASCO) codes were used to classify
occupations. A professional position refers to occupations for which higher education is a
prerequisite, such as the law, medicine, accounting, engineering and optometry. To be
classified as a manager, responsibility must have been held for personnel and expenses in a
business, manufacturing or office setting. Occupations classified as semi-professional
include nursing and teaching (Australian Bureau of Statistics, 199Oc).
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Table 5.2: Household Income and the Major Variables of Users: August 1990

Household Income
per week

Lives with others

Lives alone
A
No.

B
No.

A+B

100-150
151-200
201-250
251-300
301-500
501-750
751-1,000
1,001 and above
Not known

5
2

17
1
1

75.8
10.3
3.5

1

3.5

Total

9

$

Legend:

2

%

6.9

20

100

C
No.

D
No.

C+D

1

1

6.5

3
1
2
3

2
7
5
2

16.1
25.8
22.5
16.1

2
1

6.5
1

11

20

%

6.5

100

A: Cognitive/Behavioural Problem, lives alone
B: Physical Problems, lives alone
C: Cognitive/Behavioural Problem, lives with others
D: Physical Problems, lives with others

$7,800 a year) an amount considered close to, and at the lower end of the scale,
below the poverty level, as determined by the Henderson poverty line. 15
As discussed earlier in this chapter, those living on their own tended to be widowed
and almost all were women. Their financial situation together with their domestic
circumstances identified them as a group with relatively few resources on which to
depend. In contrast, three in every four people living with others reported household
incomes twice this amount or more. Although still forced to rely on what would be
regarded by wage earners as a severely restricted income, it is clear that those living
with others had access to financial and other resources not available to those living
on their own.
The Disability Levels of Users at Home
The disability of the users and their need for assistance was recorded in the research
using a self-report Activities of Daily Living (ADL) scale, based on that employed
by the Assessment and Rehabilitation Team. The need for and use of assistance,
equated with the level of disability, was scored using a four point scale ranging from
15

In January 1991, the single rate of the Pension was $150.00, while the Henderson Poverty
Line for a single person household, not in the workforce, was $149.70 (Social Policy
Research Unit Newsletter, 1992).
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complete independence to a high level of dependence requiring continual or frequent
assistance. 16 For each of the follow up visits, disability scores have been calculated
for the group as a whole and complex scores simplified so they can be expressed in
terms of two levels: a low level of disability, where the person is able to perform the
activity independently, albeit with some difficulty or inconvenience; and a high
level, which indicates that regular help is required with the activity. Results for
some of the most important ADLs are presented in Table 5.3.
The disability profile of the cohort as a whole at the time of the first stage of the
research, approximately eight months after the clients were referred to the
Assessment Team, shows that a sizeable minority of users required regular or
continual assistance with daily personal care activities, most notably bathing and
dressing. However the majority, 60 to 70 per cent of the cohort, did not need
assistance in these matters. In contrast, almost all users needed regular and often
daily assistance with normal domestic activities such as shopping and cooking.
Similarly, most users needed help with transport, without which they were unable to
leave their home or its immediate environs.
By placing the emphasis on the capacities of users rather than on their incapacities, it
can be seen that two of every three people in the cohort were able to bath or shower
themselves without assistance. A far higher proportion, approximately nine out of
every ten, were independent in such activities as walking at home, using the toilet or
maintaining urinary continence. This is not to say that most users had no difficulty
in caring for themselves at home. Many only remained independent with the use of
simple technology such as walking aids, shower chairs and bath boards, commodes
and incontinence pads, while others found difficulty in doing the most basic things
people do every day in their own home. They remained independent by walking
with some care, holding the hand rail while showering, and by wearing the sorts of
clothes and footwear that are easy to put on and are comfortable around the house.
Nevertheless, in terms of personal care activities, most of those who remainded in
their own home were independent, although a significant minority required help
even in these basic activities.
In contrast to the capacity for independence shown by most users in the area of
personal care, the overwhelming majority of those remaining at home at the time of
the first follow up reported that they required help with basic domestic tasks such as
shopping, cleaning and cooking. Most also required help with matters such as
transport and making appointments, tasks necessary to participate more broadly in
community life. Only a relatively small proportion, generally those with cognitive
or behavioural problems, reported trouble using the telephone. Put simply, most of
the group were housebound and needed assistance for any activity which took them
away from their home.
16

The ADL scale used by the Assessment team is derived from that advocated by the World
Health Organisation (Wood, 1980). The six point scoring system scale used by the
Assessment Team was simplified in this study to permit a greater degree of consistency and
inter-rater reliability in the recording of results.
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Table 5.3: Level of Disability(a) Amongst Users At Home for Some Selected ADLs: Stage I
and Stage IT

Stage I
n=60
Low
%

High
%

Personal Care
Bathing
Dressing
Walking in home
Using toilet
Urinary continence

66
76
88
90
89

34
23
12

Household upkeep
Shopping
Cleaning
Cooking
Lawn and Garden(b)
Social Participation
Transport
Telephone
Appointments
Notes:

Stage IT
n=45
Low
High

%

%

% increase(+)
or decrease (-)
in dependency

11

60
71
96
91
93

40
29
4
9
7

+6
+6
-8
-1
-4

4
16
47
5

93
84
52
95

9
22
42
13

91
88
58
87

-2
-4
+6
-7

15
70
70

84
28
28

18
71
53

82
29
47

-2
+1
+19

10

Percentages may not total 100 due to rounding. For Stage I, data for
some ADLs listed pertain to 59 and not 60 subjects.
a)
Low: performs activity independently, possibly with difficulty;
may require a physical aid.
High: assistance required.
b)
Figures refer to those with gardens only; not applicable to 19
(30%) users at Stage I, or to 15 (33%) of those at home at
the time of Stage H.

Although ahnost all of those at home needed regular help in one form or another
with domestic tasks in order to remain at home, most who chose to remain there
would have been unlikely to be accepted into a nursing home. The level of disability
of most members of the cohort clearly distinguished them from nursing home
residents who generally require extensive help with f.ersonal care and frequently
depend on round the clock access to nursing assistance. 7
Eight months later, by the time of the second round of the study, one quarter of the
original cohort of users were no longer in their home. Although the condition of a
17

Only 11 per cent of residents in Australian nursing homes did not require ongoing assistance
in a range of personal care activities, according to national figures compiled 31.1.1990.
Such residents were classified according to the Resident Classification Index as category 5,
the lowest priority for nursing home admission (Residential Care News, 1990: 5).
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few people had improved, many individuals deteriorated between the two visits. Yet
paradoxically, the overall dependency of those remaining at home did not increase
markedly. This stability in the sample as a whole can be seen by comparing the
figures from the first two stages of the study presented in Table 5.3.
One possible explanation for this relative stability in the aggregate disability profile
is that the popular stereotype of inevitable deterioration associated with old age and
disability is incorrect. Indeed, a number of people in the sample experienced
improvements in their health and physical capacities during the period covered by
the study, typically as the result of a gradual recovery following a hospital admission
for an acute health crisis, such as heart attack. In a few instances improvements
were also attributed by users to the interventions of community services, such as the
fortnightly outing provided by the Community Shopping Service, the help arranged
by Community Options, the advice given by staff from the Home Nursing Service or
the effectiveness of help provided by the Continence Advisory Sister who works
with the Assessment Team. A second and even more plausible explanation is that a
threshold type effect is operating with regard to support at home, as people requiring
more than a certain level of help have been admitted to nursing homes, or, in some
cases, have died, thereby reducing the aggregate level of disability of those from the
cohort who remain at home. The available evidence, discussed below and in Section
4, appears to indicate that both these explanations may be valid.
A further feature to emerge from the aggregate data is the hierachical relationship in
the capacity of users to carry out the different ADLs. Considerably fewer users
required assistance with mobility in the home, urinary continence or use of the toilet
than with less frequent personal care activities such as bathing and dressing. In turn,
far more people required help with domestic tasks such as cooking and shopping in
both rounds of the study. Understanding this hierachical relationship could be a
useful guide to the planning of formal services (Dooghe, Vanden Boer and
Vanderleyden, 1988)
Presenting aggregate data on the levels of disability amongst the entire cohort in this
way can be an effective yet simple way of describing the average need for support
amongst the users. However it also tends to disguise the extent of variability
amongst the cohort. An interesting and complementary perspective is provided by
examining disability among each of the four main categories of users. Table 5.4
presents data on the performance of a few selected ADLs - bathing, dressing,
cooking and shopping - by each of the main groups. Because of the small numbers
concerned the results are presented in terms of percentages to facilitate comparisons.
An important attribute highlighted in this way is the apparent tendency of those who
live on their own to need less help and to be able to undertake more activities
independently than those living with others. This general tendency is clearly evident
in the data presented in Table 5.4 for each of the activities listed. For example,
approximately half of those living with others needed assistance with bathing,
whereas only about one in four of those living alone needed help with this activity.
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Table 5.4: Major Var~ables and the Level of Disability Amongst Users At Home: Data for
Some Selected ADLs~a)

Stage 11: 16 months

Stage I: 8 months

Low
%

Low
%

High
%

Bathing: all users
CoglBehav living alone
Physical living alone
CoglBehav with others
Physical with others

66
75
85
45
50

34
25
15
55
50

59
8
20

60
100

11

33
53

Dressing: all users
CoglBehav living alone
Physical living alone
CoglBehav with others
Physical with others

76
100
85
64
70

23
0
15
36
30

59
8
20
20

100
88
22
73

4
5
0
5

93
89
95
100
95

59
8
20

9
25
12

11

11

20

47
50
70
0
50

52
50
30
lOO
50

59
8
20

Activity

Shopping: all users
CoglBehav living alone
Physical living alone
Cog/Behav with others
Physical with others
Cooking: all users
Cog/Behav living alone
Physical living alone
CoglBehav with others
Physical with others
Notes:

11

No.

20

11

11
20

High
%

No.

40
0
29
67
47

45
4
17
9
15

29
0
12
78
27

45
4
17
9
15

91

0

75
88
89
lOO

45
4
17
9
15

42
75
59
0
40

58
25
41
lOO
60

45
4
17
9
15

71

71

Percentages may not total 100 due to rounding. For Stage I, data for
some ADLs listed pertain to 59 and not 60 subjects.
a)
Low: performs activity independently, possibly with difficulty;
may require a physical aid.
High: assistance required.
b)
Figures refer to those with gardens only; not applicable to 19
(30%) users at Stage I, or to 15 (33%) of those at home at
the time of Stage 11.

The ability of people in the sample who were living alone to remain independent in
performing most of the other routine tasks required for daily living was also apparent
in activities associated with household upkeep and social participation.
Equally significant is the corollary of this pattern: those living with others tended to
require, and receive, more help than those living alone for virtually all activities for
which data was obtained. The need for and extensive receipt of help by those living
with others was most apparent in activities such as cooking and shopping which are
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associated with the upkeep of the household. However for personal care activities
such as bathing and dressing the difference between those living alone and those
living with others was also marked.
The link between domestic circumstances, the nature of the disability and the
amount of help required and received by users in the cohort, highlighted by these
figures, is an interesting and important one. It appears that people living with others
are able to remain in their own homes despite needing extensive assistance. People
living on their own who wish to remain at home, in contrast, must be able to look
after themselves to a far greater degree. From our discussions with users and their
caregivers it seems that those living alone have often been referred to the
Assessment Team for advice at a relatively early stage, sometimes with a view to
obtaining a place in a residential care setting, such as a hostel, but often for a
seemingly trivial matter. Those living with others, in contrast, have typically been
assisted in the home, or have shared tasks with their spouse or other co-resident over
a longer period. The assistance provided, such as shopping or cooking, is quite often
a routine task which has either been taken over by their co-resident(s) or was, in any
case, a long established division of roles within the house.
Two brief yet contrasting case studies illustrate the link between domestic
circumstances and the need for and receipt of help in the home. The first concerns a
woman living on her own.
Mrs. Underwood, a war widow in her late eighties, was
referred to the Assessment Team for advice and help with her
washing following the dislocation of her shoulder after a fall.
She has lived alone for nearly fifty years and was still quite
independent. She told me and the occupational therapist sent
by the Assessment Team that she was able to clean her small
Housing Commission unit on her own, she still shopped and
cooked for herself and she did not need help with personal care
in any form. The problem, she said, was that she could no
longer hang the washing on the clothes hoist on her own
because her shoulder movement was so restricted. Regulations
prevented her from using the balcony railing, her own preferred
solution. Her apparently simple problem, then, had serious
implications. How could she stay independent and keep living
in her unit like that?
The solution to her problem was an interesting one. The
occupational therapist contacted the Housing Commission
requesting modifications to the clothes hoist. Months passed in
which numerous telephone calls and letters were exchanged
about the hoist. By the time of the first round of interviews,
however, Mrs Underwood, sick and tired of having to ask her
friends to hang out her washing, had given up on both the
Commission and the Assessment Team and had bought her
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own indoor clothes horse. She complained that her unit was so
cramped on the days she did her washing that she couldn't have
anyone visit. But at least she was able to get on with her life
that way, she said.
The case of Miss Illington who lives her two brothers, contrast quite markedly with
that of Mrs Underwood.
Miss Rosie lliington lives, as she has for most her life, in the
family home which she currently shares with two of her
brothers, Wal and Reg. Although she suffers advanced
dementia, looking after her at home was not that difficult,
according to Wal. 'I do the shopping and the cooking here' , he
said. 'I've sort of been doing it for a long while anyway, at
least since Mum died. Reg always does the washing and the
garden, and things like that. It's probably got a bit more
difficult for him because the washing and ironing used to be
my sister's job around the house'. At the time of the
assessment, Miss lliington, aged 78, was still able to shower
and dress herself, and Wal and his brother were mainly needed
to prompt and supervise her in this. On subsequent visits she
had deteriorated somewhat and at the suggestion of their
general practitioner Home Care was called in to shower and
dress her three times a week. On the other days she still
dressed herself, after a fashion, with help from one of her
brothers.
Miss Illington's case was notable because she was, in a sense, quite easy to help in
the home. Although very confused and unable to answer questions or engage in real
conversation, she was not bedridden, immobile, incontinent, aggressive or prone to
wander from the home. The sort of help she received, both from her co-resident
caregivers and formal community services, was readily available and has proved to
be quite viable through time. However, if she had been living on her own, Miss
lliington would probably have required an almost Herculean effort from caregivers
and services to provide the assistance and supervision necessary to maintain her at
home.
These case study illustrations also serve to draw attention to the link between the
nature of the disability and the need for assistance, an aspect of home support
discussed in greater detail in the following section.
People living alone reported that, in general, they were capable of independently
carrying out most basic daily tasks, but this does not necessarily mean that they were
less in need of support than those who lived with others. On the contrary, the fact
that they were referred to the Assessment Team with a lower level of disability
would seem to imply that their existence at home, on their own, is actually more
precarious. Further, as discussed in more detail in the final part of this section, the
likelihood of being admitted to a nursing home or hostel seems to be higher for those
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living on their own, especially for those with cognitivelbehavioural problems.l 8
This is despite their apparently lower levels of disability. What emerges from these
figures is not a simple picture in which the viability of people remaining at home
depends on their level of disability and their capacity for independence. Rather, a
more complex pattern is evident in which their long term residence depends as much
on the social support available in the home, as on the individual's need for regular
assistance in domestic activities or even basic personal care tasks.

5.2 Caregivers in the Home
Identifying Informal Caregivers
Defming the term 'caregiver' for the practical purposes of the research proved
problematic. It was not appropriate to identify, a priori, a single person, such as a
spouse, a daughter or a mother as a caregiver, nor were such terms as 'caregiver' or
'carer' ones which were recognised as applicable by all users. Although some users
were clearly reliant on a single person for assistance, many others received help from
a number of people who constituted what has been termed an individual's 'support
network' (Wenger, 1984, 1990; Mugford and Kendig, 1986). As it was not
practically possible to interview all members of a person's broader support network,
two approaches were adopted to identify as caregivers those people who were the
most significant providers of regular informal assistance to the users. The first
approach was to ask the participants to identify the individual upon whom they
thought they were most reliant. This had the virtue of simplicity while at the same
time recognising the primacy of the participants as a source of information for the
study. A problem arose with this definition, however, when some users did not
acknowledge help they received. This was particularly the case with some of those
with cognitive or behavioural problems living on their own, although there was also
doubt in our minds in the case of one or two others. In these instances a second
approach was employed. This was to defme the caregiver as someone known to give
regular informal assistance to the participant. In some of these cases a review of the
information provided by the participant revealed one or more people who regularly
provided such assistance. Following discussion with the both the user and the
'caregiver' identified in this way, we conducted an interview with these people
18

It is in fact important to stress that ADL scores, while providing useful measures of
disability, do not on their own provide a comprehensive indication of the sorts of factors
affecting a person's capacity to maintain themselves independently over a longer period in a
domestic setting. Not only do they not measure important aspects of daily life, such as the
capacity to solve problems of moderate complexity, they tend also to confuse the actual
receipt of help with the need for help. It is possible, for example, that living with others may
often mean that routinely work is done as a favour or personal guesture, or perhaps as part of
a pattern of domestic roles, which, in time, comes to be seen as a necessity, an aspect of the
use of ADLs in measuring the need for assistance commented on by others (Dooghe,
Vanden Boer and Vanderleyden, 1988). Further work will need to be done, both in
collecting and analysing the data, to determine the extent to which dependency can be
understood simply with the use of such ADL scales.
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whenever appropriate. Nevertheless there remained a number of other people who
indicated that they neither received nor needed informal help from a particular
individual.
Particular problems were experienced with the situation of spouse caregivers, where
there was often difficulty assigning the responsibility for caring to either of the
partners because such relationships often involved a mutual commitment of support.
In the event it was decided that where evidence of mutual support between spouses
was strong and the partner included in the sample as a participant indicated that he or
she was helped by the spouse, the spouse was to be recorded as the caregiver. This
situation of fragile interdependency between the partners was often sustained by a
daughter or other family member whose input, often only slightly in the background,
was recorded as that of the second caregiver. 19
Using these working definitions, 49 of the 60 users, approximately 80 per cent of the
sample, had a person who could be identified as a caregiver. 20 The remaining
eleven users did not have a caregiver. Ten of these people without a caregiver were
women and one a man. Their family structure and marital status, as presented in
Table 5.5, gives some indication of how they came to be without a caregiver. The
most common explanation was their lack of immediate family, in particular the
absence of either a spouse or children. All but two of the ten women were without
children. The remaining two were widowed, although they both had children who
resided interstate. The lone male without a caregiver had been divorced for over 50
years and had no children. All women without caregivers lived alone. The single
man without a caregiver lived in a boarding house shared with other occupants, a
form of residence which for the purposes of the study was classified as 'living alone'.
The situation of users without caregivers is similar to that reported in other studies of
elderly people without family (Fischer, Rogne and Eustis, 1990) and contrasts
markedly in these respects with the family circumstances of most users who had
caregivers.
As the figures presented in Table 5.5 indicate, however, being single (never married,
divorced or widowed) and without children did not necessarily imply that there was

19

There was also a funher difficulty in distinguishing the fIrst and second caregiver in a
number of other instances. Such problems were particularly evident with the classifIcation
of 'couple caregivers', a situation that arose when two people in a close relationship both
supported a participant. There were three such 'couple caregivers' in our sample. One
couple was a son and his wife, the participant's daughter-in-law, another two brothers who
cared for their sister, and the third, two male neighbours who supported an 82 year old single
woman with no family who lived in the unit next door to them. In these cases the
assignment of one person as the first caregiver and the other as second, although in
accordance with their own directions, was somewhat artificial, as both members of the
couple formed a 'team' acting together, rather than individually.

20

Only one of these 49 users preferred we did not interview her caregiver, whom she indicated
was her son.
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Table 5.5: Family Circumstances of Users and the Availability of a Caregiver

Without
children

With
children

All

Users without caregiver
Never married
Divorced
Widowed
Currently married
Total

2
3
4
0
9

0
0
2
0

2
3
4
0

2

11

Users with caregiver
Never married
Divorced
Widowed
Currently married
Total

11
0
1
1

0
3
16
17

11
3
17
18

13

36

49

All Users

22

38

60

Marital status

no one who acted as an informal caregiver when the need arose. In addition to the
person they nominated as their first or second caregiver, most people in the sample
also identified others who provided significant support in their lives. These support
networks consisted sometimes of other family members.
Often friends or
neighbours were also involved. Many provided assistance, others simply maintained
contact and provided moral support. Some indication of the extent of these support
networks is given in Table 5.6, which presents information on the number of people
nominated by users as people with whom they have regular and ongoing personal
contact.
Table 5.6: Size of User's Support Network

Number of
users

Percent of
Total

Not known
1 person
2-4 people
5-7 people
8-10 people
11-13 people
14 people or more

1
3
20
15
7

1.7
5.0
33.3
25.0
18.3
5.1
11.7

Total

60

100.0

Size of Network

11

3

54

A PROFILE OF USERS AND THEIR CAREGIVERS AT HOME

Although there were 11 users without caregivers, all but one identified one or more
people to whom they could turn for assistance in times of need. There are two main
explanations for this apparent discrepancy. First, most of the users without
caregivers had arranged their lives in such a way as to draw on the support offered
by a range of different individuals. Although no single person assumed the
responsibility of seeing to the performance of all the different tasks associated with
the support of the user, each of those people to whom we refer as members of the
support network were important sources of assistance, or could become so if needed.
In such a case the user provided the organisation and co-ordination required to
ensure a comprehensive form of support could be shaped from the contributions of a
number of different sources. Second, many of the users without caregivers were
relatively independent and self-sufficient, able to manage at home without extensive
assistance.
The description of support enjoyed by one participant illustrates how both
arrangements may operate together in practice.
Mrs Dawson, a 78 year old widow without children who
suffered unpredictable and quite incapacitating attacks of
angina, in addition to a number of other aihnents, lived alone
her furnished unit, situated conveniently close to the railway
station, a suburban shopping centre and a hospitaL She said
she received no assistance at all from formal services since
being discharged from hospital, but was helped on a daily basis
by one or other of her friends and supporters who, together,
seemed to form a team, each with his or her own specialised
task. Members of her church congregation took turns to
provide cooked meals, a supply of which was always kept on
hand in the fridge. Her sister came once a week and together
they cleaned the home. Her brother arrived once a week to
help with the banking and to give Mrs Dawson a hand with the
weekly shopping if necessary. Each morning Mrs Dawson and
her neighbour across the hall exchanged the daily newspapers,
but if for any reason one of them had not put their paper under
the door by 10 a.m. it was been agreed that the other would
investigate and if necessary call the doctor or the ambulance.
This neighbour would also usually call in every second day or
so to see if Mrs Dawson needed milk or bread from the local
corner shop. Mrs Dawson returned the favour when she did her
weekly shopping.
Mrs Dawson reported that another neighbour, a man from one
of the upstairs units, attended to the odd jobs in the home such
as changing light bulbs and tap washers, and was on hand for
any help she might need dealing with officialdom. Other
friends would also often call to collect her and arrange to return
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... The list of helpers

What is important is that she co-ordinates all of this herself. As
she explained, 'it is no use whatsoever if everyone brings me
cakes to eat but I can't do my shopping or I have to live in the
dark because my lights have gone'. Also interesting is the
reciprocal nature of much of this help. Mrs Dawson is well
spoken of because she, in her turn, has always provided much
help to others and continues to do so. Some of her weekly
shopping in fact consists of little surprises for those who have
helped her.
In a sense Mrs Dawson maintained her independence by acting as her own caregiver,
constructing and managing infonnal support from a range of disparate sources.
Most others in the study who were without a caregiver, in contrast, required little day
to day assistance. Nevertheless these users also commonly identified a number of
people with whom they were closely associated and to whom they felt they could
turn if they needed help.

The Relationship of Caregivers to the Users
Typically, people identified as caregivers were related to the users by close ties of
kinship or marriage. Caregivers were also most likely to be women. From Table 5.8
it can be seen that at the time of the first round of interviews (Stage I), there were in
fact more than two female caregivers identified for every male. Daughters were
most frequently identified as caregivers, with 16 users nominating a daughter as their
main source of assistance. In comparison, only four users nominated sons as
caregivers. After daughters, the next most numerous group of caregivers were the
participant's spouses, of whom there were 14 in total. Here there were an equal
number of husbands and wives. Following spouses, siblings, the sisters and brothers
of users, were the next most commonly encountered group. There were also a few
caregivers who were other family relations: a participant's niece, a nephew, the
mother of a younger person with a disability, and a person who described herself as a
'de facto daughter-in-law'.
The importance of family ties should not be allowed to obscure the fact that there
were also a significant number of people identified as the first caregiver who were
not related by either kinship or marriage to the users. There were in fact six such
people identified in Stage I, representing approximately one in eight of all first
caregivers. Four of these were described by users as 'friends'. The remaining two
were described as 'neighbours'.
There was a broadly similar pattern in the relationships of the second caregiver to the
users. Most second caregivers were close family members. Interestingly, there were
two daughters-in-law, two sons-in-law as well as three grandchildren identified as
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Table 5.7: Relationship of First Caregiver and Second Caregiver to the Users: Stage I and 11

Carer Carer
1
2
No.
No.

Stage I
Total % all
carers
No.
%

Carer
1
No.

Stage IT
Carer
2
No.

No.

% all
carers
%

4
6

5.3
7.9

-4
-1

Total

Change
Stage I-IT
No.

Wife
Husband

7
7

1

8
7

10.4
9.1

4
6

Sister
Brother

4
1

1
1

5
2

6.4
2.6

4
2

1
1

5
3

6.6
3.9

0
+1

16
4

7
3

25
7

32.4
9.1

12
5

8
5

20
10

26.3
13.2

-5
+3

Daughter-in-law
Son-in-law

2
2

2
2

2.6
2.6

1
4

1
4

1.3
5.3

+2

Granddaughter
Grandson

2
I

2
I

2.6
1.3

I
2

1.3
2.6

-2
+1

2

1
3

1.3
3.9

1
3

1.3
3.9

0
0

2

2.6

0

0.0

-2
0

5
I

6.4
1.3

1
I

6

7
I

9.2
1.3

+2

+2

Daughter
Son

Niece
Nephew

1
I

Other family
Female
Male

2

Neighbour
Female
Male

I
I

4

1
3

-1

0

Friends and others
Female
3
Male
I

1
1

4
2

5.2
2.6

2
1

4
I

6
2

7.9
2.6

Total number
ofcarers

49

28

77

100.0

39

37

76

100.0

-1

Users with no carer 11

32

11

n.a.

6

8

6

n.a.

-5

60

60

45

45

Total sample

0

-15
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second caregivers although there was no one in this relationship identified as a first
caregiver. Four people with a family member as a first caregiver, identified female
neighbours as second caregivers.
Caregiving was often a responsibility assumed in a time of crisis, acute illness or as a
result of an accident. Its transitory nature is reflected in the changes that occurred in
our sample of caregivers between the first and the second rounds of the study. Table
5.7 shows the relationship of those identified as caregivers from Stage I of the study,
approximately eight months after the commencement of the study, and those still in
their homes after a period of approximately 16 months, at Stage ll. In most cases
those who remained at home continued to be supported by the same caregiver.
Changes evident in Table 5.7 in the number of caregivers between the first and
second round of interviews were largely the result of the death or admission of users
to nursing homes and hostels. In two cases, however, there were other reasons for
changes of caregiver to be recorded.
The first case involved the replacement of a co-residential caregiver by a nonresidential caregiver. The wife of a physically disabled user died and his grandson
subsequently assumed the responsibility of primary caregiver. This change
emphasises the fragile and often complementary nature of the caregiving between
spouses. Before her death his wife had received considerable assistance from her
husband, just as she, in turn, had helped support her husband.
In the second case, a non-residential caregiver was replaced by a co-residential

caregiver. A woman suffering physical disability identified her niece, who lived
nearly twenty kilometres away, as her primary caregiver during the first round of
interviews. The niece helped the user on a weekly or fortnightly basis with shopping
and housework, as she had for many years before her aunt was referred to the
Assessment Team. Eight months later, the user's condition had deteriorated to such
an extent that her younger sister, with whom the user lived and for whom she had
previously cooked, cleaned and shopped, stepped in to provide assistance on an
ongoing basis. This effectively reversed their long established domestic roles. In
this case a co-resident became the caregiver, assuming duties previously performed
by a non-residential family member.
Age and Sex of Caregivers
Since the identification of caring as an activity typically carried out by 'women in
the middle', in Brody's famous phrase (Brody, 1981), a common if somewhat
misleading stereotype has emerged in which caregivers are typically seen as being
middle aged women faced with the competing responsibilities of caring for children,
spouse and ageing parents (Arber and Ginn, 1990). Although this picture could be
said to broadly fit a number of caregivers, it does not apply to the greatest proportion
of those involved in this study, as the figures presented in Table 5.8 show.
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Table 5.8: Age Groups and Sex of First Caregivers: Stage 1

Age Group (years)
0-44
No.

45-54
No.

55-64
No.

65-74
No.

75-84
No.

85-94
No.

Females:

2

9

7

7

6

2

34

69.4

Males:

2

2

3

6

2

0

15

31.6

Total

4

11

10

13

8

2

49

100.0

All carers All carers
No.
%

The vanatlOn in the age of caregivers which one might expect from their
relationships with the users is evident in the figures presented in Table 5.8.
Although almost half were aged between 55 and 74 years, less than one in three of
the first caregivers were aged less than 54 years. While the numbers of women far
exceeded that of men in middle age groups, between 45 and 64 years, as well as in
the oldest age groups, over 75, this was not the case for either younger caregivers,
those aged 44 or less, or for those in what may be thought of in as the early years of
retirement, 65-74. In these cases the numbers of male caregivers equalled or almost
equalled the number of female caregivers.
The number of males in the older of these two age groups clearly reflects the
representation of male spouse caregivers in the study. The relative predominance of
female caregivers at more advanced ages, may well reflect the lower life expectancy
of males. The predominance of females at lower ages, however, appears to be of
social rather than demographic origin, clearly associated with the reliance on
daughters as first caregivers.

Income and Employment of Caregivers
Only a small proportion of those identified as first caregivers were employed at the
time of the first round of interviews. Given the ages of most of those nominated as
caregivers , this is not surprising. In total, less than a quarter of the caregivers
identified reported that they were employed during the first round of interviews. All
but one of these was in full time employment, as can be seen in the figures presented
in Table 5.9. The most common occupational classification of those caregivers who
did work was clerical work, a reflection of the position in the labour market of those
daughters who provided informal care whilst in employment. In a number of cases
these daughter caregivers described vividly the difficulties they faced trying to
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Table 5.9: Occupation of Employed First Caregivers: Stage 1

Occupational Classification(a)
Management and administration
Professionals
Para-professional
Clerical
Other

Full-time

Part-time

1

1
1
6
1

1

Total

10

1

Per cent of first carers

20.4

2.0

Note:

a)

Occupations classified according to the Australian Standard Classification of
Occupations (ASCO), Australian Bureau of Statistics, (l99Oc) Catalogue 1223.0

manage their job, their family and their caregiving. A carefully organised schedule
was in most cases essential for them, as the following case notes illustrate.
Mrs Katherine Thomas, a secretary in a government high
school, organised her workdays so that she could visit her
mother daily during her lunch break. If necessary she returned
to help her mother in the evening. Each weekend, when there
was a little more time, she would collect her mother and bring
her home where she stayed, participating in family life, until
Monday morning. Then, depending on her husband's work
schedule, either Katherine or her husband would return the
mother to her own home, when another weekly cycle could
begin. The routine events, Katherine explained, were alright
once she had her schedule worked out. Unusual events, such as
a visit to the specialist, or an episode when her mother became
ill, were particularly trying.
Relatively few caregivers reported that they were employed in senior positions. One
such person, the son of one user with moderate physical problems who lived on her
own, was employed in a senior position in a university. He openly admitted that
although he was flattered by his mother's recognition, his efforts were, at best, only
modest. If she required daily attention, he pointed out, he would not be able to
provide it, as his work left him with no opportunity to help his mother on a daily
basis. His case makes an interesting contrast with that of the only other caregiver in
what is usually thought of as a high status occupation, an architect in charge of a
busy practice. This caregiver was the nephew of a woman with dementia who lived
on her own, without any immediate family, in a flat more than 20 kilometres from
his place of work. He reported that although he tried to support his aunt, ringing her
daily to check on her condition and visiting her each weekend, doing her shopping
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and organising formal support services, his efforts were inadequate. Shortly before
the first round of interviews his aunt was admitted to a nursing home near his office.
Although he had been unable to support her at home, this new arrangement, he
pointed out, meant he was able visit her on a more regular basis.
The Circumstances of Involvement in Caregiving

How did these people become caregivers? For most, caring was not a career which
was consciously chosen, nor an unavoidable moral obligation to help those in need.
Rather, it was seen as a natural progression in a relationship, another aspect of the
human condition as we all age. Many saw caregiving as a source of satisfaction, an
activity giving a sense of fulfilment. But it was also a concern and source of
distress, especially for those thrust into the role due to the lack of suitable
alternatives or caught between conflicting responsibilities with little time left to
themselves.
Some quotations from the caregivers as to the effect of caring and the value others
place on it provide an insight into their reasons and motivations for providing care:
It's part of life and love. If I didn't do it no one else would.
At least I feel I'm doing something. There's a certain
satisfaction in thinking that I might be helping someone.
No special feeling, it's just part of growing old, my turn is to
come one day.
Doesn't worry me. It's just something that has to be done and I
do it willingly.
It's strange, I just accept it. When you get married, you look
after each other.
What stood out in many of the conversations we had with caregivers was the natural,
taken for granted stance they took towards the provision of ongoing support. In
most cases the responsibility had been willingly entered into rather than reluctantly
imposed, and was commonly seen as a natural development of a long-standing
personal relationship between people. For spouses in particular, providing support
was typically regarded as just an extension of their existing commitment to the
participant. As one woman, the 85 year old wife of a man with advanced
Altzheimer's disease explained:
We've had a marvellous life together, Bert and I. I'm sure he
still knows who I am, and I wouldn't dream of letting him go,
not while I can still look after him at home, anyway. ... You
make a promise to stay together, through thick and through
thin. Well, that's what I'm going to do. That's what I'm doing.
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Indeed, as she pointed out later, she had already been cooking and keeping house for
him for about fifty years. Now it was her job to give him his medication every day,
and call the doctor if she noticed anything wrong.
.
For others, the task of providing support meant forging a new relationship with the
dependant, sometimes completely reversing the previously existing relationship
whereby the participant had been the one providing assistance, advice or support. In
such situations, the apparently easy going acceptance of responsibilities by the
caregiver was rarely regarded as an open-ended commitment to personal sacrifice.
Instead there was an understanding that they would provide some ongoing help
which, at least initially, remained within clearly defined limits. This often unspoken
rule could be seen in operation when providing support in the home just became too
much for the caregivers, and users were admitted to nursing homes.
The transformation of a personal relationship through the assumption of the
responsibilities of caregiving, evident in many situations, is a process that seemed
particularly apparent in the case of care provided by neighbours.
John and Barry are two men in their early sixties who had been
living in a block of flats alongside Miss Price for more than
fifteen years. During this time they had developed an
understanding with their neighbour, and helped each other deal
with various troubles through the years. When, at about 80
years of age, she started to become rather vague and forgetful it
seemed 'only natural', as Barry said, for them to help her out a
little, particularly as she had no other family except her brother,
with whom she spoke regularly although he lived some
distance away.
Then her brother died and Miss Price's behaviour became
increasingly disturbed. John and Barry sought help from the
doctor. After several months, as things kept getting worse they
organised for the Assessment Team to visit and provide advice.
Assistance from the Home Care Service and Meals on Wheels
was organised by the Team. But keeping her at home still
depended on the efforts of her neighbours. They did her
banking, shopping and washing, prepared her breakfast and
evening meal, looked after her on the weekends, supervised her
medication and, not least, helped her look after her cat.
As her condition deteriorated the demands made upon John and
Barry increased until looking after Miss Price became almost a
twenty four hour a day occupation. A night's sleep, they
reported, was no longer possible. Still they persisted, even
when the Home Care Service was withdrawn just prior to the
time they had booked to travel overseas. When the Home Care
Service was not resumed after a month's absence they began to
become desperate. Further negotiations with the service
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coordinator did not lead them anywhere, so finally, in
desperation, they demanded that Miss Price be examined,
again, this time by a psychiatrist. It was then recommended
that she be placed under continuous supervision in a nursing
home.
Still they continue to look after her there, visiting her weekly,
paying her nursing home fees and administering her accounts,
keeping her flat clean in case she comes home, and feeding her
cat.
Typically, the onset of health problems affecting the user were cited by caregivers as
the event which triggered the change in what had already been a close personal
relationship. Almost 40 per cent of the caregivers mentioned the onset of an illness
as the immediate reason for them taking on the extra responsibility of caring.
Approximately a quarter of the caregivers indicated that a more gradual deterioration
of the participant's capabilities had been the reason for their adoption of the caring
role. Other reasons listed included operations, accidents and the death of the
participant's spouse who had previously provided support.
While the relationship between caregiver and participant appeared in general to be
one which was freely entered into and was seen as mutually beneficial, it would be
wrong to romanticise it. What commences as an extension of a long term personal
relationship can easily become a demand which exceeds the capacity of the caregiver
to sustain. It is, for this reason, important to consider what caregivers actually did
for the users, how this changed through time, and what the impact has been on their
lives. This is one of the topics discussed in the next section which focuses on the
significance of formal and informal assistance provided to users at home.

6 Forms of Assistance and Their
Outcomes for Users and
Caregivers
This section is concerned with the assistance provided by both community services
and caregivers to users, and with the outcomes of that support.
It is apparent that most users relied on assistance provided by informal caregivers
and in proportion made relatively little use of formal services. For this reason it was
not surprising that the limited availability of informal care for some users was one of
the main reasons for their subsequent admission to residential care. Yet although it
is clear that most users had become accustomed to a fairly frugal and uneventful life
at home for which considerable effort from close family members and others was
required, it was nonetheless clear that most users wished to remain there as long as
possible. For most people the home was regarded as the natural and the preferred
place to live, the place in which they could best remain independent. This
association between the meaning of the home, as a setting in which they could
remain in control and as a symbol of independence, appears to be have been
expressed in their continued autonomy while they remained at home.
In the first part of this section an examination of the use of community support

services is presented which highlights the relatively low use of formal services by
most users. This covers several different aspects of the use of services: the extent of
their use; variations in the pattern of their use by users with different characteristics;
a consideration of the degree to which the services provided meet the need for
assistance; and discussion of the relative importance of supply and demand factors in
explaining their use. The second part of this section concerns the assistance
provided by caregivers. The amount and type of informal assistance available in the
home is discussed, and changes through time for each of the separate groups of users
are examined. The impact of providing care on the caregivers themselves is also
discussed. Some of the outcomes of community support for the users are examined
in the fmal two parts of this section.
As discussed in the previous section, most of those at home reported a need for
various kinds of assistance. Almost all users required regular help with simple
domestic support activities such as cleaning, as well as for those matters, such as
shopping, which could not be done at home. A considerable proportion of users also
reported that they needed help with more basic persoanl care activities such as
bathing and dressing, and a small number were unable to move around the home on
their own. Given this profile of dependency in the home, one of the most striking
features of the research to date has been the relatively low use of formal services in
the home. The picture that appears to be emerging is one in which users adjusted to
circumstances at home through a mixture of self reliance and dependence on
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infonnal caregivers, with some assistance from fonnal services. When the need for
assistance increased significantly admission to nursing homes or hostel was sought.

6.1 The Use of Formal Services at Home
Considering the disability profile of the sample and the association between the
cohort members and the Assessment Team, the fact that few people reported an
intensive use of community support services in the first round of interviews was an
unexpected result. Equally if not more SUlpriSing was the finding that service use
amongst those who remained at home did not appear to increase markedly between
the first and second rounds of interviews.
As shown in Table 6.1, the source of fonnal assistance most frequently reported by
users and their caregivers, the Home Care Service of New South Wales (Home
Care), was used by less than half the members of the sample. At the time of the first
round of interviews, 26 people reported receiving assistance from Home Care. Eight
months later, by the time of second round of the study, this number had been
reduced to 19, approximately the same proportion of the cohort remaining at home
as had been found in the first round. Assistance provided by Home Care agencies
included cleaning, other housework, in-home respite and personal care services such
as bathing and dressing for people who do not require medical or nursing attention.
The next most commonly used service, home nursing, was used by less than one
person in five of the total. Interestingly there was a slight increase in the numbers of
people receiving home nursing in the second round of the study compared to the
first. The use of Meals on Wheels and day care services also increased slightly over
this period, with the proportion of those at home receiving assistance from these
services rising from less than ten percent to approximately 13 per cent of those
remaining at home.
A second notable feature of the use of services by users is the wide range of services
used, reflecting the complexity of the patterns of service use entered into by
individual users. Altogether, seven different types of direct service provision
supported by the HACC program were reported. Because there are three different
municipalities in the locality, over 20 different agencies were responsible for the
provision of these core HACC services, a matter discussed in the following section
of this report. In addition there were two fonns of indirect service provision,
ongoing monitoring provided by the Assessment and Rehabilitation Team and
service brokerage by the Community Options Service.
The use of 19 other types of service was also recorded. Most of these were private
services, contracted by the users or their caregivers. To those reported here must
also be added the use of medical assistance provided by general practitioners,
medical specialists and hospitals. The use of both private services and medical
assistance unfortunately remains outside the scope of this report.
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Table 6.1: Current Receipt of Community Support Services by Users at Home(a)

Stage I

8 months
No.=60
Service Type

No.

%

26

43

7

13
8
7
7

Stage IT
16 months
No.=45
No.
%

Change
in use
Stage I-IT
%

HAAC Services
Home Care
Home Nursing
Meals on Wheels
Day Care
Community Shopping
In home respite
Other respite

5
4
4
3
2

5
3

a)

b)

6
6
4
1

2
4

+5
+5
+6
+2
-3
+2

2
17

Other Services

Notes:

-1

18
13
13
9

4

Community Options(b)
Assessment Team

Guardianship Board
PADPScheme
Podiatry
Community Health Centre
Community Aid and Info.
Community transport
Royal Blind Society
Hydrotherapy/other outpatient care
Italian Welfare (COASIT)
Dental Clinic
Colostomy Association
Legacy
Vital Call (alarm system)
Library Service
Private gardener
Private housecleaner
Private hairdresser
Private physiotherapy
Private oxygen cylinders

42

19
8

1

2

o
7
9

1

2

2

3

4

7

4
2
2
1
1
1

1
1
1

3
1
2
1

1
1
1

9
38

o

16

20
9
4
4
2
2
2
2
2
2
7
2
4
2
2
2
2

These figures refer to services the users reported as being received at the time of
the interview, or, when applicable, in the period immediately prior to their
admission to nursing homes or hospitals.
Details on the use of assistance provided by the Community Options Service,
the Assessment Team and services not provided by HACC funded agencies
were not collected systematically during the first round of the study and have
therefore not been included in this table.
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The complexity of the service provision arrangements and the low rate of service
usage is also evident in the measure of the total number of services used by each
individual user, presented in Table 6.2. This measure provides a simple count of the
number of core community support services used by each individual, the services
included in this measure are: Home Care, day care, home nursing, Meals on Wheels
and respite care, both 'in-home' respite and 'residential' respite provided in a nursing
home or similar setting. In both Stage I and Stage II of the study, 40 per cent of all
users at home reported that they did not receive help from any of the services
included in the measure. Interestingly, while the largest group amongst the
remainder received only one service, only a small number of individuals actually
reported receiving assistance from three or four of the services. There was also an
significant trend for an increasing number of users in the second stage of the study to
receive assistance from services, a feature not readily apparent in the statistics
presented above in Table 6.1.
With a few exceptions, the main HACC services were only used at a low level of
intensity. As Table 6.3 shows, even at the time of the second round of the study,
only a very small proportion of the users received assistance on a daily basis from
any of the most frequently used HACC services. In general, these services were not
used by the users more than once or twice a week, and commonly were used much
less frequently.

Service Use by the Different Client Groups
The use of services depends in part on both the domestic circumstances and the type
of disability of users. Considerable variation in the use of different service types by
users with different characteristics can be seen in the figures presented in Table 6.4.
Although relatively extensive use was made of certain services by some users, these
same services were not used by any of the users with particular characteristics.
Use of the Community Shopping Service was perhaps the most striking example of
this phenomenon. This service seems to have been almost exclusively received by
users with physical problems, living on their own. No use of the shopping service
was recorded by people with cognitivelbehavioural conditions during either stage of
the fieldwork, while only one person with a physical disability living with others
used the service during this time.
In the case of Community Shopping it is not difficult to suggest explanations for the
pattern of service use observed. The service, provided once a fortnight, involves a
small bus collecting clients and taking them to a local shopping centre where they
walk through the isles of a supermarket, assisted by volunteers, selecting their
purchases for the following fortnight. The service is, therefore, well tailored to those
who are able to plan their shopping and cooking well ahead of time and are either
housebound or restricted in their mobility outside the home. Those who have a coresidential caregiver or even a non-residential caregiver able to assist with shopping
on a regular basis would be likely to find little of benefit in such assistance.
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Table 6.2: Total Number of Home and Community Care Services Used by Individual Users

Number of users
Number of HACC Services
Currently Used

No.

%

No.

%

No services
1 service
2 services
3 services
4 services

24
26
6
3
1

40
43
10
5
2

18
13
10
3
1

40
29
22
7
2

All users

60

100

45

100

Notes:

Stage I

Stage IT

As for Table 6.1.

Table 6.3: Frequency of Use of Main Home and Community Support Services: Stage IT

Number of Visits per Fortnight
Name of
Service
Type

Daily+

Weekly

10+

6-9

3-5

2

1

Home Care
Number
% all users
% Home Care users

1
2
5

3
7
15

1
2
5

7
16
35

7
16
35

Home Nursing
Number
% all users
% Home Nursing users

2
4
17

3
7
25

3
7
25

3
7
25

Meals on Wheels (MoW)
Number
% all users
% MoW users

6
13
100

Day Care
Number
% all users
% Day Care users
Community Shopping
Number
% all users
% Corn. Shopping users

Less than
No
once a
Visits
fortnight Recorded

1
2
5

25
56

1
2
8

33
73

39
87

3
7
43

4
9
57

38
84

4
9
100

41
91
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Table 6.4: Use of Main HACC Services by Different Users: Stage I and Stage II

Type of Service Used
Per cent of each group using service
Home
Care

Home
Nursing

Meals on
Wheels

9
4

22
25

0
0

22
0

20

50
53

30
29

10

55
55

9

9

11

Physical
Stage I
Stage II

20
15

40
27

30
33

0
7

All Users
Stage I
Stage II

60
45

43

12
27

8
13

Major
variables

No. of users

Living alone
Cognitive/Behavioural
Stage I
Stage II
Physical
Stage I
Stage II

17

Living with others
Cognitive/Behavioural
Stage I
Stage II

Notes:

a)
b)

11

44

Day Community Respite
Care Shopping Ca) Cb)

25

0
0

0
0

0
0

0
0

15
18

0
0

5
0

9

9

11

11

0
0

9
0

11

5
7

10

33

7

5
7

7
16

7
9

5
2

3
4

18

11

10

0

in-home respite;
respite provided in residential care facilities or hospital.

Percentages rounded to nearest whole number.

Similarly, users with problems associated with cognitive or behavioural conditions
would be unlikely to be able to undertake the planning required or to be able to
participate in the shopping activities. These considerations have quite possibly
influenced referrals both indirectly, through their impact on the demand for
assistance by potential users and as a result of referrals to the service by health
professionals, as well as directly, through the selection process that occurs when
limited vacancies in the shopping service are being allocated by the service's coordinators.
A similar although not identical pattern is apparent in the use of home nursing
services. During the first stage of the fieldwork only one person out of 20 with a
cognitive or behavioural problem made use of home nursing services. By the time
of the second stage of the study one additional person, a woman living on her own,
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was being assisted on a regular basis, bringing the number of those with cognitive
behavioural problems assisted by home nursing to two out of the total of thirteen
remaining in their home. In contrast, almost one person in three of those with
physical problems received assistance from a home nursing service in both the first
and second stages of the fieldwork. The proportion of people with a physical
condition living on their own receiving nursing assistance was almost identical to
that of those living with others. In this instance it appears that the use of home
nursing was closely associated with the type of disabling condition affecting the
users, and is not greatly affected by the presence of a co-residential caregiver. Home
nursing was possibly functioning in this way as a source of expert clinical assistance
for people with chronic physical illness. Ongoing supervision and the time
consuming assistance those with cognitive or behavioural conditions typically
required was not, in general, made available by home nursing services under the
HACC program. This was a direct consequence of the organisational and funding
arrangements discussed in the following section of this report.
Other services were also used selectively by the different client groups, as is evident
in the data presented in Table 6.4. A general condition of eligibility for Meals on
Wheels, for example, is that the recipient live on his or her own. As a result,
virtually all users who received Meals on Wheels lived on their own.
There were only two exceptions to this. The first, a woman with dementia living
with her husband, received Meals on Wheels as her husband was unable to cook and,
indeed, was himself in need of considerable medical attention. The second involved
a recently widowed man with physical problems who began to receive Meals on
Wheels after the death of his wife. In his case, although still classified as living with
others, he was effectively living alone at the time he received assistance.
For Meals on Wheels, it therefore appears that eligibility criteria directly affected the
allocation of assistance, effectively constraining the use of the service by individuals
living with or near caregivers. At the same time, it could be hypothesised, the form
of service delivery may also have served to limit the usefulness of the service to
those people with cognitive or behavioural problems living on their own, as these
people also required a considerable amount of daily supervision to enable them to
remain at home. It would be interesting to see whether a more intensive form of
meal provision, in which a formal service worker was paid to prepare a meal with
confused clients living on their own, would result in a more effective take up of the
service by such clients.
Day care, respite care and assistance provided by the Home Care Service, like the
other types of service discussed above, were also used at different rates by users with
different characteristics. In-home respite, almost by definition, is only likely to be
used by people living with co-residential caregivers. Similarly, day care was not
reported as having been used by any person with a physical condition living on their
own, during either stage of the research.
In the case of Home Care the type and extent of differences in use are not
immediately apparent in the statistics presented in Table 6.4. More detailed
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information collected during the two stages of the fieldwork, however, has shown
that there was a considerable variation in the type and amount of assistance provided
users with different characteristics. For example users living on the own were more
likely to receive a fortnightly visit of one to two hours to assist with cleaning, than
were users living with others. For users with cognitive behavioural problems living
with others, Home Care visits tended to be far more frequent, two or three times a
week, and were often concerned with personal care activities such as showering and
dressing.

The Need for Help from Services
Having examined the use of formal community support services by users remaining
at home, it is appropriate to turn to a consideration of the extent to which the formal
services provided met the needs of users. The approach we have used in this study,
following Dooghe, Vanden Boer and Vanderleyden (1988), has been to compare the
ability of users to perform a particular activity of daily living (ADL) with the source
of any assistance received by the user for that activity.
When enquiring about the user's level of disability we asked them, together with
their caregivers, a series of questions such as the following:

Do you have any difficulty dressing yourself each day (or
'walking at home' or 'bathing' etc)? If so, how much help do
you need? Who is it who provides this help?
The answers to these questions, from the second stage of the study, have been coded
and cross-tabulated and the results for four selected activities - bathing, dressing,
cooking and shopping - each of which was discussed briefly in the previous section
are, presented in Table 6.5. Our analysis of this question remains tentative at present
and is limited to data obtained in the second stage of the study.
Two particularly interesting features emerge from Table 6.5. The first, reflecting the
relative importance placed on personal care by services such as Home Care and
home nursing, is that formal services provided a proportionally greater coverage of
the needs for personal care activities than was the case for the more general domestic
support.
A second significant feature concerns the relative importance of services for users
with different characteristics. A greater proportion of highly disabled users with
physical problems living alone received assistance with each of the four activities
during the second stage of the study than was the case for users with other
characteristics. In contrast, none of the users with cognitive behavioural problems
living alone received help from services for any of the activities listed.
The available evidence, therefore, suggests that services were not being provided
unnecessarily to people who did not need them. They were, in general, well directed
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Table 6.5: Level of Disability and the Source of Assistance: Stage II

Users level of need
Type of
Activity
Major variables

Low High
Disab. Disab.
No.
No.

Source of assistance
Carer Service
A
B
No.
No.

Both
C
No.

% High Disab.
Receiving
Service~

(B+C) % a)

Bathing: all users
Cog/Behav living alone
Physical living alone
Cog/Behav with others
Physical with others

27
4
12
3

18

8

8

2

56

0

0

0

5
7

4
3
1

0
80
66

8

1
2
5

0
0

Dressing: all users
Cog/Behav living alone
Physical living alone
Cog/Behav with others
Physical with others

32
4
15
2
11

13

7
0
0
4

3
0
2
2
0

Cooking: all users
Cog/Behav living alone
Physical living alone
Cog/Behav with others
Physical with others

19

26
1
7
9
9

18
1

3
8

4
1

7

0

Shopping: all users
Cog/Behav living alone
Physical living alone
Cog/Behav with others
Physical with others

4
1
2
1
0

41
3
15

33

4
0
3

Notes:

a)

3
10
0

6

6

0
2
7
4

3

3
11

8

6

15

14

All
Users
No.

29

45
4
17
9
15

3
0
0
1
1

46
0
100
43
25

45
4
17
9
15

6

2

31

0

0
0

0

0
0

1
1

0
2

57
11
22

45
4
17
9
15

4
0
1
2
1

20
0
27
25
7

45
4
17
9
15

Per cent of all high need users receiving services, calculated as
loo(A+B)/(A+B+C).

to those who needed assistance. However only a portion all users with a high level
of need received assistance. In short, the analysis to date appears to indicate that
only a portion of all those in need of assistance actually received help from services.
The majority of users who remained at home until the second stage of the study
relied instead on assistance provided by caregivers, albeit in some cases,
supplemented by assistance from formal services.

The Demand for Community Support Services
It is not clear exactly what underlay the apparently low utilisation rates for
community support services evident in the information presented so far in this
section. Both demand and supply factors appear to be involved.
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The attitude of many of the users towards seeking help from community services
often appeared to be one which mixed pride and independence with hostility to the
receipt of charity. In many ways the attitude towards receiving community services
seemed similar to the attitude of hostility users displayed towards using nursing
homes and hostel type accommodation, discussed later in this section. Whatever the
underlying cause, users were typically reluctant to ask for formal assistance from
either voluntary or government agencies, especially those with which they were not
personally familiar. Often they expressed this as a belief in their personal ability to
continue to be self-reliant and to get by without help. For those unable to remain
self reliant, a preference for assistance from family or friends was often made clear.
This aspect of the demand for services is one which has emerged during the first two
stages of the research and will receive closer attention in later stages of the study.
Several users also told us of specific requests for assistance which were only partly
met. For example one man with physical problems, living on his own, reported
during the first round of the study that he was finding it increasingly difficult to
shower himself without help. By the time of the second round of fieldwork he was
receiving assistance with bathing from a home nursing service twice a week.
Although he would have preferred to be helped daily, or even several times a week,
he accepted that this was not possible for the nursing service to arrange and he
therefore avoided displaying ingratitude by complaining or trying to ask for help
elsewhere. Similar stories were told by other users about other services.
Users also spoke of their belief that services were already fully stretched, making it
unrealistic to ask for more help. The expressed demand for formal services may,
therefore, be constrained by beliefs about its limited supply. The information
obtained during the first two rounds of this study, however, remains inconclusive
and suggests that further research specifically concerned with factors affecting the
use of community support services is needed.
The preliminary results concerning the use of services by users presented in this
section suggest, nonetheless, that only a small proportion of the direct costs of
supporting the users of this study in their home have been borne by the HACC
Program. In addition to the formal costs associated with the provision of services,
community support relies to a considerable extent on informal assistance not
included in the HACC program. In the next part of this section we therefore turn to
examine the provision of assistance by caregivers in greater detail.

6.2 Assistance Provided by Caregivers
The evidence of service use presented above tends to highlight the importance of
assistance provided informally by caregivers to most of the users in the study. The
type and extent of the help given, however, varied considerably, as shown by some
of the answers to the question of what they, as caregivers, did for the participant each
day:
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... very little. Buy the heavy groceries. It's company that she
wants.
... get his breakfast, check on him in the shower, rub his feet
and legs, make all his meals, make his bed, all his washing,
help dress him and put drops in his eyes at night.
I visit her every day, and she rings me at home, always at 8.30
in the morning then generally two or three times later in the
day. Any shopping we do together and otherwise I just try to
keep an eye on things.
I do everything for him except he does his own toilet.
Types of Informal Assistance Provided by First Caregivers
A statistical overview of the type and frequency of assistance provided by the first
caregivers of the users up to the time of the first interviews after eight months is
presented in Table 6.6.
Household help was reported as the type of assistance most commonly provided by
the first caregiver or supporter. Approximately three quarters of all users were
recorded as receiving assistance from caregivers with such tasks as shopping,
cleaning or cooking. One quarter of the cohort received such help at least once a
week. Over half the users were helped daily (22 per cent of the sample) or on a
continuous and ongoing basis (26.7 per cent). Assistance with transport, banking,
organising appointments and so forth, tasks necessary to permit a person to
participate socially in life outside the home at least once a week, was reported by just
over half of the sample, while for another ten per cent such assistance was available
whenever necessary. Personal care provided by the main caregiver on either a daily
or continual basis was received by one quarter of the sample, with just over a third
receiving it at least weekly.
It should be borne in mind that these results tend to somewhat understate the extent
of informal support provided at the time of the first round because they record only
the practical assistance provided by the first caregiver, as reported for a discrete
number of activities. Information on the assistance provided by a second caregiver
and others in the informal support network of the users is not included.
Just as the need for assistance varied between individual users, so did the form of
assistance provided by caregivers differ. Users most likely to receive regular
assistance with personal care lived with their caregivers, who were generally their
spouse. All the wives in the study and four of the six husbands interviewed during
both the first and second stages of the fieldwork provided assistance of this kind, as
did many other co-residential caregivers. Caregivers who lived elsewhere, however,
were likely to assist in other ways, such as with cooking and cleaning, and most
notably, shopping and providing transport.
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Table 6.6: Assistance Received by Users from First Caregiver: Stage I

Frequency of Infonnal Assistance
Daily or
Continuous

Type of
Assistance
Personal care(c)
Household help(d)
Social participatiome)
House and garden
Notes:

a)
b)
c)
d)
e)
f)

15
29
18

Weekly(a)

Total
Number(b)

Total
Per cent

4

19

31.7

15
17
20

44

73.4

35
26

58.3
43.3

Weekly includes here any regular, reliable commitment to undertake such work.
The total number includes 6 main caregivers who provide such help 'when
necessary'.
Personal care includes assistance with bathing, dressing, eating, walking in the
home, transferring to or from chairs or bed, help with use of toilet or with
problems of incontinence.
Household help includes cooking, shopping, cleaning and laundry.
Social participation includes assistance with transport, finances and
appointments
House and garden includes gardening, odd jobs in the home, and so forth.

Variations in Caregiving
A good idea of both the variety in the kind of care received by users with different
characteristics and of changes in the pattern of caregiving through time can be
gained from the figures presented in Table 6.7.
As could be expected, there was a close association between the type of assistance
provided by caregivers and the domestic circumstances of users. A relatively high
proportion of users with co-residential caregivers reported during the first stage of
the fieldwork that they received assistance with personal care activities at least once
a day from their main caregiver, as can be seen in Table 6.7. By the second stage of
the fieldwork this proportion had in fact risen, so that two out of every three users
living with others were receiving personal care each day. In contrast, no caregiver
provided personal care daily or even weekly to those who lived alone during the first
stage of the fieldwork. During the second stage only one person out of a total of 21
who were living alone was recorded as regularly receiving assistance with personal
care.
A similar pattern of assistance was evident for the provision of household help. A
considerably higher proportion of users living with others received assistance with
such activities as cooking and cleaning than was the case for users living on their
own. It was noticeable, however, that a far higher proportion of users living on their
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Table 6.7: Changes in Care Received by Users from First Caregivers: Stage I and Stage IT

Number of users
Stage I
Type of Care
Client group

No.
No
Users Daily Weekly Irreg. Carer

Personal care: all users
Cog/Behav living alone
Physical living alone
Cog/Behav with others
Physical with others

60
9
20
11
20

15

4

3

0
0
6
9

0
2
0
2

0
0
3
0

Household help: all
Cog/Behav living alone
Physical living alone
Cog/Behav with others
Physical with others

60

29

15

2

9
20
11
20

2
2
11
14

3
8
0
4

0
1
0
1

Social participation(a): all
Cog/Beh3v living alone
Physical living alone
Cog/Behav with others
Physical with others

60
9
20

n.3.

41

n.a

House and gardeo(a): all
Cog/Behav living alone
Physical living alone
Cog/Behav with others
Physical with others

60
9
20
11
20

Notes:

4
10
11
16

11
20
n.a.

24
2
5
5
12

n.a.

Stage II
No.
No
Users Daily Weekly Irreg. Carer

11
4
7
0
0

45

17

0

1

6

4
17
9
15

1
0
8
8

0
0
0
0

0
0
0
1

1
5
0
0

11
4
7
0
0

45

20

13

1

6

4
17
9
15

1
1
7
11

2
7
1
3

0
0
1
0

1
5
0
0

11
4
7
0
0

45

n.a.

35

n.a.

6

11
4
7
0
0

45

4
17
9
15
4
17
9
15

3
10
8
14
o.a.

18
1
3
3
11

1
5
0
0

16

6
1
5
0
0

As for Table 6.6.
a)
Assistance with 'social participation' and 'house and garden' has been listed as
simply 'available' or 'not available'.

own received some household help from their primary caregivers than was the case
for personal care. Assistance with household activities, however, was provided on a
daily basis to only a very small number of individuals. Clearly, the frequency as
well as the type of informal help provided to people living on their own differs
considerably from that received by people living with their main caregiver.
Although still considerable, the differences between users living on their own and
those living with others were less marked in the areas of assistance with social
participation and the upkeep of house and garden. Nevertheless even in these
matters, users living with others were more likely to be assisted on a regular basis
than those living on their own.
A second and closely related point of interest evident from Table 6.7 is the relatively
weak association between the nature of the disability affecting users and the type and
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intensity of assistance provided by caregivers. Although the specific fonns of
medical care required by those suffering physical conditions and those affected by
cognitive or behavioural conditions differed, the similarity in the pattern of personal
and domestic assistance received by users in similar domestic circumstances
transcended these differences. Clearly the type of disability affecting users was of
lesser significance than their residence and the availability of co-residential support
when it came to the provision of non-technical and unspecialised fonns of domestic
assistance provided by caregivers.
A third feature of the assistance provided by the main caregivers which can be seen
in Table 6.7 concerns the changes in the type and intensity of care through time.
During the second stage of the fieldwork a higher proportion of all users remaining
at home reported that they received informal assistance from caregivers in matters
classified as personal care than had been the case eight months earlier. Fifteen
people, or a quarter of the entire cohort, received such assistance on a daily or
continual basis during the first stage. By the time of the second stage the number of
people assisted daily with personal care had grown to 17 or over 37 per cent of the
45 people remaining at home.
This modest trend towards the intensification of caregiving over the first 16 months
of the study contrasts with the pattern of stability evident in the provision of fonnal
services discussed earlier in this section. In part the trend can be attributed to the
increased needs of some of the users. In addition, it is also apparent that certain
users were unable to remain at home when their need for assistance increased. This
process has tended to reduce both the number of users remaining in their homes
without caregivers as well as the numbers of those who required assistance with
personal care which their caregivers were not able to provide. As a result, users who
actually received assistance with personal care came to represent an increasing
proportion of those who remained at home.
The Amount of Informal Help Provided
The figures presented in this section so far provide a useful indication of the kinds
of help provided to the users by different caregivers. An attempt has also been made
to establish the total amount of help provided by caregivers, but has proved more
difficult to record. Users and caregivers were asked to estimate both the total
amount of time they spent together each week and the amount of that time that the
caregiver provided actual physical assistance. While many people were able to come
up with a figure they felt was reasonably accurate, others were unable to provide
such an estimate, and the issue was not pressed further. Although only very crude
measures, Table 6.8 presents the infonnation from the replies to these questions in
Stages I and 11 of the study.
In the first stage of the study, time spent helping the user (i.e. providing physical

assistance) took up more than twenty hours every week for well over half the group
on whom we have information. Approximately one in four caregivers was more or
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Table 6.8: Time Spent by First Caregiver Providing Support to Users: Stage I and Stage n

Stage I
n=37
Time per week
None
Less than 2 hours
2<6 hours
6<10 hours
10<20 hours
20<30 hours
30<50 hours
50<80 hours
80<120 hours
120 hours +
All Responses

Time spent
with user
%
No.

1
4
5
3
8

16

0
3
11

14
8
22
0
0
0
43

Time spent
helping user
No.
%
1
3
7
4
1
11

1
9

3
8
19
11

3
30
0
0
3
24

Stage 11
n=32
Time spent
Time spent
with user
helping user
No.
%
No.
%

4
2
2
2
2
3
5
12

0
0
13
6
6
6
6
9
16
38

2
11

6
6
5
2

0
6
34
19
19
16
6
0
0
0

37

101

37

101

32

100

32

100

13
24

35
65

16
21

43
57

8
42'

25
75

25
7

68
22

Summary
0<20 hours
20 hours or more

Note: Percentages have been rounded to nearest whole number.

less constantly occupied providing assistance with one or other of the tasks required
to support the participant at home at this time. Eight months later, at the time of the
second stage of the study, the proportion of caregivers who reported spending 20
hours a week or more providing practical help had decreased significantly, to less
than a quarter of those on whom we have information. No caregiver reported in the
second stage that they provided assistance constantly.
The amount of time spent by caregivers providing hands on assistance, however, was
only part of the story. The relationship between caregiver and user commonly took
up much more time than was involved simply with the provision of physical
assistance. Virtually all caregivers spent more time with the participant than they
spent providing direct help, a feature which clearly distinguished their efforts from
that of formal services.
In the first stage of the study 65 per cent of the caregivers for whom we have this
information reported that they spent 20 hours a week or more with the users. Eight
months later this proportion had actually increased to 75 per cent. This indicates the
relative success in remaining at home of users who received frequent assistance from
their caregiver in comparison to those who spent most of the time alone.
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Such time spent together was described by one caregiver as 'keeping each other
company' and by another as 'just being there to keep an eye on things'. It was
generally an aspect of the relationship which had existed well before the user needed
assistance on account of disability or ill health which was taken for granted and in
most cases welcomed by both parties. With retired couples and households of
siblings, such a prolonged period of shared companionship had in fact generally
been expected, but for other caregivers this was not always the case.
So that her mother could be looked after on a daily basis,
Barbara organised for her mother to move in with her about
seven years ago. No community services are currently
received, although Barbara estimates that she currently spends
as many as five hours a day providing direct, hands on, help, to
her mother who suffers a difficult-to-treat form of behavioural
disturbance. The help provided, she pointed out, includes
much time doing things like cooking, washing, cleaning and
shopping that she would have done for herself anyway, even
without her mother.
'Because I've got a bad back after a car accident, its very
painful when she leans on me. Apart from that, the hands on
help really is the easy part', Barbara said. 'What I fmd much
more gruelling is·the fact that I have to be there nearly all the
time every day.... she can be so demanding. I'm really the only
one she trusts except perhaps Doreen (a family friend). She
won't go to a day centre or anything and refuses to be helped by
anyone else'.
For the last ten years Barbara, a widow and single mother, has
had to make do with the income provided by a social security
pension. She would like to return to work, something she first
gave up over twenty years ago when her daughter was born, but
has chosen to stay at home 'because someone needs to look
after Mum. I don't think its right she be put away in an
institution until she dies', said Barbara. As a result she lives
frugally with her mother, with little or no chance of providing
for her own old age.
Barbara's case was not unique. Other caregivers, including many who did not live
with the user, also pointed out the importance placed on 'just being there'. Even
those who were employed tended to place as much emphasis on such aspects of their
relationship as providing companionship, giving advice, and organising and planning
events, as on the physical effort, as it were, of actually doing the work associated
with maintaining someone in their own home. This aspect of informal care might be
broadly described as companionship, supervision, and co-ordination.
Such
assistance often seemed to alleviate the use of formal services, as it did in the case of
Barbara and her mother.
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Table 6.9: The Disability and Domestic Circumstances of Users and the Amount of Time
Spent by First Caregiver Providing Support: Stage I and Stage IT

Stage I
n=37
Time per week

Time spent
with user
%
No.

Living Alone
CognitivelBehavioural 3
0<20 hours
2
20 hours or more
1
Physical
0<20 hours
20 hours or more

3
2
1

100

1

100

1

100

67
33

67
33

0
1

0
100

1
0

100
0

10

100

10

100

10

100
0

8
8
0

100

90
10

8
5
3

100

9
1

100

9
0
9

100

11
89

9
6
3

100

0
100

9
1
8

100

0
100

15

100

15

100

14

100

14

100

2
13

13
87

3
12

20
80

2
12

14
86

10
4

71
29

Living With Others
Cognitive/Behavioural 9
0<20 hours
0
20 hours or more
9
Physical
0<20 hours
20 hours or more

Time spent
helping user
No.
%

Stage 11
n=32
Time spent
Time spent
with user
helping user
%
No.
No.
%

100

0

63
27

100
0

67
33

Note: Percentages have been rounded to nearest whole number.

In terms of both the time spent with the user and time spent helping the user, there
was a considerable difference in the amount of time spent by caregivers with users
who lived alone and those who lived with others, as the figures presented in Table
6.9 show.

Residential and Non-residential Caregiving and the Use of Formal Services
However caregiving, especially by a non-residential caregiver, was also frequently
associated with the use of formal support services. Informal caregivers in fact
tended to provide a means of accessing such services and often appeared better
informed and more motivated to try to do something about the problems being
experienced than did the users.
As one of the users explained:
Oh its my daughter who organises all that sort of thing. If it
wasn't for her I wouldn't be getting the help from Home Care
once a fortnight or be able to go out with the Community
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Shopping bus.... She's a real worry wart, I call her. She rings
me every day, or comes around here in the car, and every
weekend I go over to her place. She wants me to go into a
home when she goes on holidays, too, but I won't. I refused to
go, so she's organised Meals on Wheels for that time, even
though I can look after myself quite well. At least she'l1 know
there's someone popping in every day to see if I'm still alive,
she said.
The importance of the activities of the caregiver was also illustrated by their answers
in the first stage of the study to the question 'ffyou were not available, what changes
do you think would be required in the services to assist the service user to remain at
home?'. Under these circumstances seven of the forty nine caregivers who
answered, indicated that it would not be possible for the participant to remain at
home. Almost half thought that a nursing home would be a likely alternative.
Another five thought that if they were not available the user would need to have
access to 24 hour a day support, such as general housekeeping and/or nursing.
If I wasn't here he would need someone at night to stay,

someone to cook his meals, put on his dressing, prepare his
medication.... to supervise him.
Another said
He would need someone special to back him up at a moments
notice' if I wasn't here. Otherwise he just wouldn't be able to
stay here.
A further eleven caregivers thought that if they were not available to provide
support, more services would be needed by the user, particularly domestic help,
shopping, transport and general support in the sorts of little things that just keep life
going. Most qualified their answer to the question by saying that if they were not
available someone else would be needed to take over their tasks. Only two
caregivers thought that no changes would be necessary if they were not there to help
look after the participant.
At the moment she can still cook, so she could survive without
me at present.
It is important in this context to consider also the contribution of formal services in
helping caregivers maintain users in their home. In the first stage of the study only
three caregivers stated that they would not be able to manage without assistance
from formal services, although a large minority indicated that ongoing assistance
from formal services had been a significant help. A total of 20 caregivers (41 per
cent of the total) reported that they found assistance provided by services important
in maintaining the participant at home, while three others thought it was somewhat
important. Only one caregiver thought that services were not at all important in the
maintenance of the user in hislher home. There were however, 18 caregivers, or
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approximately 37 per cent of the total, who could not answer this question because
they managed at home without any ongoing assistance from services. In the
remainder of cases the formal services received were welcomed but not seen as
crucial.
In Stage II of the interviews the general disposition of caregivers to welcome
assistance from community services was again evident. Nevertheless, although
caregivers expressed a positive attitude toward community services the family was
still preferred as the first option for assistance. Users and caregivers were each
asked the question:

If (you/name of dependant) needed ongoing help (say with
personal care or housekeeping) would you prefer (dependant)
to be helped by family, friends, neighbours or by community
services such as Meals on Wheels, Home Care or Home
Nursing?
Just over half the caregivers indicated that they preferred help to be provided by a
family member. Only one caregiver indicated that she felt friends and neighbours
were the most appropriate source. A sizeable minority, approximately one third of
caregivers, however, expressed a preference for community services over family or
friends and neighbours. This preference often contrasted with a low level of reliance
by the user on formal services in real life. Such apparently contradictory behaviour
seemed in some cases to reflect a view that additional help from services was not
available, while for others it represented a conflict in views between the user, who
sought informal assistance from those they trusted, and the caregiver. In a few
instances, it seemed that caregivers who stated they preferred assistance to be
provided by formal services were attempting to answer what they believed to be an
abstract question, quite distinct from their own circumstances in which they provided
assistance which was well within their own capacity.

6.3 The Effects on Caregivers
One of the most important aspects of the study is to investigate the impact on
caregivers of providing ongoing support for a person who is highly dependent.
Here we report on the caregivers' self-assessments of the situation.
The effect of providing care is a sensitive issue. It is a difficult matter to ask about,
particularly in the presence of users, and often a difficult matter for caregivers to
discuss. Certain questions designed to determine the effects of providing care on the
caregiver were generally not asked when the person being cared for was present, so
that often the data obtained on this topic refers to only a select portion of the sample.
Given the ages of many of the caregivers involved, it was also not surprising that
many pointed out that they were suffering from some debilitating condition. Trying,
under these conditions, to understand whether the duties of caregivers have affected
their well-being, and to untangle the effects of caregiving from those of age and of
pre-exisiting medical conditions has proved difficult.
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The responsibilities of caring can effect the caregiver in a variety of ways, ranging
from positive to negative, as is evidenced by the different answers given by the
caregivers.
Need to be here all the time, so I can't go out, some of my
friendships have dropped and you can't do the things that you
want to.
I think it's a bit of interest...to walk over and do something for

him.
It's a lot to handle on my own with all the other pressures. You
learn a lot about old age and I worry about what will happen to
me.
Made me stop and think about the future.
Effect? None. I fit it in accordingly.
Effect? No, I don't think so. We're both in our 70s and you
anticipate looking after each other.
In the first stage of the interviews the majority of caregivers indicated that they
thought that providing care had no effect on their life but almost a quarter thought
that it had a negative effect. Only one person reported that they thought that it had
had a positive effect and had enhanced their life. The majority of caregivers
indicated that caring had no effect on such aspects of their lives as their relationship
with other family members, friends and colleagues, their employment opportunities
or their social life. However approximately one third of the caregivers asked
indicated that caring had some effect on their lives in each of these areas.

When asked the same question again eight months later there was a less positive
response overall. Over half of those who answered thought that caring had a
negative effect on their lives, affecting their health or relations with other family
members, or restricting their social life or recreational opportunities. Only one
person thought that it had a positive effect.
Sometimes the impact of caring was considerable. As one caregiver, the grandson of
a man with physical problems, said during the second stage of the study:
.,. it's (caring) changed my life. Luckily my wife is very
supportive, otherwise I couldn't do it.
A non-residential caregiver, the daughter of a woman with cognitivelbehaviour
problems still living with her husband who also needed help, pointed out that even
though she was retired there was no opportunity for a break.
Yes, it certainly has changed these years of my life. I'd like to
go away a bit now, but I can't. I'd love to go to the Blue
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Mountains, I haven't been there for years, but I feel I can't. If
I'm not available I don't know what's going to happen,
especially when I'm not there. I don't get out at all, but I'm
needed here all the time.
Consistently, in both the first and second stages of the study, a significant proportion
of caregivers reported a variety of difficulties associated with their assumption of
responsibility for the ongoing provision of support. It would nevertheless be wrong
to characterise all caregivers as suffering an intolerable burden of responsibility.
When asked to describe their day during the second round of interviews, for
example, slightly more than half of the caregivers gave a clearly positive response.
Approximately a quarter of the caregivers, however, gave a negative description.
The overall quality of their daily life to which they referred in making this summary,
again appeared to reflect much more than simply the amount of time they spent
providing direct assistance to the recipient. Some of the typical descriptions of a
person's day were:
Oh, its monotonous, I'd say. Yes, boring. Boring! Write that
down.
(Coded as negative. A co-residential wife.)
My days? They're all much the same.... I don't do much at alL
Shopping, coming here, go home and watch TV. I haven't got
much to do myself.
(Coded as negative. A daughter who lives separately but
spends much of every day with her slightly confused mother.)
Satisfying.
I feel I'm achieving something every day,
especially painting.
(Coded as positive. A co-residential husband.)
I keep on the go, all right. I play tennis, do the housework, the
usual sorts of things.
(Coded as positive. A daughter who lives separately from her
widowed mother.)
Of those caregivers who found that caring had a negative effect on their life the main
reasons given were the lack of time, isolation and conflicting responsibilities. A
number of the people reported that they were adversely effected by their caregiving
in other ways and had suffered stress and deterioration in their health. This appears
particularly likely when the caring requires constant attention or heavy physical
nursing.
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Table 6.10: Self Reported Health of Caregivers

Stage IT

Stage I
No.

%

No.

%

Good
Fair
Poor

23
11
14

48
23
29

22
9
3

65
26
9

Total

48

100

34

100

The Health of Caregivers
In both stages of the interviews the majority of caregivers reported their health was
good or fair, as shown in Table 6.10. It is, nonetheless notable that there seemed to
be a marked decline in the proportion of caregivers who reported their health as poor
in the second stage of the research. This could be due to a number of factors, but
most likely was the fact that those who reported poor health in the first stage of the
study have simply not been able to continue providing support. Similarly, many of
the users requiring the most assistance in the first stage of the study were
subsequently admitted to nursing homes or hostels. Other possible explanations for
the reduced proportion of caregivers who considered themselves to be in poor health
in the second round of interviews include the passing of a crisis or illness which
affected either participant or caregiver, and the fact that the first set of interviews
were conducted in the winter months, whilst the second were in late surruner and
early autumn.

The self assessment of health has long been recognised as a legitimate and generally
accurate method for the detennination of an individual's health status (Maddox and
Douglass, 1974; LaRue et al., 1979). A useful complimentary perspective is
provided in the study by the use of the General Health Questionnaire (GHQ). The
GHQ is a standardised test for the measurement of 'non-psychotic psychological
irnpainnent', or psychological distress such as that associated with stress (Goldberg,
1972,1985; Tennant, 1977).
In the 12 question version of the test used in this study, caregivers are asked such
questions as the following:
•

Have you recently been able to enjoy your day-to-day activities?

•

Have you recently lost much sleep over worry?

•

Have you recently felt constantly under strain?
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Table 6.11: General Health Questionnaire Scores and Hours per Week Providing Physical
Support: Stage I

GHQ
Scores/12

0-4
1

1
2
3-5
6-9
10-12

2
1

Total

4

Hours per week providing physical assistance
No estimate All first
available caregivers
4-8
8-12
20-30
80+
5
1
1
1

8

1
1

2

%

2
1
1

17
10
1
6
7
4

37.8
22.2
2.2
13.3
15.6
8.9

12

45

100.0

6
1

5

5
3

1
1
1

1
2
1

10

9

Answers indicating difficulties or distress receive a score of one, and an individuals'
total GHQ score is expressed as a score out of 12. Table 6.11 presents some of the
results from Stage I of the research.
The majority of the first caregivers in Stage I scored zero or one on the 12 point
GHQ, indicating that they were not psychologically distressed. A significant
minority of caregivers, however, did report problems. Almost one quarter of the
sample indicated that they had quite extensive problems in this regard, scoring six or
more points on the 12 point scale. If a further group, those scoring two or more, are
included, as is the usual medical practice in using the GHQ to indicate possibly
undetected psychological distress (Tennant, 1977), approximately four in every ten
of the caregivers could be considered to have given some indication of mental
distress. It has recently been argued, however, that chronic illness is often associated
with a high GHQ score (Goodchild and Duncan-Jones, 1985) a factor which may
explain many, although not all of the higher scores recorded. According to this
view, a GHQ score of six or above should be regarded as an indication of a clinical
level of psychological distress, a measure which would significantly change the
interpretation of these figures. A more thorough analysis of the information
provided by caregivers in both stages of the study is needed, however, before it is
possible to discuss the association between GHQ scores, chronic illness and the
effects of caregiving more conclusively.
Certainly, as the figures presented in Table 6.11 show, it is not possible to explain all
high GHQ scores as the result of extensive efforts made providing support to the
user. One of the three caregivers with the maximum GHQ score of 10-12 for whom
we have an estimate of the time spent helping the user, for example, provided only
one or two hours a week assistance. Similarly, 11 of the 19 caregivers who had a
GHQ score of 0 or one and for whom we have estimates of time spent providing
assistance, provided 20 hours or more assistance per week. Five of the seven
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Table 6.12: General Health Questionnaire Scores for First Caregivers: Stage I and Stage IT

GHQ Scores

Lives alone
CognitivelBehavioural
Stage I
Stage 11
Physical
Stage I
Stage 11
Lives with others
Cog/Behavioural
Stage I
Stage II
Physical with others
Stage I
Stage 11
All Caregivers
Stage I
Stage 11

0

1

2

3-5

6-9

10-12

No. first
caregivers

1
2

1
0

0
0

2
1

0
0

0
0

4
3

8
5

1
3

1
0

0
2

1
0

0
0

12
10

3
3

2
0

0
2

2
1

1
2

2
0

10
8

5
9

6
0

0
3

1
0

5
0

2
1

19
13

17
16

10
3

1
5

5
2

7
2

4
1

44
29

caregivers with a GHQ score of one in fact provided help for 80 hours a week or
more. This apparent lack of association between the amount time spent by
caregivers providing assistance to the users was evident in the figures from both
stages of the study.
An alternative and in some ways more useful overview of the incidence of
psychological distress, as measured by the GHQ, and its association with caregiving
is provided by the figures presented in Table 6.12. These show that overall, 16
caregivers, or approximately 36 per cent of those for whom we have this
information, scored three or above on the GHQ in the first stage of the study. In the
second stage of the study, this proportion had been halved, so that only five people,
approximately 17 per cent of the sample, scored three or above. The figures also
show that the scores of a higher proportion of the caregivers of users living with
others indicated distress in the first stage of the study than was the case for
caregivers of users living on their own. In the second stage of the study, in contrast,
the GHQ profiles of the two groups of caregivers was similar. Like other evidence
discussed earlier, this suggests that caregivers with the most sustainable levels of
commitment were more likely to be able to continue to provide assistance than were
those whose responsibilities were less manageable.

COMMUNITY SUPPORT SERVICES AND THEIR USERS

87

6.4 Residential Outcome and the Availability of a Caregiver
Given the efforts made by informal caregivers for users who remained in their own
homes, it is reasonable to ask what it was that determined whether users were able to
remain in their own home. Did community services, even when used in only
moderate amounts, help such people remain at home? Was the presence of a
caregiver a significant factor in reducing their risk of being institutionalised? To
address such questions, we turn now to a more detailed examination of the
circumstances of those users who were admitted to residential care during either the
first or second stages of the study.
It could be argued, on the basis of the figures presented in Table 6.13, that the
availability of a caregiver was not, itself, a major factor in determining whether users
were able to remain at home. At the conclusion of the second stage of the research,
approximately 16 months after its commencement, users with a caregiver were no
more likely to be still living at home than those who had no caregiver. Indeed, the
proportion of those still at home was almost identical for those who reported having
no caregiver, those who lived together with their caregiver, and those who lived
apart from their caregiver.
This evidence would appear to demonstrate that the presence of a caregiver does not
assist in the prevention of institutionalisation. In fact, more users who identified a
non-resident caregiver were admitted to residential care than those who had no
caregiver at all. This could be interpreted as suggesting that, in some cases, a nonresident caregiver was actually one of the risk factors associated with admission to
residential care.
A more careful consideration of the available information, however, would caution
against such a conclusion. The differences between the admission rates of users are
calculated with very small numbers, and it is not possible to be confident of a direct,
statistically significant, association between the variables that is not better explained
by reference to some other variable. The most important of these appears to be the
level of disability and severity of the medical conditions suffered by users, which
varied considerably. As we have already noted, users with co-residential caregivers
tended to be more dependent and to require more assistance than others. Although
less disabled, users who lived on their own, especially those without caregivers,
were vulnerable in other ways, lacking not only a source of ongoing assistance but
also the security of someone at home to rely upon in an emergency. Those with
cognitive or behavioural problems, in particular, were also without the supervision
and guidance required to assist them perform their daily tasks. Thus, the statistics
presented in Table 6.13 do not permit firm conclusions to be drawn about whether
caregivers can prevent what the HACC Program calls 'the premature and
unnecessary institutionalisation' of people who need support to remain in their own
homes. Taken together with information presented elsewhere in this report, the
figures in fact seem to indicate that although there were some differences in the
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Table 6.13: Presence of a Caregiver and the Residential Outcome for Users: Stage IT

Residential
Outcome

Co-resident
Carer
%
No.

Non-resident
Carer
%
No.

Own home

19

65.5

13

65.0

7

63.6

39

65.0

Nursing HomelHostel

4

13.9

6

30.0

2

18.2

12

20.0

Dead

3

10.3

0.0

2

18.2

5

8.3

Other(a)

3

10.3

5.0

0.0

4

6.7

29

100.0

100.0

60

100.0

Total
Notes:

a)

20

100.0

No
Carer

All Users
%
No.

No.

11

Includes one person who moved interstate, one person undergoing inpatient
treatment for cancer, and two others admitted to hospital during the period of
the interviews.

significance of co-residential and non resident caregivers, both enabled people with
greater needs for assistance to remain in their own homes longer than those with a
similar level of disability who were without caregivers.

6.5 Leaving Home: Admissions to Residential Care
Although it is not possible at this stage to determine the causes of institutionalisation
with any certainty, it is useful to consider just how it came about that such a high
proportion of people who had chosen to remain at home came tobe admitted to long
term institutional care. The discussion, at this point, must remain somewhat
tentative as the vulnerable state of most users and caregivers at or near the time of
admission has meant that the extent and quality of information available to us varies
significantly from case to case.
From a preliminary, qualitative analysis of the information available, three clusters
of factors emerge as important for an understanding of the admissions of users to
residential care. These are:

•

The users' capacity for independence and their need for ongoing help.
This involves both aspects of their health, including their need for extensive
and ongoing medical or nursing attention, as well as the extent of their
disability and their requirements for regular assistance in the home.
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•

The availability of help in the home. This refers to both fonnal assistance
provided by community support services as well as infonnal help provided by
caregivers and members of a person's infonnal support network.

•

Accommodation factors. Accommodation factors include the cost and
suitability of the existing home, the availability of suitable residential care
places, and the user's (and caregiver's) disposition to accept residential care, a
matter in turn, clearly affected by medical and other advice.

A complex interaction of each of these different factors is evident from the
infonnation presently available, as most of those who left their homes did so for a
variety of reasons. A summary of the influence of each of these factors on a case by
case basis, is presented Table 6.14.
One common feature of all but two of the users admitted to residential care was their
need for assistance with personal care. For a number of individuals this dependence
was quite extensive, with two people requiring regular assistance for urinary
incontinence, getting in and out of bed and chairs and mobility in the home. Most
needed either daily supervision or total assistance with such matters such as dressing
and bathing. The extent of such disability alone, however, was not the sole reason
for their admission.
Often associated with and compounding the need for personal care, was the user's
need for ongoing medical treatment. Eight of the 13 users, or over 60 per cent of
those admitted to residential care, required ongoing medical management. In each of
these cases the absence of specialised medical and nursing assistance at home and
their round the clock availability in nursing homes was a major factor in the decision
to seek admission to residential care.
The absence or weakness of infonnal support at home was a second feature common
to many, although not all, of the admissions in the first and second stages of the
study. Of the 29 people living alone, nine were admitted to a nursing home or hostel
where the~ continue to live, as were two others who died shortly after their
admission. 1 ill comparison, only four of the 31 users who were living with others
were admitted to residential care in this time. Compounding the difficulties
experienced with regard to the provision of infonnal support for those admitted to
residential care was the full time employment of six of the caregivers. This
constrained the amount of assistance caregivers were able to provide and often
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This discussion and figures presented in Table 6.14 includes one case of a person admitted
to a nursing home with the deliberate intention of providing a suitably supportive residential
environment, who subsequently died after a prolonged period of residence in the nursing
home. There were, however, two other cases in which death occurred shortly after the
admission of the user to a nursing home which have not been included in the discussion. In
these cases enquiries confirmed that the admission was an attempt by authorities to ensure
that the users, who lived on their own and were without caregivers, were well cared for at
the time of their death.
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Table 6.14: Reasons for Admission of Users to Residential Care

Sex

User's
Needs
Medical Personal
Type of
Care
Reside(b~al Treatment
Necessary? Needs
Age
Care

Accommodation
Availability
Factors
of help
Relation
Service Rousing Medical
Intensitla) Problem Advice
of
Carer

Lived alone,
CognitivelBehavioural
F
N.R.
75
N.R.
F
81
N.R.
F
83
N.R.
71
F

Yes
No
No
No

Yes
Supervision
Supervision
Supervision

Nephew(e)
Daughter(e)

Physical, alone
Rostel
F
77
N.R.
F
89
N.R.
F
69
N.R.
F
86

No
Yes
Yes
Yes

No
Yes
Yes
No

Lived with others,
Cognitive/Behavioural
F
N.R.
80
F
N.R.
68
F
Rostel
76

Yes
Yes
No

Physical, with others
M
N.R.
90
N.R.
F
44

Yes
Yes

Notes:

a)

b)
c)
d)
e)

o

No
Yes
No
No

Supporte~C

Daughter e

Low
Mod
Low
Low

No Carer
Neighb0reDaughter e)
No Carer

Low
Mod
Righ
Low

Yes
No
No
No

Supported
Initiated
Initiated
Supported

Mod
Low
Low

No
No
No

Initiated
Initiated
Supported

Mod
High

No
Yes

Supported
Initiated

Neighbo%~

Daughter(e)
Yes
Yes
Rusba~~
Supervision D-in-Law e (0
Yes
Yes

Wife
Mother

Initiated
Supported
Supported

Service intensity: Low -in home services (except Meals on Wheels) received
weekly or less frequently; Mod (Moderate) -such services received several
times per week, but none received daily; High -such services received daily or
several times a day.
N.R.: Nursing Rome
Medical advice, from either the General Practitioner or Assessment Team and
usually from both sources, supported enquiries made by caregivers or directly
by users about the admission of the user to residential care.
Medical practitioners initiated proceedings to have the user admitted to
residential care.
Carer in full time employment.
Daughter-in-law.

forced them to rely on complex arrangements to monitor the daily circumstances of
the users they supported. For example in one case, a middle aged daughter was
attempting to support her mother, who continued to live in her own home despite
problems of incontinence and confusion arising from Altzheimer's disease. At the
same time the daughter held down her job as a full time canteen worker and
attempted as, wife and mother, to attend to the domestic needs of her husband and
son at home. Leaving home at 6 a.m. each morning, she would visit her mother each
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afternoon on her way home. During the day she always rang her mother's neighbour,
who had agreed to keep an eye on her. Nevertheless, she found on her daily visits
that her mother had several times forgotten to turn off the stove or had left all the
lights and heating in the house on all day. She also often had to help her mother
bathe or dress, and spoke of how she felt guilty keeping her job when she thought of
the state of neglect she found her mother in on such days. But the daughter's
situation was not unique. Rather than there being an absence or failure of informal
care, it was a tribute to her commitment that she, like many of the other caregivers,
was able to persevere with such arrangements for so long. Nevertheless, the case
services to highlight the fact that in most instances the lack of co-residential support
appears to have been a most telling factor behind the move of users away from
home.
The availability of a co-residential caregiver, however, was not in itself a guarantee
of adequate support in the home. The extent of assistance required also proved too
great for four of the co-residential caregivers, only one of whom was in employment.
In three instances this involved caregivers who themselves were elderly and limited
in their capacity to provide ongoing physical assistance. The fourth case involved a
woman of non-English speaking background who had been brought to Australia by
her daughter so that she could be cared for at home. The mother was a large woman,
almost totally immobile, incontinent, suffering from advanced dementia and almost
constantly crying. Her daughter only allowed her to be placed in a nursing home
after considerable persuasion from the Community Assessment and Rehabilitation
Team, the General Practitioner and from other family members. The mother died in
the nursing home a few months after admission. Her daughter continued to remain
distressed by the fact that just prior to her mother's admission to a nursing home a
decision was made by a home nursing service to provide regular assistance with
showering, three times a week. The daughter had wanted help five times a week or
more often if possible, but, she reported, neither the nursing service nor other
agencies contacted were able to provide it.
This raises the issue of the contribution of formal services to the support of users in
their own home. The relatively low intensity of formal services provided to help
maintain the users at home was another common feature of most, but again not all,
admissions. To enable comparisons of the use of a number of different services by
the individual users concerned, we developed a simple summary index which
classifies service use at home as being either low, moderate or high intensity. Low
intensity service use refers to cases in which formal assistance, with the exception of
Meals on Wheels, was provided no more often than once each week. 22 In three of
22

Although Meals on Wheels may be provided five times each week to recipients, it was
considered a low intensity service use for three reasons: first because the time spent with the
client when delivering the meal is typically only a minute or so, and is frequently less;
second, because Meals on Wheels does not provide personal care, ongoing professional
support or regular assessments of its clients, but concentrates simply on the provision of only
one of three meals required by users each day; and third because Meals on Wheels was
usually a service used by people who, in other respects, were often fairly independent.
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the seven cases categorised as receiving a low level of services, the only fonnal
assistance or advice actually provided in the home was a visit from a member of the
Assessment Team once each month or six weeks. In one case there were no services
used whatsoever. Two of the remaining three users each received assistance from
Home Care with housework, in one case for one and a half hours a fortnight and in
the other for one hour a week. The other user, Miss lllington, whose story was
described at the conclusion of the previous section, had been receiving assistance
from Home Care three times a week, but this had been cancelled by the service coordinator several weeks before she left her home. Two of these three users had also
received Meals on Wheels five times each week prior to their admission to
residential care.
It is possible to argue that a more intensive provision of services could have enabled
each of these seven users to have remained in their home or at least have further
delayed their admission to residential care. There were however four users who
received services at a moderate level of intensity, that is several times a week, and
two who received a high level of support from services, that is assistance at least
once a day, who were also admitted to residential care. One of these users, for
example, a divorced woman of 69 living on her own, with extensive physical
problems regularly requiring the use of a breathing apparatus, reported that she was
assisted by the Home Care service twice each day, for one hour each morning and
for one and a half hours each evening. She was also helped by a home nursing
service three times each week, for one hour each visit. Yet despite this intensive
level of fonnal support and regular assistance from her daughter and her neighbour,
she was admitted to residential care following medical advice that she needed more
constant attention than was available to her at home. These cases indicate that,
although there is still considerable scope for increasing the intensity of service
provision to many users of community support services, it would be unrealistic to
expect a more intensive fonn of service provision to prevent all admissions to
residential care.
Although it is possible to detect some patterns in the reasons for admission to
residential care, the combination of factors leading to the departure of users from
their homes varied considerably. Some required ongoing nursing and personal care,
others suitable accommodation, household help, ongoing supervision or
companionship. Different combinations of factors indicate that if community
support is to have the outcome of maintaining people in their own home, a range of
interventions may be required for different sorts of problems.
For most of those with cognitive or behavioural problems living alone, it does not
seem to have been the lack of medical or nursing care, but rather their inability to
organise their lives in the absence of supervision and companionship which has
rendered them vulnerable to the apparent incapacity of fonnal services to support
them in their own homes. This single feature appears to underlie problems
encountered in a number of other areas. The records of one client with dementia
who lived alone tell a simple story:
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Day care tried only once and the client subsequently refused to
attend. Home Care arranged, but refused by client. Meals on
Wheels, also refused by client. Gardening not done. Personal
care described by daughter as very lax and dirty. Bothering
neighbours, although they have been very supportive.
Daughter very concerned but is in full time employment and
also committed to help her own daughter each week end.
Reasons for admission of client to nursing home: Altzheimer's
disease, deteriorating condition, inability to look after herself,
refusal of community services, medical advice on nursing
home, and availability of a suitable bed.
It is, however, not clear whether maintaining a person in his or her own home is, in
fact, always the most desirable outcome for community support. The fact that
admission to nursing homes or hostels was actively sought or supported by users or
their caregivers in seven of the 13 cases, and that in the others, admission was
actually initiated by either General Practitioners or the Assessment Team,
demonstrates that support at home was not operating as an alternative to institutional
accommodation. Given the relative abundance of nursing home places in Broadleigh
in comparison to the national planning norms, and the limitations of community
services, it is not surprising that many of those with complex needs for support were
admitted to residential care. Rather than regarding support in the home as a
substitute for residential care, it is perhaps more accurate to describe residential care
in the locality as an additional level of support to that available in their own home.
Their decision to seek, or at least accept, admission was a recognition of the fact that
an alternative to remaining at home was available.
The availability of alternative accommodation in nursing homes and, to a far lesser
extent, hostels, however, was not the only accommodation factor affecting the
preparedness of users to remain in their own home. In at least two cases, the
unsuitability of the home as a long term residence provided a major incentive to
users to move. It was only after the decision to seek alternative accommodation was
made that the availability of residential care places in the locality began to influence
their decisions. As Mrs Elphington, a woman in her mid-seventies who had lived
alone since her husband's death more than ten years ago, told us in an interview held
in her new hostel unit:
Myoid home was like a prison. Once you were in there you
saw no one. I was ready to toss it in ...(but) I've got a new
lease of life here.
Although she had tried to remain in her third floor flat with
assistance from Meals on Wheels five days a week and help
with cleaning once a week from the Home Care service, Mrs
Elphington felt she had become isolated from the world
outside, unable on most days to negotiate the three flights of
stairs which were the only way in or out of her home. She
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suffered angina attacks which made her very anxious, as they
had already led to one episode in hospital, but in most other
ways could not have been considered disabled. As she pointed
out, if she had been able to get out and buy the food she needed
it would have been fairly easy to cook for herself. It was these
circumstances which convinced her to seek alternative
accommodation.
At first Mrs Elphington explored the option of fmding another
flat nearby, on the ground floor, so that she could stay in the
area she liked best but with the freedom to be able to come or
go as she pleased. The fact that the flat in which she lived
belonged to her deceased husband's children from a former
marriage, however, constrained her options. Under the terms
of the agreement she could remain in the flat as long as wished
but could not sell it to buy another. Private rental in that area,
however, was just not feasible for her on the old age pension,
she explained.
Her low level of disability meant that she remained a fairly independent person and
the absence of intensive support from community services was not, in itself, critical.
Rather, her decision to move was based for a large part on the long term unsuitability
of her own home and the rather fortunate co-incidence of a suitable vacancy in a
newly built hostel. From her new ground floor hostel unit she now goes out several
times a week, has joined a social club organised in a church hall of a nearby suburb
once a week and has once again taken up hobbies which she had previously
abandoned. It is clear that, for Mrs Elphington, admission to residential care has
opened up opportunities in life from which she had previously been cut off while she
remained at home.

6.6 Life at Home
Given that a relatively high proportion of users left their homes for residential care
within such a short period after they had indicated to the Assessment Team that they
wished to remain there, it is appropriate, in the final part of this section, to consider
what life at home actually entailed. What sorts of activities did the users undertake
there? Did they actually prefer to remain there, or were they, like Mrs Elphington,
simply confined to their home through lack of choice?
The Significance of the Home
From our discussions in both the first and second stage of the study it was clear that
users and their caregivers typically saw their home as the most logical as well as the
preferred place to live. Having lived there for many years, in a number of cases for
more than 60 years, it was accepted in a matter of fact, common sense sort of way
that this was the place where they naturally belonged. Awkward things that we
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commented upon in our research notes, like stairs, large unused and overgrown
gardens or toilets and bathrooms that were inconvenient or even dangerous to use,
were regarded as familiar and acceptable by most users.
This preference for remaining at home was perhaps most clearly expressed in terms
of their attitude to alternative accommodation. At the time of the first round of
interviews. users were overwhelmingly opposed to the idea of moving to a nursing
home, hostel or retirement village. The response to our questions given by one
couple, a man in his early eighties with physical problems living with his wife were
typical of those given by many others:
Nursing Home? No. We belong here, together. This is our
home. I won't leave my dog. It would break me up leaving
here. My wife says she could go if she had to, but why should
we?
Prompt: Well is there anything particular about nursing homes
that you don't like?
I don't like to live with other people around me all the time. Its
too (urn) regimented I think. No, I just think we want to stay
here as long as we can, thank you very much. This is where we
belong.
By the time of the second round of interviews a considerable proportion of users,
one fifth of the entire cohort, had been admitted to a nursing home or hostel.
Nevertheless, a determination to remain at home was clearly evident amongst most
of those who remained. When asked again about his attitude towards a nursing
home, for example, the man quoted earlier appeared, if anything. to have become
more detennined. Although he now lived alone, following the death of his wife, he
answered the question about nursing homes as follows:
If it's up to me, I'll stay here till I die. Why should I want to

leave my home now? I'm not keen on a nursing home, not on
your life, and I like it here - I've got my dog, my friends
coming here. No, when I leave this place they'll have to carry
me out in a coffin.
Despite the general commitment of users to their homes, however, some softening in
the attitude of hostility towards residential care was discernible in the interviews
held with some of the users and their caregivers in Stage n of the study. The figures
presented in Table 6.15 give some indication of the extent of views held by the
members of the cohort during the first and second stages of the research.
Unfortunately, during the first stage of the research a high proportion of users did
not regard the question as applicable to their own situation and failed to answer this
question (see note to table), so that a detailed, statistical comparison of changes in
the views of participants between the two stages of the research is not possible.
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Table 6.15: Attitudes of Users Towards Moving to Residential Care: Stage I and Stage 11

Stage I
Nursing
Hostels &
homes
Ret. Villages
%
No.
%
No.

Attitude of
Users

40

4
9
19

7
15
31

2
2
33

28

47

28

47

60

100

60

100

2

3

6

10

Positive
Neutral
Negative

24

Not applicable(a)
Total
Note: a)

Stage II
Nursing
Hostels &
homes
Ret. Villages
%
No.
%
No.

77

4
8
24

19
57

6

13

6

14

43

100

42

100

5
5

10

Included in this group are those users who had died, as well as those who did not
answer the question because they had been admitted to nursing homes or hostels.
Other users, notably those with cognitive or behavioural problems who were not able
to answer the question themselves, are also included, as are a small number of users
who said that the question was not applicable to their situation as they did not require
a nursing home or hostel.

Despite the continued opposition to nursing homes at the time of the second stage of
the fieldwork, one third of the sample spoke relatively favourably of moving to a
hostel or retirement village. Attitudes towards hostels and retirement village
accommodation, amongst users with physical conditions who were living on their
own however, differed considerably from those of other users. Amongst this group,
one in two of those still in their homes were either favourably disposed (positive)
towards hostel accommodation or not opposed to moving.
The differences in attitude towards the home between the groups suggests a number
of issues for policy which deserve consideration in the later stages of the research.
To what degree is the commitment of people to remain in their own homes an
expression of a desire to remain in their 'known family home' rather than in an
alternative 'home of their own' in the local neighbourhood in which they could
perhaps more effectively maintain their independence? How do the different
domestic circumstances of users and the conditions of availability of different forms
of housing and care influence the 'choice' people make to remain at home? The
known family home currently provides users living with others with shelter,
domestic support and a familiar and private environment. Those living on their own,
in contrast, are often isolated in the known family home. At present, however, the
choice of accommodation open to people living alone is often between remaining in
the family home, alone, or moving to residential care. It is not known what
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Table 6.16: Frequency of Outings in Previous Six Months: Stage I and Stage IT

Frequency of outings per month
Per cent of each group
Major
variables

No. of users Frequently(a) Weekly(b) 2-4 weeks(c) 10-20 weeks(d)

Living alone
CognitivelBehavioural
Stage I
9
3
Stage 11
Physical living alone
Stage I
20
Stage 11
15
Living with others
Cognitive/Behavioural
Stage I
11
Stage 11
7
Physical with others
Stage I
20
Stage 11
15
Notes:

a)
b)
c)
d)

No outings
recorded

44
33

o
o

o
o

33

66
50
60

20
20

15
13

5
7

10

55
43

9

9

29

9

14

o

18
14

20
20

30
40

15
33

35
7

22

o
o

o
o

Went out three or more times per week.
Went out one or two times per week
Went out once each fortnight or month
Went out once or twice in the last six months.

proportion of such people would welcome the opportunity to move to a different
home of their own, more adapted to their needs, if a greater choice of independent
accommodation was available in their local area.

Activities At Home and Outside
For many users, home remained a secure base from which they actively participated
in at least some outside activities. During the first stage of the fieldwork, for
example, more than a third of all users reported that they left their homes at least
three times a week. The frequency of activities outside the home was approximately
the same for those remaining at home eight months later. Two thirds of the users, in
contrast, reported that they left their homes at least once a week, and almost half
several times a week or more. The most common outings for these people were
shopping, family visits and medical appointments as well as attendance at clubs and
churches and participation in church based activities.
As shown in Table 6.16, the frequency of visits outside the home varied
considerably between users with different domestic circumstances and disabilities.
In both stages of the study, those with physical disabilities living with others were
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least likely to participate in activities outside their home. In contrast, those with
physical disabilities living alone were most likely to leave their home to engage in
such activities.
Those who were living alone were more likely to venture regularly into the world
outside their homes than people who were living with others, perhaps out of
necessity, perhaps to escape the isolation of their homes, or because they were
simply more capable of leaving the home than others. The experience of one
woman, an eighty two year old retired teacher who has lived on her own since the
death of her mother twenty years ago, provides an interesting example. The woman,
Miss Underwood, had initially required ongoing help in the home after a lengthy
period of hospitalisation following an incident in which she was physically
assaulted, had a number of bones broken and had lost some of the function in her
arms. Her situation, although unique in some ways, illustrates that of a number of
other users.
Miss Underwood told how she had recently begun to go out
more often as she gradually recovered from the operation. 'At
first I tried to get other people to do my shopping for me, but
there was always something wrong with that', she said. 'Now I
try to go out myself as often as possible, just down the street.
If I go often, then I only need to bring a few things back and I
can carry them myself. My friend there (pointing across the
street to the flat where a friend lives) always asks if I need
anything, and she lets me come with her in the car once a week
too.'
She continued later, 'You know I've started doing something
quite naughty too. While I'm out I've discovered you can go to
the club and have a meal there quite cheaply. So I've been
going there most days when I do my shopping, and now, just
out of boredom really, I've starting playing the poker machines.
It's not that its a lot of money really, because I haven't got a lot
of money to spend, it's just not the sort of thing I've every done
before'.
When asked how she would describe her day at home in a few
words she said 'That's simple. In one word, it's "boring".
Write that down, "boring"'.
Although the situation Miss Underwood found herself in was somewhat unique, the
underlying themes of her story were not. Other users also spoke of the enjoyment
they experienced in leaving the home on a regular basis. Another woman who lived
with her two sisters, for example, stressed how much the fortnightly shopping trips
organised by the Community Shopping Service meant to her.
'If it wasn't for that I think I'd go mad here, sitting here all day
locked up with them at home' , she said.
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For some users, however, community support entailed isolation at home with only
infrequent visits to the world outside. At the time of the first round of the study
more than one third of all users reported that they either never left their homes or left
no more often than once or twice each month. A few reported that they stayed at
home out of choice, simply because they couldn't see any point in leaving the
environment in which they felt most secure. Others, however, remained at home
because there was no offer of help and nowhere for them to go. For those with
advanced dementia living with others, there was often no compelling reason for
them to leave on a regular basis.
'What's the point of trying to drag him everywhere, he only
gets aggressive' explained the wife and principal caregiver of
one such man.
Visits outside the home, however, were not the only way in which people maintained
contact with the outside world. Commonly, people at home maintained their contact
with those outside through visits paid by family members, by using the telephone
and by listening to the radio and watching television. One of the more unexpected
fmdings of the research to date has been that following the rugby league football on
the television on Friday night, Saturday and Sunday is a major activity in the winter
months for a great many older women living alone. What was perhaps most
intriguing was the detailed knowledge of the game and its players displayed by
people who at first seemed so frail and at risk of being cut off from the world.

6.7 Summary
In this section findings from four key areas of the study of users and caregivers at
home have been presented. The evidence presented has shown that although most
people interviewed in either the first or second round of the study were grateful for
the assistance they received from formal community support services, such support
was regarded as crucial by only a small proportion of those interviewed. There was,
however, considerable evidence of the significance of informal support for users,
although the sort of contribution made by informal caregivers to the support of users
in their own home varied considerably, according to a number of factors, most
notably the needs of the user for help, the residence of caregivers and their
relationship to the user. The viability of informal support was also seen to be one of
the most crucial factors in maintaining users in their own home. Other factors which
influenced the decision for users to be admitted to nursing homes or hostels included
their need for ongoing medical or nursing treatment and the extent to which the user
required assistance with personal care, the suitability of the user's own home as
accommodation, the receipt of medical advice supporting admission and the
availability of an appropriate residential care bed in the local area.

The meaning of the home also appears to have undergone a transfonnation as it
became the centre for care. For many users, the home seemed to be a secure refuge,
a place in which they could still range and be in control, a place where they could
avoid some of the pressures of the world outside which they could no longer master.
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At home they could also escape many of the problems of dependency that their
condition inflicted on them, drawing on assistance from informal caregivers with
whom they already had long established relationships. They were thus sustained at
home with considerable apparent independence, seldom constrained by dependence
on assistance from formal services.
Yet the home threatened to become a prison for others because they could not leave
it when they wished. Others, cut off from life outside the home, feared that outside
there was no place left for them to go. In this way it seems possible to distinguish
between the home for some users, which was a familiar and preferred place of
residence, where they could sleep, eat and spend part of their lives in relative
independence, and the home for others, which became an all encompassing domestic
retreat in which their entire life was played out with all the available resources
carefully balanced against their existing needs for support. For these users there was
often insufficient opportunity to expand the supportive capacities of the home when
the need for additional assistance arose. When they have needed additional support
it has been to residential care, rather than to formal services provided in the home,
which they were forced to turn.

7 Formal Community Services in
Broadleigh
The evidence of the low level of service use presented in the previous section of this
report raises a number of fundamental questions about the provision of community
support services in Broadleigh. What are community support services? What
community support services are available in Broadleigh? How many service
providing organisations or agencies are there and what types and amounts of
assistance do they provide? How are the different agencies organised and funded,
and how do they allocate assistance to those in need? In this section of the report we
consider these questions, reporting some of the key findings of our initial survey of
community support services in Broadleigh and discussing a number of issues arising
from our ongoing fieldwork.
We begin by examining a number of the defming characteristics of community
support services, focusing particularly on the matter of task specialisation between
services. Following this we describe the provision in Broadleigh in some detail,
beginning with an overview of provisions then examining more closely the services
as they have developed over time. The research highlighted the importance of the
structure of service provision. Reflecting this, our discussion focuses on the
organisation of individual services and the pattern of relations between different
service providing organisations in Broadleigh. This provides a background for an
examination of the allocation of assistance to individual users and the coordination
of different services.
Given the recent expansion of the system of services in Broadleigh, the problems of
coordination so often raised in discussions of community services (Hall et aI., 1978;
Howe, 1981; McLeay, 1982; Webb, 1991) take on a special significance. The
evidence strongly suggests that the the structure of service provision in Broadleigh
has contributed significantly to the pattern of low service use apparent in the study.
The system of funding and administration which underlies the organisation of
services, it will be argued, limits the effectiveness of community support by
fragmenting service provision and restricting the allocation of assistance to clients.
The links between local initiatives and centralised policy development mechanisms,
especially the policies and actions of the State and Commonwealth Governments, are
particularly important in this regard as these have directly shaped the planning and
resource control systems at the local level.
Reflecting the fieldwork carried out to date, the emphasis is on the provision of
domiciliary services, that is, services provided to people in their homes. As we
noted earlier in the report, information was obtained from interviews conducted in
1990 with the coordinators of each of the community services providing either
assistance in the home or specialised transport to aged people and younger people
with disabilities, to enable them to leave their home. Whenever possible, detailed
statistics concerning the budget, client numbers and staffing were collected in
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written fonn after this. Although the type and quality of infonnation that can be
obtained by these methods is limited, we believe the results have identified a number
of issues warranting further attention by both researchers and policy makers. To
supplement the interview data some additional infonnation obtained during the
course of our fieldwork in Broadleigh, in particular from our attendance at regular
planning and infonnation meetings held in the area, has also been included in our
discussion.

7.1 The Defining Characteristics of Community Support
Services
We use the tenn 'community support services' in this report to refer to non-profit,
fonnal organisations which provide advice and practical help on a local basis to
people who require ongoin~ help to remain in their own homes as a result of
disability or chronic illness. 3 There are a number of key characteristics of such
services which this definition encompasses. First, community support services are
non-profit, fonnal organisations. That is, they are organisations which have been
legally constituted with a formal, codified and enduring system of governance, to
operate and provide assistance without gain from profit. Spontaneous and informal
acts of altruism, such as an individual or even a group of people may undertake, and
services provided for a profit are thereby excluded from this definition. 24 Second,
the definition identifies the purpose or goal of community support services as that of
providing advice and practical help to people who, as a result of disability or chronic
illness, require help to remain in their own homes. This distinguishes the
organisations under consideration from other closely related service providers,
including public hospitals, medical practitioners, and residential care facilities,
which are not primarily intended to achieve these goals. The third element of the
definition, that assistance is provided on a local basis, draws attention to the local
geographic basis of service provision, which excludes extra-regional services, such
as traditional charitable services with a non-localised charter, e.g. the Royal Blind
Society, from consideration.
As shown in Table 7.1, there were five main types of assistance made available by
community support services in Broadleigh at the time of our survey. The first
involved help with domestic tasks. This included help with such tasks as
housekeeping, laundry, cooking and the provision of meals, shopping, home visiting,
and assistance with some forms of non-specialised personal care such as bathing and
dressing. The purpose of this assistance was to provide a substitute for the general

23

The terms 'community support services', 'community services' and 'services' are used here
to refer to the formal organisations which provide advice and practical help to people in their
homes. The term 'services' is also used from time to time when referring to assistance
provided by a service, in a way synonymous with terms such as 'formal assistance' or 'help'.

24

Both informal support and private services are considered elsewhere in this report.
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Table 7.1: Types of Assistance Made Available by Home Support Services in Broadleigh,
1989·90

Type of Assistance

1 Domestic Assistance
Housekeeping
Personal care
Laundry
Cooking
Garden
In-home respite
Prepared meals
Home Visiting

Service Responsible

Home Care Service

Meals on Wheels
Home Visiting Services
Community Aid and Infonnation
Services

Shopping

2 Nursing and Paramedical Assistance
Nursing Care
Personal Care
Rehabilitation

Community Shopping Service

Home Nursing Services
Community Health Centres

3 Day Care
Social contact and activity
Part day respite for carers

Day Care services

Attendance at day care
Medical appointments, etc.

Community Transport Service

Transport

4 Home Maintenance and Adaptations
Home repairs
Handyman work
Major adaptations
5 Information, Assessment,
and Coordination
Infonnation

Home Maintenance and
Modification Service

Community Aid and
Infonnation Services

Assessment
Community Assessment and
Rehabilitation Team
Coordination
Brokerage,
case management

Community Options Service
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domestic work that is commonly undertaken in most households, without which it is
difficult if not impossible to remain at home. This kind of assistance was provided
by the two branches of the Home Care Service of New South Wales. Specialised
assistance with shopping was provided by the Community Shopping Service, and
help with meals by the three Meals on Wheels services, one of which operates in
each municipality. In addition, the Home Visiting Service provided help of this
nature to some clients as did two other Community Aid and Information services.
The second main type of assistance provided by community support services had a
more medical orientation. Most commonly this involved home nursing care, usually
in the form of assistance with specialised tasks such as changing dressings, giving
diabetic or other injections and providing assistance with bathing or dressing to
clients with health problems. This form of assistance was provided by three
different Home Nursing services, one operating in each municipality, as well as by
the three Community Health Centres affiliated with the Area Health Board. Some
assistance with rehabilitation from physiotherapists and occupational therapists was
also available from the Community Health Centres and from the Broadleigh
Community Assessment and Rehabilitation Team.
Third, day care and community transport were each provided to enable those in need
of assistance to leave their homes periodically, thereby enhancing their quality of life
and, in the case of day care, relieving the pressure placed on informal caregivers.
Each of these services was provided by separate organisations. Transport was
provided by Broadleigh Community Transport Inc., while a number of different
organisations provided day care. Some of these organisations were part time groups
associated with a particular church, others were associated with 'service clubs', such
as the Returned Servicemen's Club in one of the suburbs of Broadleigh. Day care
was also provided by one of the Home Nursing services, by the Assessment Team
and by an independent day care association.
Fourth, assistance with home maintenance and modifications was provided to help
those whose support at home depended on physical modifications to their
accommodation. This was the responsibility of Broadleigh Home Maintenance and
Modification, a community group funded by the HACC program and operating
under the supervision of the New South Wales Department of Housing.
Finally a series of indirect forms of assistance, involving 'information and referral',
specialised assessment, and case management and coordination, were provided.
These services were not a form of ongoing help provided directly to the recipient,
but a means of advising recipients of choices available to them, and in some
instances, of actually assisting the recipients to gain access to and manage the
provision of assistance from other services. Case management and coordination
were provided by the Broadleigh Community Options Project which was also able to
pay for additional services required by clients. Some case coordination as well as
specialised assessment and referral was also provided by the Community
Assessment and Rehabilitation Team. Because there was no other service which
provided ongoing supervision to a large number of people with confusion or
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dementia, the Assessment Team also provided some ongoing monitoring and advice,
at irregular intervals (often once each month or two months) for a number of
dementia clients. Information to potential users of community support services was
also provided by the three Community Aid and Infonnation services in Broadleigh.
Details of this type of service provision are discussed later in this section.
Although the Community Options Service facilitated the provision of a range of
different services to a select group of clients by acting as a 'service broker' on behalf
of its clients, there was no single organisation in Broadleigh which directly supplied
all of the different types of assistance made available. Yet community support, like
long tenn residential care, requires a comprehensive range of personal care and
domestic services. The development and operation of community support services
in Broadleigh, as elsewhere in Australia, however, contrasts with the large scale,
comprehensive and multidisciplinary services provided in hospitals and nursing
homes in the way the range of services are made available. In a hospital or nursing
home the full range of services are typically brought together under the direction of a
single authority. There, they are managed and coordinated according to the
principles of bureaucratic organisation (Friedson, 1963; Croog and Ver Steeg, 1972;
Fine, 1986). With community support services the organisations have remained
more specialised and autonomous, not attempting to provide a comprehensive range
of services themselves. The division of labour required to provide a comprehensive
range of services is, in consequence, a division between organisations, not within
them.

7.2 The Development and Current Operation of Community
Services in Broadleigh
Perhaps the most prominent feature of the organisation of services in Broadleigh, as
in other areas of New South Wales and Australia, was the relatively large number of
separate, specialised agencies involved. This was the direct result of the incremental
process of organisational development which has characterised the evolution of the
system of provisions. The origins and subsequent course of development of the
individual services can be traced to the initiatives of certain members of the local
community of Broadleigh, including local government and the actions of
governments, at Commonwealth and State level. The interplay between these two
sets of actors over the last 35 years or so has produced a legacy in which the
different types of services still bear the imprint of the circumstances and initiatives
that surrounded their development.
For each new set of tasks identified as necessary for the maintenance of people in the
home, a new organisation was created. An additive effect has been the result, with
new services springing up alongside the already existing ones. A number of times
over the last 35 years, active members of the local community attempted to expand
the range of assistance available in Broadleigh, usually in response to new funding
programs implemented by the Commonwealth or State Government. Rather than
refonning and expanding existing services, a series of new organisations were
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created. These now operate through a range of different management bodies and
provide services which are differentiated in tenns of the geographical area that they
cover, as well as the kind of specialised assistance that they provide. Their
development followed a pattern that can be characterised today as three generations
of services. Each of the three different generations of services appears to share
particular operational characteristics which are closely associated with the conditions
associated with its establishment. An overview of some of the characteristics of the
different service types is presented in Tables 7.2 and 7.3.25
The Home Nursing and Meals on Wheels services, the first generation of
community support services established in Broadleigh began around the time that
Commonwealth subsidies were first made available under the Home Nursing
Subsidy Scheme of 1957 and the Delivered Meals Subsidy Act of 1970 (McLeay,
1982; Howe, 1986). These national legislative programs stimulated the provision of
each service, directly shaping the way it was provided in each local area. The
subsidy for delivered meals, for example, was payable only to voluntary
organisations or local government bodies providing Meals on Wheels services.
Under the Act meals could be prepared at public hospitals, although they could not
be delivered by them, a condition which continues to influence provision to this day
in one of the municipalities (Smith, 1984).
Each of these services in Broadleigh were closely associated with the Municipal
Councils when established and continue today to provide assistance within only one
municipality. In some cases the local initiative to establish a service was taken by
service clubs. The Rotary Club in one area was particularly active in this respect. In
other cases the initiative came from the Municipal Council or from prominent
aldermen on the Council. Although only one of these services, the Home Nursing
Organisation of Municipality A, actually came to be a full Council service, in each
case the Council has remained closely associated with their operation, providing
direct funding, premises, other fonns of material assistance and administrative
support. In addition, aldennen and women sit on the Boards of Management of each
of the services.
The specialisation of first generation services is reflected in their staffing. In the
Home Nursing services, for example, personnel tend to be drawn exclusively from
the discipline of nursing. Two of the three Home Nursing organisations also use
volunteers for certain aspects of their operation. The Meals on Wheels services rely
on volunteers for delivering meals. The paid staff are largely concerned with
organising the production of meals and supporting and managing the volunteer
labour force.

25

Because some of the services submitted information regarding the year 1988-89, while
others information on the basis of the financial year 1989-90 or the calendar years 1989 or
1990, it has been necessary, in compiling the statistics presented in this section, to adjust
certain of the budgetary figures in order to ensure a consistent approach.
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Table 7.2: Overview of Characteristics of Home Support Service Organisations

Service type/
Area covered

Year Agency/branch
Established

Current Auspice
Arrangements

Estimated Total
Expenditure (1989-90)
$'000

First Generation: Type 1
Home Nursing Services
Area A
AreaB
AreaC
Meals on Wheels Services
Area A
AreaB
AreaC

First Generation: Type 2.
Community Aid and
Information Services
Area A
AreaB
AreaC
Second Generation:
Community Health Centre(s)
General Health Care Team
Areas A, B, C.
(3 branches)
Home Care Service of
New South Wales
Area A, B.
Area C (2 Branches)
Community Assessment and
Rehabilitation Team
AreaA,B, C.
Third Generation
Community Transport Service
AreaA,B, C.
Community Shopping Service
AreaA,B, C.
Home Maintenance and
Modification Service
Area A, B, C.
Home Visiting Service
Area A, B, C.
Volunteer Training $((rvice
Area A, B, C and D(C)
Community Options Service
AreaA,B, C.
Notes:

a)

b)
c)

1958
1960
1966

Council Service
Sponsored by Council(a)
Sponsored by Council

190
227
670

1967
1964
1967

Sponsored by Council
Sponsored by Council
Sponsored by Council

122
230

1975
1975
1975

Community Management
Community Management
Community Management

n.a.
35

1975

Area Health Board
NSW Dept of Health

710

1985
1980

Home Care Service of NSW

950
580

1983

Area Health Board

1983

Community Management

1987

Community Management(b)

45

1987

Community Management(b)

140

1988

Community Management

45

1987

Community Management(b)

60

1988

Home Care Service of NSW

190

60

40

1,300

145

An independent management committee is closely associated with the Local
Council and in receipt of subsidy from Council.
Although legally established as separate organisations and funded separately,
each of these services falls under the same auspice body and operates from the
same premises.
Volunteers from an adjacent locality are also eligible for training from this
agency.
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Table 7.3: Key Operational Characteristics of Major Home Support Services in Broadleigh,
1989·90: Clients and Staff

Service
First Generation
Home Nursing Services
Area A
AreaB
AreaC
Meals on Wheels Services
Area A
AreaB
AreaC
Community Aid and
Information Services
Area A
AreaC
Second Generation
Community Health Centre(s(d)
General Health Care Team
Home Care Service
Area A, B.
AreaC
Community Assessment and
Rehabilitation Team
Third Generation
Community Transport Service
Community Shopping Service
Home Maintenance and
Modification Service
Home Visiting Service
Volunteer Training Service
Community Options Service
Notes:

Staffing

Clients
Number seen
previous
week

Ft

100
65
230

4
6
17

1
2
2

161
243
686

0
6
13

5i~)

155
130
215

0
0
2

2
1
7

22
20
172

105
50
110

225
125
275

95
10

0
1

9
1

169
38

63
43

186(c)

310

17

3

671

0

0

650
550

8
6

82
57

1,376
1,122

0
0

0
0

320

25

14

1,132

8

30(e)

~g&

3
0

1
3

135
43

62
64

426
32

12(g)

2
0
2
3

1
18

100
96
72
105

0
0
0
0

0
0
0
0

20
90

Paid statta )
Pt Hrs/w

0
0

Volunteers(a)
No.
Hrs/w

0

All funding and client service figures presented in this table have been rounded to
facilitate tabulation and preserve the confidentiality of the individual services.
Readers are cautioned about making comparisons based on the funding, staffing and
client numbers given, as the figures presented are not necessarily comparable between
services.
a)
Ft, full time staff; Pt, part time staff; Hrs/w, total hours per week.
b)
Volunteers assist with day care activities only.
c)
Figures include volunteers for other services, such as child care, recreation, etc.
d)
Figures based on General Health Team only.
e)
The figures refer to voluntary staff of day care centres included in service data.
f)
Total number of clients per week, assisted on a fortnightly basis.
g)
Numbers vary considerably from week to week. Figure is weekly average,
based on annual total.
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A rather different and younger form of first generation service, the Community Aid
and Infonnation Centres, were established in the mid-1970s. Like the Meals on
Wheels and Home Nursing services, these organisations which rely to a significant
extent on volunteers, also developed in close association with local government.
Community Aid and Information Centres initially arose as a response to national
moves to stimulate locally based community organisation with the Australian
Assistance Plan of 1974-76. The emphasis in these Centres has tended to be on the
provision of information to the public about other services in the area. They have
also been significant service innovators, promoting a range of innovative volunteer
based activities and mutual aid programs in Broadleigh. Schemes developed more
fully in the late 1980s under the HACC Program, such as Home Visiting and
Community Shopping, have been sponsored and developed through some of the
Community Aid and Information services. In this sense, although the organisations
have some of the characteristics of first generation services, they represent a more
transitional form of organisation which have much in common with organisations
developed more recently.

The second generation of services, the Community Health Centres, Home Care
Services and the Community Assessment and Rehabilitation Team, developed in the
area during the decade from the mid-1970s to the mid-1980s. Each of these services
is today, as then, closely associated with the State government. As local agencies for
what are essentially state-wide services, these organisations have been able to
command considerably greater control over resources than have other services. In
general these organisations also have the most complex staffing patterns. The two
health care based services, the Community Health Centres and the Assessment
Team, are each staffed by a range of professional and para-professional personnel
representing different fields of expertise. The Home Care Service also has a fairly
elaborate division of labour in each branch, as well as a range of other specialised
staff, such as interpreters, educators and advisers who are also available through the
state wide organisation if necessary.
Second generation services were established in a way which has enabled them to
tackle a far broader range of tasks than first generation services. Each service
certainly has what could be identified as a core service activity: housekeeping, for
Home Care; nursing for Community Health Centres; and multidisciplinary
assessment and advice for the Community Assessment and Rehabilitation Team.
But in addition, each organisation also provides a more diversified range of
assistance. Some of the additional services offered by the Home Care Service, for
example, include personal care and in-home respite services, gardening and 'noxious
cleaning'. The Community Health Centres provide social work, counselling and, in
one Centre, physiotherapy services in addition to home nursing, general health
advice and health promotion services.
The Community Assessment and
Rehabilitation Team has diversified from a small team concerned solely with advice
and assessment to a relatively large service providing day care, dementia monitoring
and continence promotion services, as well as other forms of advice and assistance.
The service also now has a scheme for the provision of aids and appliances (the
PADP scheme) associated with it.
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The third generation of community support services was established in the mid to
late 1980s. All of these services, except Community Transport, owe their
development to the HACC program, first introduced in New South Wales in 1986.
Each of these organisations is responsible for service delivery to the entire locality.
With only one exception all of these organisations were established as a result of
initiatives taken by previously existing Community Aid and Information Services
and all have remained directly accountable to what was described to us as
'community based' Boards of Management, that is a voluntary governing body
consisting of representatives of the local community elected annually at a general
meeting open to the public. The exception is the Community Options service.
With the exception of Community Options, all third generation organisations
provided highly specific forms of assistance. The Community Shopping Service, for
example, was specifically concerned with shopping, while the Home Maintenance
and Modification Service specialised in minor household repairs and adaptations to
help people adjust their home to cope with disability. Another service organised
'community transport', while a service specialised in 'home visiting' had also been
developed. Volunteer Training, a service which did not provide direct assistance to
clients, trained volunteers for work with HACC projects. Although specialised,
these third generation services tended to be more organisationally complex than the
single task services of the first generation. Each of these third generation services
were initially established by an existing Community Aid and Information Service as
a special project and in most cases continue to operate under the umbrella, as it were,
of the founding organisation. Further, these third generation services are commonly
located at the premises of the founding organisation. Rather than operating as
autonomous and specialised services, most of the third generation services could be
justifiably characterised as semi-autonomous work units within a larger community
service setting. Nevertheless, for reasons which appear to be associated with the
conditions of funding, these services have been established as discrete entities.
The community support services in Broadleigh thus continue to share particular
operational characteristics which are closely associated with the recent history of
their establishment. First generation services, established before 1975, remain
closely affiliated with local councils. Each provides highly specialised forms of
assistance to the residents of only one muncipality. Second generation services,
associated with the State Government, were established between 1975 and 1984.
They are relatively large agencies, with more complex staffing patterns than other
services, and have shown an innovative approach to the diversification of the
assistance they provide. Third generation services, established since 1985, owe their
existence to the HACC program. Each of these services is managed by a Board of
Management drawn from the local community. They are each specialised in
function and are relatively small in size.
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Specialised Information and Coordination Services
Established as an initiative of the Commonwealth Government to stimulate
innovative projects in a number of regions of Australia, the Broadleigh Community
Options Service represents a somewhat unique example of the process of service
development in the local area (Graham et aI., 1992). Like other services categorised
as third generation, its establishment was closely associated with the national HACC
program. It provides, however, a non-specialised service, using a case management
approach26 for the ongoing monitoring of a relatively small number of existing
clients (a maximum of 80 at anyone time) and the brokerage of other services on
their behalf.
This innovative approach draws attention to a rather interesting feature of the system
of services in Broadleigh: the complexity associated with a range of relatively
autonomous and specialised organisations has itself created a need for specialised
information, coordination and referral services and personnel (Ozanne, 1990; Parker,
1990). Community Options is only the most recent of a series of initiatives which
have attempted to tackle problems arising from the complexity of the system.
When Community Aid and Information Centres were established in the mid 1970s,
one of the motives was to ensure that potential users of community support could
have access to information about resources available in their local area. Providing
them with this information, it was argued, would enable clients and their families to
locate the services they needed and thereby overcome the complexity of provision.
The Assessment Team was developed almost ten years later to provide advice and
information and assist in coordinating the range of different services required by
individual cleints. Established initially to reduce unnecessary admission to nursing
homes and hospitals, expert medical and paramedical assessment of individual
clients was combined with the provision of information to enable clients and their
families to make informed choices about their future. A form of ongoing monitoring
and advice for many of the existing clients was also made a part of the service as the
assessors took on the responsibility of contacting other service providers and
referring clients on to them for further assistance.
The Community Options Service thus represents a third attempt to develop some
form of coordination for clients within the system. In addition to these three forms
of client focused coordination, a fourth, in the form of Community Development
Officers, have been funded by the New South Wales Government since the early
1980s to work with local government to foster the planning and coordination of
services in their area.

26

In recent years the tenn 'case management', originally derived from American social work
practice, has come to be used in a number of ways (Dant and Gearing, 1990). The tenn is
used here to refer to an approach in which clients are each assigned to a particular case
coordinator and separate budgets are used to purchase assistance, where necessary, for each
of the individual clients.
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7.3 The Funding and Finance of Services
Differences in the operation of individual services and service types were
underpinned by differences in the sources and types of funding received by each
organisation. In this regard what has been most revealing is that, contrary to our
expectations, most services were not funded solely by the HACC Program. Instead,
as is shown in Table 7.4, a wide variety of funding sources were involved. Although
more than half of the total funds for the local system were derived from the HACC
program, crucial shares were also derived from other quarters.
The proportion of funds contributed by the HACC program was lowest for the first
generation services, those established the longest and most closely associated with
local government. The HACC program did not contribute more than about one third
of total funds to any of these services, which relied instead on direct and indirect
assistance provided by local councils, on client fees, and on contributions from other
sources, mainly interest from savings.
In addition there were four other organisations which also received a relatively low
proportion of their funds from the HACC program. Community Health Centres
received most of their funds from the New South Wales Department of Health. The
Community Assessment and Rehabilitation Team also received assistance from the
same source as well as from Commonwealth Government programs, most notably
the Geriatric Assessment Program. A high proportion of the funding for the
Community Transport Service and the Home Maintenance and Modification Service
also came from other government programs and client contributions. In contrast, the
proportion of funding from the HACC program was considerably greater amongst
most other services, constituting between 75 and 95 per cent of total funds.

These sources of funding were important indicators of the relative autonomy of
individual services. Organisations receiving funding primarily from one source were
constrained in many ways by the conditions attached to that funding. Where funding
came from a number of different sources, organisations were permitted a greater
degree of self determination, as no single funding agency was in a position to control
or direct their operation.
A second prominent feature of the funding arrangements was the form of finance
provided by government. With only two exceptions, government grants involved the
payment of an annual subsidy, paid to the service as a block grant, irrespective of the
number and type of clients assisted. However for two types of services, Meals on
Wheels and Community Options, funding was directly linked to the number of
clients assisted. The subsidies paid to the Meals on Wheels services by the HACC
program were tied directly to the number of meals served. The subsidy, however,
was at such a low level, $0.85 per meal, or $1.05 if it contained a vitamin C
supplement such as orange juice, that it did not cover the costs of production and
distribution of the meals. It thereby served as a disincentive to the expansion of
services and forced Meals on Wheels services to turn elsewhere for financial
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Table 7.4: Sources of Funds for Home Support Service Organisations in Broadleigh
Percentage of estimated total funds, 1989-90
Client
Council
Other
NSW Dept HACC
Sources
of Health Program
Fees
Funds

All
Sources

%

%

%

%

%

%

First Generation
Home Nursing Services
Area A
AreaB
AreaC

0.0
0.0
0.0

34.3
34.0
27.7

9.7
17.4
15.7

43.2
34.1
43.6

12.8
14.4
13.1

100
100
100

Meals on Wheels Services
Area A
AreaB
AreaC

0.0
0.0
0.0

24.0
30.6
21.0

69.6
49.4
44.4

2.6
13.2
30.0

3.7
6.9
4.7

100
100
100

0.0
0.0

0.0
0.0

10.8
23.0

89.2
77.0

100
100

8.3

0.0

0.0

0.0

100

88.4
88.1

10.8
10.7

0.0
0.0

0.8
1.2

100
100

24.6

0.0

0.0

19.5

100

63.2

15.2

0.0

21.6

100

92.6

O.O(b)

0.0

7.4

100

73.6

19.6

0.0

6.8

100

100.0

0.0

0.0

0.0

100

99.0

0.0

0.0

1.0

100

100.0

0.0

0.0

0.0

100

Community Aid
and Information
Area A
0.0
0.0
AreaC
Second Generation
Community Health Centre(s)
General Health Care Team
91.7
Home Care Services(a)
Area A, B.
0.0
0.0
AreaC
Community Assessment
and Rehabilitation Team
55.9
Third Generation
Community Transport
0.0
Community Shopping
0.0
Home Maintenance
and Modification
0.0
Home Visiting Service
0.0
Volunteer Training
0.0
Community Options
0.0
Notes:

a)
b)

Figures provided by branch managers adjusted according to sources outlined in
State Annual Report.
A transport fee of $3 per fortnight is charged to each client. These fees do not
appear in the service's budget, although they may be recorded as part of the
budget of Community Transport.
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support. For Community Options, in contrast, a maximum spending limit of $400
per week for each client was set. The maximum number of clients the service was
pennitted to assist at anyone time was set by the funding agreement at 80.
A further difference between services was the significance of client fees. Some
services, such as the Community Aid and Infonnation Services, the Community
Health Centres, the Assessment and Rehabilitation Team, and the Community
Options Service provided help to clients without cost. In other cases clients were
expected to pay for the assistance they received. Generally this was in the form of a
service fee, with a standard amount being levied for each individual service received.
Even amongst those which charged fees, however, there was a notable lack of
unifonnity in the amount charged and the method by which a total weekly fee was
calculated.
For example, Meals on Wheels services in two municipalities charged clients $10 a
week, in another only $5.25 a week. Thus, the cost of assistance from Meals on
Wheels depended not on the financial security of clients, but on where a client lived
in Broadleigh. In another example, one of the Home Nursing services charged a
standard fee of $4 per visit. Clients therefore paid a weekly amount which was
proportional to the number of times they were visited. Someone receiving nursing
assistance twice a week would pay $8, while another visited once a day, seven days a
week, would be charged $28. A client visited twice a day would have had to pay
$56 each week, a prohibitive amount for anyone on a limited, fixed income such as
an aged pension.27 The Home Nursing Service in another municipality levied
charges using a fee for service schedule. According to the schedule handed to clients
in 1990, the lowest of these charges was $2.50 for bathing, showering or sponging a
pensioner. Enemas cost a pensioner $12.50 for the first hour and $3.00 per quarter
hour thereafter. Private patients or patients in receipt of the Domiciliary Nursing
Care Benefit were charged $25.00 for the first hour for an enema, and thereafter
$6.00 per quarter hour. In the third municipality clients of the Home Nursing service
were charged a flat cost of $5.00 per week, regardless of the amount or type of
assistance they received. However, neither of these latter two nursing services
provided assistance after hours or on weekends. Nursing assistance provided by the
Community Health Centre staff was free of charge, in contrast to that provided by
the Home Nursing services associated with the local councils.
Not only were there differences in the charges levied between types of services,
there were also different charges imposed for the same fonn of assistance provided
in different areas as well as for those provided by different organisations operating in
the same areas. In some cases a conscious attempt was made in the referral process
to ensure that clients had access to services which they could afford, but this choice
was not always available. For example, some low income clients who could not
afford to pay the charges levied by Council based Home Nursing Services were
27

This amount of assistance was, however, unlikely. The service operated only during
daytime hours, and on weekends a reduced service was available. This aspect of service
provision is discussed in the following part of this section.
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referred onwards to the Community Health Centres where assistance was provided
without charges. Such a referral strategy was not, however, possible for those who
required Meals on Wheels, as each service operated within one municipal area only.
Clients receiving assistance from the Community Shopping Service also had little
choice. The fee of $3 a trip, although not high, was the same no matter where a
person lived or what their fmancial circumstances were.
An alternative approach to the levying of fees which emphasised the clients' choice

of fee was employed by the Home Care Service. Instead of using a standardised
schedule of charges, Home Care managers reported that clients were asked to
suggest how much they felt they could afford to pay for a particular service when
they were first visited for assessment, although the actual cost of providing Home
Care services in 1990 was estimated to be approximately $25 an hour. Whatever
amount was suggested by clients, it was reported, was accepted. Clients would be
charged an amount that varied according to a range of subjective factors, such as
their generosity, level of gratitude and their perceived financial well being. Users
receiving Home Care in our study reported paying a range of fees, from $2.50 to
$6.00 an hour. There was no association between the fees paid by clients and their
actual income, with several users on minimum incomes paying higher fees for Home
Care than those with much higher incomes.
Fees were usually justified by service providers as a revenue raising measure which
provided a means of expanding the amount of assistance that could be provided. By
providing services with an independent income flow, the collection of fees also had
the effect of ensuring that a proportion of each service's funds was not tied to the
funding conditions of a govemment grant. For clients, these variations may have
proven sufficient incentive to encourage some shopping around between alternative
service providers. In addition, it is likely that the levying of fees will have also
served to reduce the demand for assistance.

7.4 The Availability and Allocation of Assistance
Constraints on the availability and allocation of assistance added to the financial
barriers or disincentives experienced by users seeking assistance. Overall, the level
of resources available to community support services was only sufficient to support
their operation five days a week during business hours. There were exceptions to
this - some assistance with personal care was available from the Home Care Service
out of hours and on the weekends, some emergency nursing assistance was provided
by the Community Health Centres and one of the Home Nursing Services over the
weekend, and help was provided by the Community Options Service to its clients at
any time - but these were available only in exceptional cases. Most services paid
only short visits to clients in their homes during the week, and even then a
considerable amount of rationing of available resources was necessary to ensure that
services were able to cope with the demands made upon them.
Virtually all community services staff with whom we spoke mentioned that in recent
years there has been a slow but steady increase in the level of demand for their
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services. This development, it was noted, corresponded with increased barriers to
entry into nursing homes and a continuing shortage of hostel beds in Broadleigh. To
ensure that resources were sufficient to go round, coordinators adopted a number of
different strategies, each of which essentially involved the maintenance of discretion
in the allocation of help to those assessed as in need. These included the
maintenance or imposition of strict eligibility criteria for assistance, the use of
frequent reviews of individual cases to permit resources to be deployed on the most
urgent cases, the suggestion of means testing to price some clients out of contention,
and the withholding of publicity about the assistance available.
Given the stringent financial regime affecting the Meals on Wheels services and the
constant shortage of volunteers to deliver meals, coordinators were simply unable to
provide assistance to all who made enquiries. It was not surprising, then, that
coordinators of each of the three services spoke of the importance of maintaining
strict, tightly monitored eligibility to ensure that only clients with no alternative
source of assistance were helped. Meals were therefore provided only to applicants
for whom a medical referral had been made, and then only when the coordinator was
able to satisfy herself that the applicant was unable to cook and had no relative living
within walking distance. Two coordinators told us of how volunteers regularly
reported any person they felt was abusing the service by receiving assistance when
they were able to cook or shop themselves or when a relative was suspected of living
within close proximity. To prevent such reports, the coordinators explained the
conditions for the receipt of service to clients when making the first assessment, a
move which was reported to result in a significant proportion of clients removing
themselves from the list after receiving meals for an initial period of a few weeks.
When this did not occur, it was common for clients to be reassessed at regular
intervals to ensure that they still needed assistance. This too apparently helped
reduce demand.
Like Meals on Wheels, other services also review their clientele regularly. When an
individual client is considered to have recovered sufficiently to perform
independently, another can then be assisted. As the coordinator of one of the Home
Nursing services put it:
People may become dependent on the service. .., we try to
wean them if we think they could possibly do without us.
Withdrawal of service was not, of course, the only option. Equally common was the
reduction in the frequency of assistance. Several organisations reported success in
reducing demand once they had adopted procedures for ongoing case review,
allowing them to reduce the intensity of assistance provided to some clients in order
to assist new applicants or redirect resources to those considered to have greater
needs. This approach was used by services from each generation established in
Broadleigh.
Precisely the opposite, however, also occurred, with some services shifting resources
away from clients requiring only a low level of services in order to focus more on
those who require more intensive help. The Home Care Service of New South
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Wales, for example, reviewed all its clients during late 1990 in order to be able to
redirect services to those considered under the new guidelines to be most in need.
Several of the users discussed in the previous section of this report who had been
helped with cleaning once each week, had the frequency of assistance reduced to
once a fortnight, or less. We were also told of other Home Care clients deemed
ineligible for assistance as a result of the review.
Another common technique used by services to ensure that staff were able to assist
as many clients as possible was to impose guidelines which restricted either the
frequency or duration of home visits, or both. Most of the Home Nursing services,
like the Home Care service, for example, had an informal guideline that clients
receiving assistance with showering could be assisted only two or three times a
week. Similarly, the Home Visiting Service restricted the amount of time its visiting
staff could spend with clients to one hour per day or less. The Home Visiting
Service was funded under conditions which stipulated the total amount of funding
available and linked this to the numbers of clients to be assisted. But even for other
organisations, maintaining fixed limits to the amount of assistance provided to any
single client, it was argued, at least ensured that clients with only modest or
intermittent needs for assistance could be supported in their own home. Further, this
approach, like the case review approach, minimised the amount of assistance
provided to each client, enabling the organisation to maximise the number of clients
to whom assistance could be provided each year.
There were several other techniques employed by services to ration the assistance
provided to applicants. One of the most common was to advise clients thought to be
able to afford it, to use private services in preference to publicly funded services.
For the Home Care Service such an approach was relatively easy, as the fees for
services were not fixed. We were told that for some applicants thought to be
sufficiently wealthy, field staff suggested they seek assistance from private agencies,
enabling Home Care to better assist clients who were financially disadvantaged.
Although many other organisations refused to discriminate on the grounds of the
clients' finances, as they put it, there were several which reported using variations on
the approach reported by Home Care. In the case of the Home Maintenance and
Modification Service, for example, jobs were prioritised, and those with low
priorities were often forced to wait lengthy periods. Ability to pay was one of the
main criteria used in establishing priority. According to the coordinator, many
clients who could afford to often went elsewhere for assistance after hearing of the
waiting period.
Restricting the publicity given to services was another strategy applied almost
universally in the locality. To cite three different service coordinators:
We haven't advertised this year. We don't dare ... not after our
experience last year.
Quite frankly, we've got enough work without extra publicity.
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There's always a waiting list, so we don't need to advertise!
Heaven forbid.
Even advertising for volunteers could be dangerous from this point of view, as it
served to draw public attention and increase demands for assistance. Each of the
allocation strategies employed by services represented attempts by coordinators and
management bodies to safeguard what they believed was their organisation's
operational effectiveness, given the conditions imposed by the system of funding and
administration under which the services operated. Two underlying approaches to
resource management were evident: the first provided some assistance to as many
people as possible, thereby bolstering client numbers (an extensive pattern of
allocation); the other approach concentrated resources on those clients considered to
have the highest need (an intensive pattern of allocation). These two approaches
respectively represent what Davies and Challis refer to as horizontal target efficiency
and vertical target efficiency (Davies and Challis, 1986). That both approaches
should be pursued at once by different services in the same locality is a reflection of
the lack of coordination between services and an index of the extent to which the
organisations have attempted to deal with this dilemma on their own terms. For
clients, the difficulties faced in establishing eligibility for assistance when eligibility
so often remained discetionary and provisional, must, at times, have been daunting.
Limited and uncertain funding in the past was often perceived by services as an
incentive to demonstrate the efficiency of an individual service by assisting the
maximum number of clients. This was an understandable response given the block
funding arrangements, under which services were paid a fixed amount each year
regardless of changes in demand, and the rudimentary statistical monitoring required
by the services. Whilst there is evidence that the emphasis placed by policy on
helping as many people as possible is changing (Home Care, 1990; HACC NSW,
n.d., DHHCS, 1991a, 1991b), there are at present no mechanisms, of which we are
aware, to enable such a change to be realised within a single locality. Where
changes occur under the current funding system, it is likely that these will simply see
a shift in emphasis, from allocating services on an extensive basis, helping as many
clients as possible, to one of allocation on a intensive basis, providing larger
amounts of assistance to fewer clients (Fine, Graham and Webb, 1991).

7.5 Coordination of Services in Broadleigh
The establishment in each generation of services of one organisation with a
particular mandate to address questions of coordination and referral, highlighted the
importance placed on such issues by both Commonwealth and State Governments,
and local community workers in Broadleigh. The organisational arrangements made
coordination a major challenge, yet the funding system and service management
arrangements had the effect of reinforcing the autonomy of each organisation.
Although open conflicts were restrained, the potential for competition and rivalry
between services, given the framework of specialised but overlapping provisions was
considerable. Consequently, although there was an attempt by many of the
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individuals concerned to develop infonnal networks based on personal contacts,
there was an absence of fonnal coordination between the different service providing
organisations. Indeed each organisation maintains its own assessment procedures,
has its own policy on fees and its own set of priorities for providing assistance to
people in their own homes.
The lack of fonnal coordination between services in Broadleigh was particularly
evident in both the participation of individual organisations in shared joint planning
processes and in the referral of clients between services. Both these aspects of
service provision are briefly discussed below.
Joint Planning Processes
There were two regular meetings established to provide a common focus to all of the
home support services in Broadleigh:
•

The HACC Forum, a two to three hour meeting held each month. This was
attended by between 5 and 30 people, many but not all of whom represented
local service providing organisations; and

•

The Aged Persons Services Forum, a one and half hour meeting held each
two months. Generally this was attended by between 20 and 40 people. In
addition to representatives of community support services, a wide range of
other organisations and individuals attend including social workers from the
local hospital and representatives of pensioner organisations.

In addition there were three other interorganisational meetings held regularly: the

Regional Nurses Meeting; the Area C Interagency Meeting held in one
municipality only; and the Inter-Regional Disability Services Forum, a meeting
held each two months which involved representatives of consumer groups and
service providers from Broadleigh as well as other areas.
In the course of our fieldwork it was necessary to restrict attendance to the HACC

Forum and the Aged Persons Services Forum because of the limited time available.
Local community support organisations also reported difficulties in attending the
different meetings. The coordinators of several organisations reported that it was
impossible to attend day time meetings. In some instances, practical difficulties in
attending regular daytime meetings had become a justification for a total withdrawal
from formal exchanges with other services. As one service coordinator said:
Committees don't always achieve a lot anyway. Meetings like
that are usually just a waste of time. If we need to have direct
contact with any other service we can usually solve any
problems that arise by talking about them over the phone.
Regular meetings did nonetheless present participants with an opportunity to
exchange information about their services and establish infonnal contacts with staff
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from other services, a process generally referred to as 'networking'. At the HACC
Forum in particular some collaborative work investigating aspects of service
provision in the area did take place. It is notable, however, that there were no interagency reviews of the needs of individual clients or the assistance provided to them.
Rather, discussion tended to focus on questions of policy, particularly the impact that
policy changes at State and Commonwealth level are likely to have for local
services. For example, one recent time consuming issue was a move to change the
boundaries of the administrative regions·of the (then) New South Wales Department
of Family and Community Services (now the Department of Community Services), a
development participants felt was likely to have a detrimental effect on the long term
prospects of services in the locality.
The HACC Forum was originally established to facilitate collaborative planning of
services in the locality. Indeed the main reason for its existence was the emphasis
placed by the Commonwealth and State Governments on local inputs into the
planning process in the first few years after the establishment of the HACC program
in New South Wales in 1986. However since that time a shift in policy has been
evident, with a move towards a more 'top down' approach to planning evident. The
planning process for community services in the locality, insofar as it is possible to
speak of one, has, as a result, been largely conducted outside the locality by the six
different departments which in 1990 and 1991 administered the HACC program in
New South Wales (Fine, Graham and Webb, 1991). These departments were the
Department of Health, the Department of Community Services, the Department of
Housing, the Department of Transport, the Department of Local Government and the
Treasury.

Referrals and the Assessment of Clients
As a consequence of the highly specialised nature of service prOVIsIon, the
continuing support of any client considered to require a range of different forms of
support was likely to involve the staff of a number of different organisations. The
referral of clients between services was, for this reason, particularly important.
Information obtained from our survey indicates that between a quarter and a third of
clients assisted by individual services had at one stage been referred from other
home support services. The other major sources of referrals, each of approximately
equal importance, were public hospitals and the medical specialists working there,
general practitioners, and clients or their families making direct applications for
assistance. 28 The majority of clients accepted by services were not referred by other
services but remained with the service to which they were originally referred.
All but four of the organisations surveyed claimed to accept referrals from other
services. The exceptions, the three Meals on Wheels services and one of the Home
Nursing services, pointed out that the only referrals they could accept were medical
28

Detailed infonnation on referrals was requested from each service, but unfonunately the data
obtained are very uneven and unsuitable for detailed analysis.
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ones and that applicants needed a letter from their doctor or the hospital to be
eligible for assistance. 29 Acceptance of referrals by the remaining services,
however, was highly conditional. Most services conducted their own assessment of
individual applicants before accepting them as new clients. Only one organisation,
Community Transport, accepted clients from other services without an independent
assessment. Two other services, Community Shopping and Community Options,
described their visits to clients as opportunities to discuss the applicant's needs,
rather than as assessments.
According to service coordinators, the assessments carried out typically relied on the
professional judgement of the assessor rather than any rigid or objective standards of
eligibility. Usually they were intended as a means of both establishing the suitability
of an applicant for assistance and of determining practical arrangements for any help
provided. But, like other gate keeping procedures, such assessments also served to
maintain the independence of the service. The maintenance of independent
assessment procedures by each service was also an inevitable consequence of the
funding arrangements for each service, as any open ended commitment to accept
new clients without a corresponding increase in funding would have disasterous
fmancial consequences for services.
The absence of formal agreements between services to accept referrals from each
other without conducting a new assessment was indicative of the limits imposed
upon the integration of the system of services by the structural pressures for the
preservation of autonomy for each service. The refusal of several key services to
participate in even this voluntary system of cooperative referrals further restricted
the development of an integrated system of local services. While it is not possible,
from the information obtained during the survey, to determine the exact extent to
which such a lack of coordination affected the actual use of services by individuals
in need of assistance, it would be difficult to argue that the absence of coordination
on such a scale could in any way facilitate their optimum use.

7.6 Conclusion: Formal Provisions and the Use of Services by
Clients
The evidence presented in this section of the report has shown that community
support services in Broadleigh remained very much a product of the conditions
under which they were established. The increased funding available since the
introduction of the HACC program in New South Wales in 1986 has, by and large,
been used to provide additional services within a pre-existing framework of service
provision which was not initially designed to deal with the very frail. It was
assumed that once people required daily assistance with personal care they would be
admitted to residential institutions. Consequently, as Baldock has described a
similar situation in England and Wales, most of the services provided in the home
29

Interestingly, three of these four services did inform us that they liaise with other services
when arranging for onward referrals of their own clients.
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evolved as 'off the shelf partial services which would be more or less universally
available to those who asked for them' (Baldock, 1991: 57). In many ways this
depiction still holds true for the community support services in Broadleigh.
Because of policy changes restricting the use of residential care, as well as other
social and demographic changes, community support services today need to prepare
to face a far more complex task than in the past. Yet our survey in Broadleigh
revealed that most services continue to specialise in one or two particular forms of
assistance. The preferred method of service delivery remains a short visit to the
home by a worker who performs a specialised task, during daylight hours, only on
week days.
For users to receive a comprehensive range of assistance from formal services would
be difficult, given the lack of coordination encountered during our fieldwork. In
theory, at least, it would be possible if the potential user (or a caregiver acting on
their behalf) was able to first learn about the various provisions and then
successfully negotiate the series of independent assessments. Nevertheless, given
the frequency of reassessments and the likelihood of possible reduction in assistance
as the priorities of individual services are changed, there is little that would be likely
to convince potential users of the longer term security of the formal assistance
provided in their home.
It would not be surprising if the problems of referral and the multiple assessment that
accompanied referral, discouraged clients from asking for additional assistance.
Certainly, in discussing service use with users in the study there was considerable
confusion about the system. Few users were certain about which agency provided
them with assistance, and many reported that they had no idea how they had been
referred. The entire atmosphere surrounding service use seemed to be one of
uncertainty, with clients unsure of their entitlements to assistance, faced with a rather
vague and variable system of charges and a confusing array of specialised agencies,
each operating under different conditions. In comparison with other facilities and
services used by clients, in particular the medical and social security systems, the
provision of community support services remains unclear. Despite the commitment
of staff to provide top quality servics to all in need, the atmosphere of provision
remains one of residualism and charity, as it was when the first services were
established.
In this section, the links between local initiatives and centralised policy development
mechanisms, especially the way in which the system of services in the local
community has been affected by the policies and actions of the State and
Commonwealth Governments, have been emphasised. These links, it has been
argued, are vital determinants of the planning and resource control systems which
underlie both the provision and use of services at the local level. In the following
section of the report we return to reconsider the relationship between users and
formal community services, and to examine the significance of the recent emphasis
placed on community support on the future development of long term care services
in Australia.

8 Review of Findings and Suggestions
for Policy
In this final section of the report we consider the user and service provision
components of the study together. We begin by returning to the debate about
community support and discuss some of the most fundamental elements of the new
policies, especially the relationship between the state and the household as it is
expressed in the provision of assistance to those who require ongoing help. Many of
the most controversial features of community support arise from the fact that it
represents an innovation in the field of social policy in which private households
have become the preferred site for the exercise of public responsibility for some of
the most vulnerable and dependent members of our society. In the light of this some
of the preliminary findings from the study are reviewed. Here the three central
issues for policy and research raised earlier in this report provide a framework for
the discussion, as we consider the needs of users for support in their own homes, the
relative significance of formal and informal sources of support, and the relationship
of community support to other forms of provision. We conclude by considering a
number of suggestions for the development of a more integrated system of formal
community services in the locality.

8.1 Community Support Reconsidered
Despite the official rhetoric encouraging families to maintain their elderly and
disabled relatives at home, assistance provided by the Australian state before 1985
was largely confined to the subsidy of nursing homes and hostels. For those in need
of assistance there was previously little choice between state support provided in
residential care settings, and self reliance, family support or possible neglect at
home. The policy framework for long term care introduced since that time,
however, has made community support the guiding principle of a series of interrelated programs concerned with long term care. As well as changing the preferred
location. for the provision of support, the new approach has signified a
transformation of the relationship between the state and its citizens. This new
relationship has particular implications for those seeking assistance as a result of
frailty or disability, and for their caregivers.
As the welfare state was expanded in scope in the postwar years to encompass more
and more activities, the model of social policy which emerged in Australia was
essentially one in which the state came to be regarded as the universal provider when
provision through the market or family failed. In the field of long term care, the
provision of assistance by the Commonwealth Government was largely confined to
nursing homes and other residential care facilities. This form of state financed
provision was essentially premised on the condition of the inadequacy of family
support and the inability of the market to provide an equitable and effective solution
to the problems this created. The package of support and accommodation made
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available by government through residential care was one of 'all or nothing' which
left little room for contributions by either the individual in need of help or their
family and friends. By restricting state support to those admitted to care, this
approach served to also ration resources in a way which inadvertently penalised
those individuals who did remain at home. In doing so it also created an incentive to
have people admitted to residential care, as it was, in effect, the only form of formal
help made available. 30
Community support, as provided through the HACC program, represents an attempt
to move away from this model of social policy. Despite the restrictions imposed on
its use the provision of residential care continues, but this has been complemented by
the increased provision of community support services. According to official policy,
the state's role has ceased to be that of an 'all or nothing' provider and instead has
become one of partnership with the caregivers and other providers of informal
support to those in need. The vision of state action is one expressed succinctly in the
slogan 'Sharing Community Care', adopted by the Commonwealth Department of
Community Services in 1986-87. Community support, under these conditions, is not
intended to be an abrogation of state responsibility for long term care, but the
extension of state responsibility as a form of joint venture between formal services
and informal support networks into a previously unserviced domain. This ideal of a
partnership is often referred to in the literature on community support as the
'interweaving' of formal and informal care (Bulmer, 1987; Opie, 1991), a matter
discussed in Section 2 of this report.
Of course, much depends on the way the policy of community support is
implemented. Concerns have been expressed, for example, that by restricting entry
to residential care, the Australian approach may simply be a means of government
cost cutting, transferring responsibility for the support of the elderly and disabled
back to the family and adding to the already well documented exploitation of
informal caregivers, the majority of whom are women. We therefore set out in this
study to examine how the policy has been implemented in one local community and
what its consequences have been for those most directly affected. The extent of
collaboration between informal and formal support in the home has been one of the
main themes guiding this study.

8.2 Formal and Informal Support in the Home
Most of the users in the study were able to remain at home throughout the period of
the study. Nevertheless, a considerable proportion of the cohort did leave their home
for residential care. Eight months after the commencement of the study, 53 of the
original 60, or 88 per cent of the total, were still at home. After 16 months the
30

It is interesting, in this respect, that the provision of domiciliary services prior to the HACC
program was similarly premised on the idea of familial failure. Eligibility for Meals on
Wheels, for example, typically depends on evidence that the client does not live with or near
family members who could provide the meal.
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number still at home had fallen to 39, or 65 per cent of the cohort. A total of 12
people, or one fifth of the cohort, were in residential care, mostly in nursing homes.
Five others had died and four were elsewhere at the time of the interviews, two of
them temporarily in nursing homes for respite care, one in hospital with extensive
medical problems, and one had moved interstate, after a prolonged period in
hospital, so that he and his wife could be near their daughter.
The overwhelming majority of users required assistance to clean and manage their
home. Far fewer needed regular assistance with personal care tasks. Eight months
after the study started, for example, 23 per cent of all users required help with
dressing, while only 10 per cent required assistance with more frequent personal care
tasks, such as using the toilet. In contrast, 93 per cent of all users needed assistance
with shopping. A similar proportion also needed help with other closely related
tasks associated with household management, such as laundry, cleaning and
cooking. There was an equally widespread need for help with activities associated
with social participation, such as transport, assistance with organising appointments
and for general advice and companionship. Amongst those who remained at home
eight months later, the proportion of users needing assistance was similar. During
both stages of the research, users without caregivers who remained at home were,
out of necessity, more independent and capable than those who lived with others.
Those in need of assistance were, in turn, more likely to have been admitted to
nursing homes than users living with others.
One of the most readily apparent features of community support revealed in the
study is the extent to which it relied on informal assistance. Such informal support
was important in helping people stay in their own home both in terms of the number
of hours of assistance and the continuity of support and variety of tasks performed.
As might have been expected, help with personal care tasks was most likely to be
provided by spouse caregivers. Daughters and other caregivers, in contrast, were
more likely to be responsible for providing domestic help and help with social
participation. In this respect, many of the daughters involved as non-residential
caregivers, like those caregivers who were sons, other relatives and friends to the
users, tended to be more concerned with intermittent help and the management of
ongoing support in the home than with the continual, ongoing performance of hands
on personal care tasks.
The home appears in many ways to have been regarded as a private domain, a place
in which people did their best to look after themselves. When possible, those who
needed assistance sought this from their spouses, daughters, sons, other relatives and
neighbours. Although only a small minority of those who remained in their home
used services intensively, that is, on a daily basis, over half the sample at home at the
time of both the first and second rounds of fieldwork received regular assistance of
some kind from formal community support services.
This view of the appropriate role of formal services was, to some extent, also shared
by service providers. In some cases, such as Meals on Wheels services, specific
guidelines existed which prevented assistance being provided to users who lived
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within walking distance of family members. In other cases, priority was given to
applicants without access to infonnal support in the home. Often the judgement
remained unwritten and implicit, although no less operative than when expressed in
written guidelines. For example, when asked about providing assistance to clients
living with others, the manager of one of the largest community services in
Broadleigh responded reflectively:
If existing family support is evident, sometimes its prudent not

to take over service provision.
Community support services did, nevertheless, contribute to the well-being of users
in a number of ways. The majority of users at home, during both the first and
second stages of the fieldwork, made regular use of one or more community
services. This aspect of their support was often highly valued by users, who
considered it quite crucial to their continued residence at home.
In addition there was a small group of users who made intensive use of fonnal
services. Most of these people lived with others but required significantly more
assistance than their informal caregivers could provide. For these users there were
some indications that fonnal help supplemented, rather than substituted for,
assistance provided by informal carers. Nursing and personal care, for example,
were often tasks beyond the capacity of caregivers, while day care and in-home
respite provided caregivers with a break from what was otherwise a continuous
responsibility.

Many users also reported they had received short term assistance which had helped
them adjust to their circumstances at home. The emphasis in much of the thinking
concerning community support has tended to be on long tenn dependency and
support, and consequently the importance of short term interventions has tended to
receive little attention. There is, however, some suggestion that short tenn
interventions have been quite significant for many of the users in this study.
Participants stressed the extent to which the assessment and advice provided by the
Assessment Team, in particular, tended to have a stabilising effect, directly assisting
them in many cases to overcome the immediate difficulties they faced at the time of
their initial referral. The service also provided users and their caregivers with the
security of a personal contact with formal services should they have felt they
required more assistance than they were currently receiving. Evidence from users of
the effectiveness of the continence advisory sister in dealing with problems of
incontinence, as well as comments made concerning the impact of other short tenn
rehabilitative measures, served to draw our attention to the importance of further
investigation of these sorts of interventions.
Often, community support is spoken of as an alternative to residential care. Rather
than providing an alternative, however, its implementation in Broadleigh appears to
have been shaped by the supply of residential care facilities in the locality. The
figures on admissions to residential care presented in this report show that for at least
20 per cent of the cohort, community support did not provide an enduring alternative
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to residential care. 31 For these people, reliance first on support provided at home
and then later on residential care demonstrated that the two forms of support
supplemented rather than substituted for each other, each assisting users with
different types and levels of need, at different stages of their history of support.
This appears to reflect a quite deliberate attempt to adjust the provision and
allocation of support services to the supply of residential care in Broadleigh.
Certainly such an adjustment is implicit in the planning of community services at the
level of the State and Commonwealth Governments. Similarly, service providers in
Broadleigh have also attempted to achieve such a fit. Indeed the explicit objective of
most of the formal services has been to supplement, rather than substitute for,
assistance provided in nursing homes.
The view of the appropriate relationship between community support and the use of
residential care expressed in the provision of most services also appeared to be
shared by most users and caregivers at home. Emphasising their ability to cope at
home with minimal assistance from formal services, users often only expressed
requests for intensive assistance when there was little alternative but to seek
admission to nursing homes. In this respect it was interesting to note the contrast in
the relative preparedness of users and their caregivers to make use of other types of
formal advice and assistance, such as that provided by their general practitioner,
medical specialists and hospitals. 32 Their relationship with their doctor, for
example, was often described in highly personal terms, as one which they had built
up over the years. Seeking medical help was also a relatively familiar and often
routine process. Further, help sought from the doctor was predicated on concepts of
illness and cure rather than on the objective of preventing unnecessary
intsitutionalistion which underlies the provision of domiciliary support services
provided under the HACC program. Community services, in contrast, remained
largely unfamiliar with the conditions of their provision often resembling that of
charity.
In summary, the findings of the study to date indicate that community support in
Broadleigh depends heavily on the informal contributions of family members and
others who provide assistance, company, supervision and care without payor formal
organisation. Their ongoing support is often supplemented by assistance received
from formal services. The limited and intermittent intervention of formal services in
the home, however, is in stark contrast to the alternative mode of state supported
provision in residential facilities where the full range of support tasks are undertaken
by staff, and informal support is only of marginal importance.

31

To this number could also be added at least one of the users who died after admission to a
nursing home. The discussion of factors precipitating admission to residential care,
presented in section 6 of this report, included one individual in these circumstances.

32

As mentioned earlier, the use of medical services has remained outside the scope of this
report, but will be explored in more detail in a separate paper.
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Thus, although community support has been promoted as a national policy, the home
remains a largely private domain where people live, often set in their own ways,
secure from the direct scrutiny and control of others. Indeed, the autonomy of the
home is seen as one of its main advantages by both clients and government. In
contrast to the instrumental and formally impersonal relationships encountered
between clients and staff in formal service settings, informal assistance provided in
the household is largely of a personalised, unsystematic and variable character which
owes much to the history of personal relationships of the individuals involved. As
well as reflecting real and perceived shortcomings of public services provided in the
home, the reluctance of participants in the study to call for extra help from formal
sevices perhaps reflects a preference for the maintenance of this domestic autonomy.
As well as providing users with company and ongoing supervision or monitoring,
caregivers were likely to undertake a wide variety of tasks, often at irregular
intervals and times. It was evident that the division of household labour along lines
of gender, with women most frequently taking special responsibility for caring and
homemaking work, had a particular impact at this level. The majority of personal
care and household work was undertaken by women, reflecting the situation in many
other households across the community of Broadleigh and Australia (Bittman, 1991).
However, although women were clearly predominant, almost one in three caregivers
were male. The informal work of caregiving appears to have been treated largely as
homemaking, performed most commonly by women, but also, when necessary, by
men. Where ongoing assistance was required, a co-residential caregiver, usually the
spouse or sibling of the user, appeared to be the most reliable and acceptable source
of assistance. When assistance from a co-residential caregiver was not available
daughters were the most likely providers of care. There were, in fact, more
daughters providing assistance than caregivers in any other relationship. Where
there was an option of either a son or daughter providing assistance, it appears in
most cases that it has been a daughter who has taken on the greater level of
responsibility. Often, however, neither spouse, co-residential sibling nor daughter
was available. In these circumstances a son, in some but not all cases closely
assisted by a daughter-in-law, was frequently the one who had taken on the
responsibility of caregiving.
This hierarchy of responsiblity and readiness to assist can be understood as
expressing a system of cultural or moral values shared to an extent by users,
caregivers and services alike. The ordering of preferences extends beyond the
confines of the household and informal support network to encompass assistance
provided by formal community services. The widespread but restricted use of
services has shown them to be acceptable, when necessary, although not, in most
instances, the most preferred source of assistance in the home. The relationship
between formal and informal assistance evident from the study to date thus
resembles a hierarchy of preferences, with formal assistance compensating, as it
were, for inadequacies of informal support. A common theme therefore appeared to
link the preferences for informal and formal support. This has been captured well,
(despite the rather awkward sounding title) in the hypothesis of 'hierarchical
compensation' formulated by Cantor (1979) and developed by Qureshi and Walker
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(1989). Further work will be undertaken exploring the applicability of the this
hypothesis to community support in Broadleigh.

8.3 Community Services: Preparing for the Future
In addition to the influence of demand factors on the use of formal assistance by
users and caregivers, the study has identified several contraints arising from the
supply of formal services. The extent of the difficulties faced by those who provide
community services, however, was not publicly exposed because of the apparent
readiness of users and their families to accept placement in nursing homes when
support in the home was no longer adequate. During the period of the study, the
availability of nursing home accommodation in Broadleigh cushioned the impact of
the introduction of community support policies, providing a safety valve for those
whose level of support exceeded the sustainable capacity of the assistance available
in the home. Knowledge of this option permitted users and their caregivers to make
a choice for domestic support at the time of their referral to the Assessment Team,
aware that the decision could be reversed as a later stage if the need arose.
However gaining admission to nursing homes is likely to become increasingly
difficult in future years as policy reforms already implemented gradually reduce the
proportion of available beds. While the increased availability of hostels is likely to
provide some option of choice to those who require ongoing assistance, it is clear
that a more effective provision of community support services than has been evident
from this study will also be required.
Increasing the effectiveness of overall service provision requires that more assistance
is made available than is at present the case. It is apparent, nonetheless, that simply
providing more of the same will not lead to a more effective form of provision.
More effective formal assistance will also require a more coordinated, flexible and
'user friendly' form of provision than has been available in the past. In concluding
this report, therefore, it is useful to consider some of the immediate options that
could be taken to assist providers of formal services to overcome the constraints
which they currently face. Given the record of achievements and the resilience of
existing services over the past decades it is likely that they will continue to form the
basis of formal service provisions in the future. These concluding remarks,
therefore, are not intended to set out a blueprint for the future of community
services, but simply to open for discussion some of the options which could enable
local services to undertake reforms which would build most effectively on the
foundations of the existing framework of provisions.
Building a Local System of Provision
Although there were generally amicable official relations between the individual
service providing organisations in Broadleigh, it is difficult to think of the individual
organisations as forming an integrated local system of services. The provision of
domiciliary support by 18 separate and specialised public organisations which grew

130

REVIEW OF FINDINGS AND SUGGESTIONS FOR POUCY

in a somewhat incremental and ad hoc manner, remained a collection of largely
autonomous organisations with only limited fonns of collaboration linking them.
There were no established forums or case conferences held at which the different
organisations could discuss the problems of assisting specific clients or deal with
common issues of service provision, nor was there an overarching regional authority
responsible for coordinating each of the separate services. Some services shared
common members on their Management Boards, although there is no evidence that
this fonn of coordination was widespread. Neither was there much evidence of
coordination between the different funding authorities, either through the separate
Municipal Councils in the locality or the different Departments responsible for the
administration of the HACC program in New South Wales. Seen in this light, it
appears that the system at the local level was incapable of overcoming the structural
underpinnings which served to isolate the individual organisations and fragment the
provision of services to people at home.
Inadequacies in the total amount of assistance available and the problems of
coordination encountered in Broadleigh were often explained by participants in
tenns of the personalities and the peculiarities associated with the services with
which they were familiar.
Given the absence of fonnalised protocols for
collaboration and the lack of clear professional boundaries between occupational
groups, matters of interorganisational contact usually did subsequently involve a
significant personal component. It was not be surprising that, under these
conditions, the personal interaction between individuals at the local level was
advanced as the cause of any difficulties encountered. Yet, it seems, the problems
emerging in Broadleigh were anything but unique. Not only have problems of the
lack of coordination and the fragmentation of pl~ing and provision been widely
reported in virtually every report on the provision of community support in Australia
for many years (HACC Review, 1989; McLeay, 1982), they also appear to be
widespread, if not endemic, in other related fields of public provision overseas as
well as in Australia (Hall, 1987; Webb, 1991).
One approach to the limitations of service provision identified in this report may be
to weigh up the costs and benefits of the exercise of refonn and conclude that the
benefits of a comprehensive, integrated system of services are exaggerated and not
really worth the sacrifices entailed. Many of the service coordinators interviewed,
for example, pointed out that the existing costs of close cooperation between
organisations were often already too high and closer integration was therefore not
worth pursuing when the viability of their own organisation was at stake. The costs
they pointed to included time for management to attend meetings and other
discussions, the proliferation of associated paper work and the loss of some of the
autonomy associated with the existing scale of service administration.
From this perspective the 'system of services' is seen as never more than its
constituent parts. The interests of those in the local community, it could be argued,
would be better served by a more intense effort by each of the individual
organisations to provide flexible fonns of assistance than by trying to somehow
impose coordination unnecessarily on a system in which it has no place. One of the
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necessary corollaries of this approach is that to remain autonomous, each service
should be required to provide a more comprehensive range of assistance than is at
present available. This would obviate the need for coordination, allowing services to
compete for clients. To allow this to occur, changes in the system of funding would
be required.
A number of different approaches, however, could be presented as means for
achieving a closer form of inter-organisational collaboration than exists at present.
The most well known alternative is presented by the bureaucratic model, the model
on which most government and private industry is organised. Such a system
requires some form of centralised authority to ensure that the separate specialist
components of the system can be made to work together. A variant on this approach
can be found in the concept of 'mandated cooperation' (Hall, 1987: 247-8), whereby
an external authority, such as the State Government, requires services to collaborate
under certain closely specified conditions. An example of this approach is to be
found in a recent directive sent by the Home Care Service of New South Wales to all
its local branches requiring them to accept as first priority clients referred by
Community Options Projects. This measure, in effect, makes cooperation between
the two services compulsory.
A second approach involves the concept of a local network of services, the
development of a series of informal and formal links between the separate
organisations that remain both autonomous yet committed to ongoing collaboration.
Embryonic stages of this form of interaction are already in evidence in Broadligh,
but these could be extended significantly while still maintaining the autonomy and
integrity of the existing system of services. Additional aspects of networking that
could be readily adopted include regular meetings of all service providers in the
locality, the development of common forms of client referrals and documentation,
and the implementation of regular case discussions, in which representatives of the
various organisations providing assistance to a particular client meet together, if
possible with the client, to discuss aspects of their individual contributions.
A third approach is to be found in further applications of the concepts of case
coordination and case management. Rather than a generalised form of interorganisational coordination, such approaches emphasise the integration of a range of
separate services for individual clients. Case management is already practised by the
Community Options Service, which manages individual packages of support
services for different clients. The monitoring and advice provided by the
Community Assessment and Rehabilitation Team also demonstrates certain elements
of this approach, although it lacks a separate budget with which to purchase
assistance from other providers. The case management approach points to a rather
different model of service integration, in which service provision is seen as
something like a market place, and assistance in the home is seen as a commodity
which can be purchased from anyone of a range of different sources.
There is evidence that some elements of each of these different approaches have
been applied in the locality. Yet none of these, on their own, seem capable of really
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creating a comprehensive and integrated set of services in the locality, given the
sorts of structural conditions affecting the operation of the individual services.
Significant changes would be required outside the local area which recognise the
high costs associated with coordination, particularly at the level of the State
Government's administration of the HACC Program.
The current structure of service provision in the locality owes much to the action and
inaction of superordinate authorities. The incremental nature of Commonwealth
policy over the last thirty-five years together with the requirements of State
Government departments have left the area with an infrastructure of individual
services but little in the way of a coordinated system of provisions. Yet
governments can do much to encourage environments which facilitate coordination
without imposing a top-heavy system of bureaucratic controls and procedures on the
local level providers. One aspect might involve the creation of a single statewide or
national system of administration and planning, in place of the multiplicity of
different lines of authority which currently exist. The present arrangements clearly
encourage 'vertical' links between services and officials falling under the same
hierarchical line of authority, but discourage the development of 'horizontal' links
between different services at the local level which have each become rivals in the
struggle for increased official patronage. An environment that is more supportive of
local coordination should be attempting to encourage the development of horizontal
links between local services, building up the pattern of cooperation and trust in the
local community.
Other options for governmental action which could similarly assist in developing a
collaborative environment at the local level include, for example, the requirement
that close cooperation in both assisting clients and planning future developments be
made a condition of funding. Guidelines setting out uniform eligibility criteria for
services could also help reduce the requirements for multiple assessment of the same
client and ensure that a person needing assistance from one service would not be
ineligible for another. Local mechanisms for case conferencing could be facilitated
and training provided to enable staff from the different services to develop relevant
skills. The co-location of services could also be encouraged by providing a single
site from which a range of different organisations could operate. By raising the local
profile of services and reducing the time taken for individuals from different
agencies to communicate, such a move would also be likely to produce other
benefits for community service provision at the local level.
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