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Who Cares for the Carers?

Major Issues

There are more than two million carers (of older people and people with disabilities) in
Australia yet until recently their role and contribution has been largely overlooked in
social policy debates and program initiatives.
This situation is now changing in response to growing awareness of the fact that, as
political and demographic developments are adding to the number of people requiring
care, social and economic factors are reducing the likelihood of family members being
able, or willing, to provide it. It is also a response to growing organisation and
politicisation by carers.
Pressure on current measures to assist carers, mainly through the Home and Community
Care Program (HACC) and through a range of income support payments, is likely to bring
to the fore existing contradictions in policy approaches and in the perceptions which
underlie them. Clarification and resolution of these tensions will be central to future policy
debate on carers.
Until recently there was a widespread assumption among policy makers and in the
community generally that caring is a private, family matter and not an appropriate subject
of state intervention. In this view the provision of assistance to carers has the potential to
undermine "natural" family obligations at the same time as it increases the financial
burden on the state. Indirect assistance to carers through provision of services to care
recipients is also suspect in this view since formal, paid carers cannot hope to provide the
quality of care we expect from concerned family members.
The practical outcome of this approach has been the targetting of assistance to people
without informal carers, or where family care arrangements have broken down. The care
recipient and not the carer is the focus of attention in this approach, some elements of
which are evident in HACC. The HACC Program targets those in greatest need, among
whom people without carers are disproportionately represented. While there are obvious
equity considerations here, it can also be argued that one consequence of this approach is
to disadvantage carers and the recipients of their care.
There is an internal contradiction here too, as carers are a specific target group in HACC the only government program in which they enjoy this status. Policy initiatives and debate
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have tended to assume that the interests of carers and care recipients coincide, but this is
not necessarily the case. Possible discrepancies are evident in respite care, designed to
assist carers but sometimes opposed by care recipients. Discussion of the relative merits of
payments to carers and to care recipients has also pointed to diverging interests, although
this issue has received greater attention overseas than in Australia.
More broadly, there is some tension between the two approaches to assistance which have
been adopted in Australia - assistance through HACC and assistance through income
support. Those who favour the development of strong, publicly funded services such as
I-IACC as the major form of assistance to carers are concerned that payments to carers or
to care recipients may undermine publicly funded services by diverting resources to
private for profit programs. Those who favour assistance through payments point to the
empowerment of carers and care recipients consequent upon their status as consumers.
These debates are not unique to Australia. The balance arrived at between these two
approaches is influenced significantly by social history and economic and political
circumstances.
There is now general acceptance in Australia that the state has a role to play in assisting
carers and the recipients of their care. There is less agreement on the level and form of that
support. Most people still see the family as the primary carers, with the role of the state
being to supplement and complement family support rather than replace it. A minority
view is that so few family carers will be available in the longer term that the state will
have no option but to assume that role. Debate continues on the appropriate level of state
support but the costs of replacing family carers are so great as to render such an approach
impractical.
The costs of care are another subject of debate. At present we have no accurate data on
existing government expenditure on carers, nor any clear indication of the value of care
now provided "free" by family members. Work is proceeding on this, and on the related
issue of the value of unpaid work in the home. The real value of this work is so great that
governments have naturally shied away from attempting to put a figure on it, lest
expectations be raised that they might be prepared to meet even a fraction of these costs.
While carers have never suggested that they be paid the "market rate" for the work they
undertake, an accurate assessment of its value would certainly strengthen their case for
more adequate financial recognition or compensation. The recent government decision to
pay a parenting allowance to parents remaining at home to care for children has very
significant implications for carers because, along with the Carer Pension, it gives
legitimacy and recognition to the value of unpaid caring work performed at home.
The whole question of payment for carers is very complex and arouses strong views. It is a
difficult issue for governments because of the potential costs involved. It will remain an
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important aspect of future policy debate as the long term viability of existing policies,
dependent as they are on a pool of unpaid carers, is increasingly questioned.
If fewer family carers are able or willing to care and governments cannot afford or choose
not to do so then the care gap may be increasingly filled by private services or "paid
volunteers" working in the "grey" economy. Such developments are quite widespread
overseas where they are causing concern to governments because of the difficulty of
ensuring adequate standards of care and the potential for exploitation, both of carers and of
care recipients. Australia has been spared the worst of the excesses reported overseas but
there is some evidence that working carers here, unable to obtain adequate assistance
through the public sector and unable to afford trained private help are resorting to the use
of untrained, low paid "contrcted carers". This is an issue warranting closer scrutiny than
it has so far received.
Some commentators see caring as a feminist issue. They point to the fact that the majority
of carers are women and suggest that, if the majority of carers were men, the issues
discussed here would have received much higher priority than has been accorded them to
date.
It is difficult to know which of the issues raised here will dominate discussion on carers.
There is no doubt however that carers will figure prominently in future debates on social
policy and influence policy development in aged care, disabilities and income support.
Carers are a very diverse group and policies designed to assist them will need to be
cognisant of these differences.
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Introduction

Why are carers increasingly the subject of social policy debate?
This paper seeks to answers this question and to discuss some of the major issues
influencing the debate. The paper begins with a description of carers in Australia and of
the recipients of their care.' It examines the factors influencing the demand for, and supply
of, carers. It suggests that, at the same time as demographic and policy developments are
adding to the number of people requiring care, social and economic factors are reducing
the likelihood of family members - the traditional carers - being able, or willing, to provide
it. Analysis of recent ABS data is included in support this view.
The paper then describes the impact of caring on carers and existing policies designed to
assist carers. They are of two main types. The first is through the payment of allowances,
either to carers directly or to the recipients of their care. The second is through the
provision of services, especially those provided by the Home and Community Care
Program, the only government program in which carers are identified as a specific target
group. There are no programs designed to meet the special needs of the increasing number
of carers in the work force. These may, as a consequence, be forced to choose between
abandoning their caring responsibilities and leaving the work force. The costs of care,
both to governments and to the carers themselves, are briefly discussed.
Many of the issues discussed, in this paper in relation to Australia are also being considered
elsewhere. The paper concludes with a brief analysis of the major trends in other OECD
countries, with particular reference to Norway, the United Kingdom and the United States,
each of which has adopted a different approach to policy development for carers.
The contribution of carers is critical to the success of Many government programs,
particularly those established to assist older Australians, and children and adults with
disabilities. Equally important is their role in assisting 'very large numbers of Australians
to live independently in the community with minimal recourse to government funded
•
programs.
Until recently carers' efforts have received little recognition or support. This situation is
changing. Both in government and in the community generally there is growing

Who Cares for the Corers?

acknowledgment that the role and contribution of carers will be central to social policy
development in the coming decade and beyond.
The position of carers and care recipients cannot be considered in isolation from the wide
range of programs and policies which, while not developed specifically for this group,
have an impact upon it. The most important of these are social security and health, to
which reference has been made in this paper. Others are housing, transport, veterans'
affairs and disabilities. These fall beyond the scope of this paper but cannot be omitted
from any comprehensive consideration of policies for carers.
Likewise, while the paper stresses the diversity of carers and the recipients of their care it
does not discuss the special needs and problems of particular groups and possible policy
implications and responses. These groups include carers and care recipients from non
English speaking and Aboriginal and Torres Strait Island backgrounds and those who live
in rural areas. Other sub groups with particular needs include sufferers from Alzheimers
and related dementias and their carers, the victims of acquired brain injury and their carers
and children with severe disabilities and their carers.
The paper has focussed on carers of older people rather than on carers of younger people
with disabilities. This reflects the current policy emphasis consequent upon growing
awareness of the implications of population ageing. In some ways however, carers of
severely disabled younger people are particularly vulnerable, given the intensity of care
often required and the extended periods over which it is provided.

Characteristics Of Carers And Recipients Of Care

Definitions

The definition of "carer" is problematic, encompassing as it sometimes does such diverse
roles as protecting soil quality and tending injured wildlife. In this paper the definitions
adopted are those used by the Australian Bureau of Statistics (ABS) in its 1993 Survey of
Disability, Ageing and Carers. 2 This Survey covered a sample of 18,000 residential
dwellings and 700 establishments such as nursing homes.
The ABS defines carers, generally, as persons of any age providing informal help with a
range of specified activities. These include, for example, home help, meal preparation and
self care. It distinguishes two sub sets of carers - main carers and principal carers. A main
carer is a person providing the most informal care for each of the specified activities. A
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principal carer is a person aged 15 or more providing the most informal care for activities
requiring the most intensive, ongoing support. These are self care, mobility and verbal
communication. Only one person can be so identified.
The above definitions refer to carers who are usually co-resident with the care recipient.
For non resident carers the definitions are slightly different.
In all categories, the ABS Survey limited its scope to carers of a person with a disability
and/or an older person who needed help to carry out one or more of nine specified tasks.
The Survey thus excluded all those caring for children, except carers of children over five
with a disability. It also excluded carers of those requiring short term care (of less than six
months duration) such as accident victims, people recently discharged from hospital, AIDS
sufferers and people receiving palliative care. The number of carers in this group is
increasing, and the care they provide is often intensive and stressful. Their omission from
the 1993 ABS Survey is thus a major weakness.
A further problem is the Survey's reliance upon care recipients to identify their main
and/or principal carers. In some cases they are unable to do this and in others they are
unwilling to do so. The Survey also exludes carers younger than 15.
Despite these reservations, the Survey provides our most accurate, recent and
comprehensive picture of carers and care recipients in Australia and as such forms the
basis for much of the discussion in this paper.

A Profile of Carers
Carers are of all ages and ethnic backgrounds. They are of both sexes, although
predominantly female. They are from all socio-economic groups, although the majority of
carers' households are poor and dependent on government benefits. Carers work full time,
part time or not at all. Some receive help from family, friends and/or community support
services while others have no external support. The following section of the paper
describes some of the salient characteristics of those carers included in the ABS sample
survey.
In 1993 there were 1.5 million people caring for another person in the same household and
728,000 caring for a person in another household. The ABS identified 541,000 3 of these
as principal carers. The following profile of carers is largely restricted to this group since
principal carers carry the heaviest responsibility for people with profound and severe
handicaps and their lives are consequently affected to a greater extent by their caring role
than are the lives of other carers.
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The central role of the family in the provision of care is evident from the ABS Survey. It
shows that 95% of principal carers are caring for a family member. Of these, 42% are
caring for a spouse, 28% for a parent and 17% for a child. Among other types of carers the
family connections are less marked but even in these cases, 70% of carers are family
members.
Two thirds of principal carers are women. They care mainly for spouses (33%), children
(23%) and parents (30%). Men and women are fairly evenly represented as principal carers
for spouses but principal carers of children are almost entirely female (93%) and almost
three quarters of principal carers of parents are daughters.
One of the difficulties of concentrating attention on the role of principal carers rather than
carers in general is that it may tend to underestimate the contribution of male carers. Male
carers do, for example, contribute significantly to the care of parents but the care they
provide tends to be more intermittent and less intensive than that provided by principal
carers, the majority of whom are female.
Almost all principal carers of a spouse or child live in the same household as the recipients
of their care but less than half of principal carers of a parent (38%) live in the same
household.
Principal carers are of all ages, with 38% aged under 45, 32% aged 46 to 59 and 29% aged
more than 60. There is an association between the age of the carer and the relationship
with the care recipient. Carers of spouses tend to be older than 60, carers of children are
likely to be younger than 45 and carers of parents are concentrated in the 45-59 age group.
As noted above, male principal carers are predominantly involved in the care of their
spouses. They are older, on average, than female carers. Forty two per cent of male
principal carers are aged more than 60, compared with 23% of females. Twenty two per
cent are more than 70 (9% for females) and 6% are more than 80 (2% for females).
Because female principal carers are younger than males they are more likely to have
dependent children. The number of women caring for children and also for elderly parents
is projected to increase with the later age of childbirth.

A Profile of Care Recipients

Potential recipients of care, as measured by the 1993 ABS ,Survey, fall into two distinct
categories. The first group consists of people with profound and severe handicaps who
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require high levels of care. In the second group are people over 60 reporting a need for
assistance with certain specified tasks.
The Survey estimated that 419,000 people had a profound handicap. People in this
category were described by the ABS as "reporting that they always needed help from
another person to perform one or more designated tasks associated with daily living." A
further 300,000 people had a severe handicap and reported that "they sometimes needed
help to perform the designated tasks." The tasks encompassed by the ABS definition
relate, for example, to self care (showering, dressing and eating), mobility (moving
. between bed and chair and moving about the house) and verbal communication.
One in six people with a profound or severe handicap (124,000 people) live in an
institution such as a nursing home. The remainder live in households and are largely
dependent upon the support provided by informal, usually family, carers.
The incidence of handicap and disability increases with age and there is a concomitant
increase in the number of people needing help. Among people with a disability aged 15-24
only 5% said that they needed help with at least one activity. For those over 75, this had
increased to 23%.
The second group of potential recipients of care surveyed by the ABS were people over
60. There were 2.75 million people in this age bracket in Australia in 1993. Some of them
required help with a range of tasks but these tasks were of a different order from the tasks
with which people with profound and severe handicaps required assistance. The former
group need less intensive and sustained assistance, which can often be provided by non
resident carers. Tasks include home help, home maintenance and meal preparation.
The Survey estimated that 1.1 million people over 60 who lived in households (rather than
in institutions such as nursing homes) required help of this kind. The majority reported a
need for home maintenance (800,000) or transport (660,000). Most were female (84%).
More than half of all those over 60 needed no help at all and 157,000 were themselves
principal carers.
Of the 1.1 million people over 60 who reported that they needed help with these tasks,
68% had a disability. 4 Again, more females than males reported needing help.
Most of those reporting to the ABS that they needed assistance of the type specified in the
Survey received some help, although many did not receive all they needed. Of the total
population of those with a handicap (of varying levels of severity) needing help, 60% had
their needs fully met, 28% had them partly met and 7% received no help at all. The
comparable figures for people aged more than 60 who needed help were 68%, 23% and
7%. Most of the help was provided by carers who were, overwhelmingly, family members.
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Care recipients, like care givers, are a very diverse group. Their heterogeneity emerges as
an important feature in all recent Australian studies regardless of the exact definitions of
carer and care recipient adopted. 5 Policy initiatives designed to assist carers and those for
whom they care must be cognisant of these differences.

The Growing Demand For Carers

The Ageing of the Population

The ageing of the population is the single most important factor affecting the demand for
carers. The number and proportion of the population aged more than 65 is predicted to
double over the next 60 years, (from 11% to 22%). For those over 80 the growth rate will
be especially marked, rising from 2.2% of the total population today to 7% or 8% in
2051. 6 People from non English speaking backgrounds will form a significant proportion
of the 65+ and the 80+ groups. These projections are illustrated in figure 1, below.

Projections of the Elderly as a Proportion of the Total
Population
25
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Source: EPAC (projections based on standard fertility and annual migration set at 0.54% of the
population.)
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Given the link between ageing and dependency, this is a significant indicator of future
demand for services. Demand will be compounded by the increasing incidence of
disability associated with ageing.
With the ageing of the population the proportion of the population with disabilities is
projected to rise from 10 to 15 per cent of the population.'
Disability is strongly related to ageing, according to the ABS (1993) only 7.4% of people in
the 15-24 age group have a disability as compared to 36.4% for those in [sic] 60-64 years

and 66.7% for those over 75. However, it must be remembered that disability does not
equal dependence.8

The EPAC study referred to above has been criticised as unnecessarily pessimistic.
Research by the Australian Institute of Family Studies (AIFS), for example, emphasises
the large number of older family members who are providers rather than recipients of care.
A 1991 AIFS study established that 76% of older people provided child care for family
members, 61% provided care for sick relatives and 33% contributed towards the deposit on
a house or flat for a family member.9
The most recent and comprehensive examination of the position of care givers and
recipients in Australia, undertaken by the Australian Bureau of Statistics (ABS) in 1993,
makes the same point.
Over half (56%) of all people aged 60 and over who lived in households felt that they
needed no-help or assistance, because of their age or disability, with activities connected
with their daily life.")
While many older people are recipients of care, many are also providers of care,
particularly child care and personal care or home heln. In 1992, at least 42 per cent of
people aged 60 and over provided support to a relative)1

The reliability of such long term projections as those postulated by EPAC has also been
questioned. Indeed, EPAC itself cautions that "demographic projections over such a period
are subject to considerable uncertainties." 12
Furthermore, the dependency ratio (which measures the percentage of the potentially

dependent population - taken to be those under 15 and over 65, per 100 of working age,
taken to be those aged 15-65) is now, at 49.5, considerably lower in Australia than ratios in
most OECD countries. It will actually fall over the next few years as the smaller cohorts
born during the depression and the Second World War reach retirement age and the
number of people under 15 declines as a proportion of the total population. The effect of
the decline will however be limited if unemployment continues at significant levels. The
dependency ratio is predicted to remain low until about 2011, when the baby boom
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generation reaches retirement age. After this it is likely to increase significantly, in the
absence of countervailing factors such as prolonged work force attachment by older
people. Projected dependency ratios are illustrated in figure 2, below.

Projected Dependency Ratios *
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* Population aged 0 to 14 and 65 and over as a percentage of total population.
Source: EPAC

Despite these reservations and qualifications, and the mitigating effects of the better health
and greater material resources enjoyed by the current and future populations over 60,
compared with those of earlier generations, there can be little doubt that demographic
changes will result in increased demand for care in the longer term. This will be
particularly the case for the growing number of people over 80.

Deinstitutionalisation Policies
Deinstitutionalisation policies have been introduced progressively since the mid 1980s.
They were designed o ensure that people requiring care (the frail elderly, mentally ill and
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those with other disabilities) receive it, where appropriate, in the community rather than in
nursing homes, mental hospitals or other institutions. Expenditure previously associated
with institutional care was to be diverted to services providing care in the community.
This redirection of resources has occurred to some degree in aged care, where savings
from reduced growth in nursing homes have been redirected to the Home and Community
Care Program (HACC). It is less evident in mental health and disability services. Even in
aged care programs however, the total (Commonwealth and State) community care
(HACC) budget in 1991-92 was only a fifth of that spent on nursing homes and hostels.I3
In this environment, community based care depends for its success upon the availability of
unpaid care provided by (mainly female) relatives, with subsidised community services
providing only partial support, despite the original intentions.
Some commentators are starting to question the long term viability of a policy reliant upon
a pool of unpaid carers. The true costs of this care are also being reassessed, to take
account of the long term financial, social, health and other costs borne by carers. The
policy implications of this reassessment are among the issues discussed later in the paper.

Early Discharge from Hospital

Hospital stays are becoming shorter. The average length of stay in hospitals for acute care
patients was 6.9 days in 1982-83. By 1994 it was 3.5 days 14 and it is projected to decline
further.
There are several reasons for this. Advances in antibiotics and anaesthetics and less
invasive surgical techniques require a shorter period of recuperation and enable a patient to
return home more quickly than was previously possible. New techniques have also greatly
extended the number of procedures which can be performed on outpatients and no longer
require hospitalisation. Casemix funding may also contribute to early discharge in the
longer term but because of its relatively recent introduction it is too early to evaluate its
impact.
Despite community concerns that early discharge is a cost saving exercise likely to reduce
the quality of patient care, there are sound medical reasons why the practice should be
encouraged. The weakness in the system is its failure to ensure that patients discharged
early have access in the community to the appropriate post acute follow up care which
they would previously have expected to receive in hospital. In these circumstances the
responsibility for providing this care falls largely to families and friends.

•
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A range of innovative health initiatives designed to provide an increasing number of health
services in a community or home setting is currently being triallecl. These have wide
community support because of their "patient friendly" approach, but they also increase the
burden on care givers. Indeed, many of them rely for their success on the presence of a
live-in care giver. The "hospital in the home" pilot projects recently funded in New South
Wales, Victoria and South Australia are examples of this approach.
The demands on carers resulting from early hospital discharge extend beyond the
provision of care. While treatment has moved from the hospital to the community, funding
has failed to follow the same path so that significant financial costs are also borne by
patients and their families.
Assistance through the Home and Community Care Program (HACC) for patients needing
post acute care in the community is limited by the restraints on this type of service
provision imposed on HACC at its inception. The restraint was imposed to prevent the
dilution of HACC services by spreading scarce resources across too large a target
population. The growth in early hospital discharge and in the provision of palliative care in
the community since HACC's introduction, without a concomitant increase in community
based services through HACC, has increased the burden on family care givers.

Increasing Expectations

Though difficult to quantify, it is likely that increasing expectations on the part of care
recipients will also contribute to demands for more, and higher quality, services. To some
extent demands are influenced by the possibility that they might be satisfied and so,
paradoxically, the creation of services to assist carers and care recipients may stimulate
rather than satisfy demand.

The Decreasing Supply Of Carers
The potential carer population will increase in Australia over the next twenty years,
relative to the population needing care, after which it is projected to fall rapidly. In this
respect Australia is quite different from North America,and most OECD countries. The
difference can be explained by the Australian "baby boom", which started later and lasted
longer than elsewhere, and the effects of sustained immigration during the same period.
The decreasing supply of carers in the short term therefore will result not from
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demographic changes but from social and economic factors, the most significant of which
are described below.

Changes in Patterns of Marriage and Family Formation
A number of interrelated changes in patterns of family formation can be expected to
reduce the number of carers. They are: the growing number of people who are not
marrying and, for those who do, the later age of marriage; high divorce rates; smaller
numbers of children per family and the increasing age of parents at the birth of their first
child. Apart from high divorce rates, these changes affect the potential supply of carers of
older people rather than of younger people with disabilities.
All of these trends seem well entrenched. If they persist then, in time, fewer older people
will have spouses, children or other relatives from whom they might expect assistance.
Even when they have children and grandchildren, later child bearing will have created
additional demands upon their children, the "sandwich generation" caring for parents and
still dependent children of their own. The separation from grandchildren and daughters-inlaw which can result from divorce may also remove other potential sources of care for
older people. Daughters-in-law in particular are a significant source of support.
Further disruptions to patterns of caring result from Australians' high levels of mobility.
Between 1986 and 1991, for example, 45% of Australians over the age of five changed
their addresses, with the majority of them moving to a different statistical local area.15
While distance need not preclude caring, it necessarily changes the type of care provided
and renders impractical the intensive levels of support provided by some co-resident
family carers.

Increasing Labour Force Participation by Women
Traditionally, caring has been considered women's business, with attachment to the paid
work force a residual, intermittent activity undertaken as family commitments permitted.
Of course, the reality was always different from the ideal. Some women had no option but
to work. Some chose to do so. But whatever their circumstances, the expectation remained
that they would be available and prepared to care for family members requiring assistance.
Although some women do still withdraw from the labour force to accommodate family
caring responsibilities, current levels of female participation are changing both the reality
and the expectation that women will be available to provide such care.

II
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The labour force participation rate for women has increased steadily for thirty years.
Currently it is 53%, 16 an increase of 9% since 1981. Men's participation rate declined
slightly (from 77% to 74%) over the same period.
Participation rates for carers, both male and female, are lower than for the general
population. They are lower for female carers than for males. Both male and female carers
also modify their hours of paid work to accommodate their caring responsibilities. In 1993
some 15% of principal carers had reduced their hours of paid work. This was particularly
the case for female principal carers of children with disabilities who were in the work
force, two thirds of whom worked part time. Others had given up work altogether.
...The proportion of women [principal carers] who were not currently working, and had
given up work because of their caring role was considerably higher than that of men (37%
and 19% respectively). This is likely to be because male principal carers tended to be older
than women and had already retired before taking on a caring role.I7

The 1993 ABS Survey of Disability, Ageing and Carers suggests that women in the work
force at the time they take on a caring role are attempting to remain in their jobs, albeit
with some adjustments. The stresses which this places upon them are discussed later in
this paper. They are particularly severe for co-resident carers and those without other
family or community support. Without greater assistance than they now receive (from
governments, their families and employers) they may increasingly be driven to choose
between their jobs and their roles as carers. At present, 37% do in fact leave work:
However, given their better education, better paid jobs and the increasing likelihood that
they will be the sole source of financial support for their children, it will not be surprising
if they increasingly opt to remain in the paid work force, leaving others to fill the care gap.
It is thus in the interests of care recipients, governments, taxpayers and employers alike to
assist female carers to remain in the work force, if that is their wish, or to rejoin it once
their caring responsibilities have ended. Such assistance should not of course be restricted
to female carers in the work force. It is stressed here since female principal carers are, on
average, younger than males (77% are aged between 15 and 59). 18 They are thus more
likely to be in the work force and their work patterns are more often disrupted than are
those of men.

Changing Social Attitudes

The most important attitudinal changes affecting the supply of carers flow from the social
and economic changes already referred to. One means of reducing the pressures upon
female carers in the work force would be to distribute the caring role more evenly among
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family members. Changes to patterns of labour force attachment among males, such as
increased levels of part time work and earlier retirement, could provide an opportunity for
greater numbers of males to share responsibility for caring. However, to date there is little
evidence of such a redistribution and, that being the case, every likelihood that increasing
numbers of female carers will be unwilling or, more probably, unable to maintain their
caring responsibilities at the level we have come to expect.
More difficult to quantify than any of the factors previously, discussed, , but equally
important in determining the future supply of carers is people's changing expectations of
family members. People who have grown up in mobile, unstable families may develop
fewer close bonds and feel less responsibility to other members of their family. Those in
need of care may be less likely to expect that it will be forthcoming.
These trends should not be overstated. The majority of children continue to live in intact
couple families. Close knit extended families exist in all communities and are an important
feature of many cultural groups. Nevertheless, weaker family ties are a reality for an
increasing number of Australian families and their impact on traditional patterns of caring
is likely to be considerable.
Changing expectations are most evident among the potential pool of female carers
themselves. They have many more choices than their grandmothers and mothers and less
social and family pressure to adopt the caring role (although the force of such pressure
cannot be discounted in influencing women's choices). Though difficult to quantify, all of
these factors can be expected to reduce the number of people willing or able to take on the
caring role.
Those who do so will be less likely than their predecessors to accept the minimal support
and recognition accorded to carers to date. The recent formation of a number of carers'
associations (the national body, the Carers Association of Australia (CAA) was established
early in 1993) is symptomatic of carers' changing perceptions of their role and value. A
more united and better organised approach by carers can be expected to result in the
development of more supportive policies. Indeed, such a change is already evident. This
change in approach may, in turn, make caring an option for the increasing number of
people for whom it is not currently feasible.

The Impact Of The Caring Role On Carers
The impact of caring is most marked_ on principal carers because of the intensive, ongoing
nature of the support they provide. It is the impact of caring on this group therefore which
is the focus of this section of the paper.
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The Impact on Relationships

For many principal carers, adoption of the caring role results in significant changes to their
relationships with family and friends, including the recipients of their care. Many carers
willingly assume their caring responsibilities, seein; them as an extension of their
commitment to a spouse or child, or an opportunity to repay parents for the care they
received as children. Carers in this group are offended by the concept of the "care burden",
as they do not view their responsibilities in this way. Other carers feel trapped in this role,
which they assume because of family or community pressure, because no other family
members are willing or able to care and because formal support services are inadequate or
unavailable.
While many carers derive satisfaction and fulfilment from their caring role and consider it
has strengthened their relationship with the person they care for this response is far from
universal. Most carers characterise their relationship as a combination of love and duty. At
the other extreme, violence perpetrated by carers or suffered by them at the hands of those
they care for is emerging as an important issue, although its extent is necessarily difficult
to gauge.
Recent research published by the Hornsby Ku-ring-gai Geriatric and Rehabilitation Service
indicates that in 1990-91, 4.6% of its community clients 65 and over were victims of abuse
or neglect. 19

The diverse experiences of care providers is well documented in the 5000 responses
received to the national consultations conducted by the Carers Association of Australia
(CAA) for the International Year of the Family, 20 from which the following excerpts are
taken.
'The experience of caring for my mother has revealed another dimension of myself - a
capacity for kindness, compassion, tolerance, strength and love.'
— Woman caring for her mother with dementia
' We exist - we don't live.'
- Mother of multi-handicapped 6 year old
'We don't think in terms of a good week - we think in terms of a good day.'
- Woman caring for her husband with multiple disabilities.

The varied impact of caring on carers' relationships is also evident from the 1993 ABS
Survey of Disability, Ageing and Carers which found that:
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There were 111,000 principal carers (21%) who reported a strain on their relationship with
the recipient of care, and 80,000 (15%) who reported a strain on their relationship with
other family members. For fifty - three thousand there was a strain on both relationships.
The caring role had brought thirty - five thousand carers closer to both the care recipient,
and to other family members.21

One of the major factors determining the impact of caring on carers' relationships is the
extent of the support they receive, from family and friends or from formal support
programs such as the Home and Community Care Program (HACC). Both sources of
support appear to be generally inadequate. The views of carers participating in the CAA
consultations certainly indicate the paucity of such support.
The overwhelming majority of carers responding to this consultation mentioned feelings of
being isolated and alone. Most felt unsupported in their caring. Some carers said that their
family members couldn't help. They were too busy - busy with children and their jobs - or
they were too far away.
Other carers said family members wouldn't help; disability and illness are stigmatised and
some of that stigma rubs off on the carer. Many carers said they had lost their friends.22

The isolation of carers and its deleterious effects on their relationships with other people
were highlighted also in the 1993 ABS Survey, which found that:
Just over half of all principal carers did not receive any help at all with the caring role from
family, friends or formal organisation. 23
92,000 principal carers ( 1 7%) were not able to go out during the day or could only go out if
help was arranged, or they were accompanied by the person for whom they cared.24
1 00,000 principal carers reported that they had lost touch or were losing touch with existing
friends.2

The Impact on Health

Almost half of all principal carers report that their caring responsibilities have adversely
affected their health. Of these, 27% are weary and lack energy, 31% are worried, depressed
and angry and 12% suffer from stress related illness. 26 Some principal carers suffer a
combination of these conditions, which were most marked among principal carers of
children with disabilities, perhaps reflecting the extended periods over which many carers
have performed this role:
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It is not hard to see why so many carers are in poor health. Many are themselves elderly.
Their caring responsibilities are often physically demanding, emotionally wearing,
unremitting and undertaken with very little external sill:port, sometimes for many years.
The CAA Survey, for example, revealed that "around 40 per cent [of all carers] had at
most four hours break each week." 27
In the 1993 ABS Survey, 21% of principal carers reported that their sleep was disrupted to
an extent which affected their daily activities. Seventeen per cent were unable to take
holidays because ortheir caring responsibilities and a similar number were unable to go
out during the day unless help was arranged or they were accompanied by the person for
whom they cared.28
For a minority of carers of working age, poor health exacerbates the difficulty of obtaining
paid employment. At the same time the low incomes of many carers, coupled with the
additional costs associated with caring, increases the stresses on carers and reduces their
capacity to buy help.
Responsibilities are most onerous for carers of people suffering certain conditions which
may make the recipients both very demanding and very uncooperative. Carers of people
with dementia and acquired brain injury are especially vulnerable. Older men caring for
spouses face particular stresses related to their need to run the house and acquire domestic
skills which they have been neither trained nor socialised to perform.
Research reveals some correlation between the impairment of the person cared for and the
health of the carer. Those caring for people with physical disabilities reported such
problems as joint and muscular pain. Carers of people with cognitive disabilities were more
likely to report nervousness and anxiety.29

The Impact on Income

In relation to income, as to all other indicators, the circumstances of carers are very varied.
However, principal carers are overrepresented among individuals and households
dependent on government benefits, with more than half receiving a government pension or
benefit as their main source of income, compared with a third of the population in general.
This is partly a reflection of the age profile of carers. Many are retired and would be
receiving the age pension as their main source of income whether or not they were
principal carers. The income of some younger carers is reduced because of their inability
to obtain or maintain paid work or because of their . need to work fewer hours than they
otherwise would ciloose to work.
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The ABS Survey reports that -54% of principal carers who stated their income had a
personal weekly income of $200 or less, 31% received more than $300 and only 15%
received more than $500 per week.30
Despite their lower incomes, many carers face higher than average costs in meeting the
health and other support needs of those they care for. The combined effect of low incomes
and high costs further reduces the quality of life for a significant number of principal
carers and the recipients of their care.

The Impact on Employment
The impact of caring on the employment patterns of carers has been discussed earlier in
the paper. (See under Increasing Labour Force Participation by Women).
Although the labour force participation of many principal carers is not affected by their
caring responsibilities a minority suffer significant adverse consequences. These include:
lower participation rates when compared with equivalent groups in the community, greater
difficulty in re-entering the work force, greater recourse to part time work and lower take
up of training and promotion opportunities. As a consequence they suffer lower incomes
and greater long term financial insecurity than their counterparts without caring
responsibilities.
The relationship between caring and employment is complex. The ABS summarises the
most significant aspects as follows:
The demands of a principal carer's role can operate as a barrier to labour force participation.
Conversely, participation in the labour force, particularly by women, is seen as potentially
limiting the availability of people to care for family members with handicaps.3I

The Impact of the Caring Role in Summary
This analysis of the impact of caring on the lives of principal carers has relied heavily
upon information from the 1993 ABS Survey, as reported in the related ABS publication
entitled Caring in Families. Information from other published sources is consistent with
the ABS findings although it is less comprehensive and tends to describe all carers as a
group, rather than distinguishing sub sets of carers such as principal carers and main
carers.
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Some caution is necessary when interpreting the ABS data. Although it shows significant
numbers of principal carers suffering adverse effects on their relationships, health, income
and labour force participation, at least half the respondents to each of the relevant
questions reported that their caring role had little or no impact. Given the size of the total
group however, and the projected increase in demands upon it, the ABS Survey
demonstrates the extent of the need for help among a very large group of people.
From the ABS published data it is not possible to determine whether the same group of
principal carers suffers multiple adverse effects or whether most principal carers suffer
only one, or a small number, of the adverse consequences about which they were
questioned. Clarification of the position would seem to be a necessary prerequisite for the
development of adequate, appropriate and well targetted supports for carers.

Policies To Assist Carers

A Policy Overview

Commonwealth policies to assist carers are currently the responsibility of three
departments - the Department of Human Services and Health, the Department of Social
Security and the Department of Veterans' Affairs. State contributions are made through
the Home and Community Care Program, administered by welfare or health departments
in each State. Major Commonwealth responsibility lies with the Department of Human
Services and Health but even within that Department it is discharged by two different
divisions. This hampers coherent policy development and presents significant barriers to
carers attempting either to seek information or to present their views.
Policies to assist carers are of two main types. The first is through the provision of
publicly funded services. The second is through the payment of allowances, either to the
carer, to the care recipient or to both. Payments may be either direct or indirect or a
combination of these.
In Australia both types of approach are relatively undeveloped and, insofar as they exist at
all, have tended to focus on the needs of care recipient i rather than of those providing the
care. Their interests do not always coincide, although policy development to date has
tended to assume that they do.
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There is also some tension between the two approaches to assistance. Those who favour
the development of strong, publicly funded services as the major form of assistance to
carers are concerned that payments to carers, or care recipients, may undermine publicly
funded services by diverting resources to private for profit programs. Those who favour
assistance through payments point to the empowerment of carers and care recipients
consequent upon their status as consumers. These debates are not unique to Australia.
Different countries have adopted different approaches to the provision of assistance to
carers. Some of them will be considered later in this paper.
The relative lack of attention to the needs of carers in policy development to date can be
explained by the widespread assumption - now in question - that caring is a private, family
matter and not an appropriate subject of state intervention. In this view the provision of
assistance to carers, especially in the form of cash payments, has the potential to
undermine "natural" family obligations at the same time as it increases the financial
burden on the state.
Publicly funded services to assist carers or care recipients are also suspect in this view
since they cannot hope to provide the quality of care we expect to be provided by
concerned family members. Services would also be costly if widely available. Until
recently therefore assistance to carers and care recipients has tended to be targetted to
people without family support or to cases in which family support has broken down.
Payment rates for carers remain equivalent to those for other pensions and benefits and
strict eligibility criteria apply. There can thus be no suggestion that carers might be
tempted by monetary reward to adopt the caring role.
These:perceptions of the appropriate role of the state in assisting carers and the recipients
of their care are changing, both in Australia and elsewhere. This is a response to growing
awareness of the factors affecting the demand and supply of Carers described earlier in this
paper. Greater politicisation and better organisation by carers have also contributed to
recent changes in approach by government.
In Australia there is growing recognition of the immense contribution of carers. With this
comes an increasing realisation of the importance of supporting existing carers and of
encouraging potential carers. The long terms costs (in financial and social terms) of failing
to provide such support, as against the costs of providing it, are being reassessed and will
be discussed later in this paper.
Changing government attitudes to carers have already been reflected in policy initiatives in
Australia, most notably in the Home and Community Care Program (HACC). Future
policy developments will undoubtedly strengthen the moves already made to support
carers. The most significant ofthe existing measures to assist carers and care recipients are
briefly described in Appendix 1. Policies targetted to carers in the work force have
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received little attention to date but are likely to become a focus of future policy
development. For this reason a discussion of policy issues relating to this sub set of carers
is also included in Appendix 1.
It is impossible to estimate government expenditure °wearers with any degree of accuracy.
This is particularly the case for expenditure through HACC. Though total Commonwealth
and State expenditure on HACC is known, this cannot be disaggregated between carers
and care recipients. Government expenditure on carers through income support payments
is somewhat easier to measure but again, accurate figures cannot be obtained because of
the large number of carers receiving the Age Pension rather than the Carer Pension.
Lack of accurate data on government costs, as on so many other issues affecting carers, has
hampered debate on the issues raised in this paper. This is a problem in other countries
too. Many are developing policies in a vacuum, with little information about the
population they are designed to serve. While Australian is better placed than many
countries in this respect, significant gaps remain in our knowledge and understanding.
These are refered to, where relevant, elsewhere in this paper.

The Costs Of Caring
A major consideration in the move to deinstitutionalisation in the 1980s was the
recognition by governments that expenditure on nursing homes could not be sustained at
existing levels of provision given the ageing of the population described earlier.
Progressive adjustments to the balance of care since 1985 have contained the growth in
nursing home places and targetted them to people in greatest need, increased the ratio of
hostel to nursing home beds and expanded the provision of community care through the
HACC Program.
While community based care has widespread public support it is resource intensive.
HACC is unable to meet the demands upon it. A recent report 32 estimated that it met 10%
of the service needs of the 1.4 million people in its target group. Carers met 74% of that
need. Thus community based care depends for its success upon the availability of unpaid
•
care provided by relatives.
In practice, the term 'community care' means not care by the community within community
structures, but care by women within the family unit...Governments have traded on the
rhetoric of independence, family obligations, community - based care to drive those unable
to care for themselves back into the private world of the family and the already
overburdened care of women. 33
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The long term viability of a policy dependent upon the contribution of a pool of unpaid
carers is now in question. The true costs of this care are also being reassessed to take
account of the long term financial, social, health and other costs borne by carers.
Unused workplace skills represent lost investment. The government foregoes taxation
revenue and may have to provide income support now or, for the carer who has been unable
to establish an adequate level of income or assets, in the future. The established association
between better health and employment and socio-economic status suggests that carers' low
levels of workforce participation and income could mean extra expense to the health care
system in the long run.
Conflicting social and economic demands and policies which assume that exploiting a pool
of unpaid domestic labour is a cost effective option should be reconsidered in this light. 4
It is difficult to obtain an objective measure of the contribution of carers expressed in
purely financial terms. Carers themselves rarely consider their contribution in this way.
Nevertheless, such an objective measure would be helpful to policy makers. It would
provide some basis for the allocation of resources to carers so that their contribution is
financially recognised even if it is not fully compensated. It would also provide the basis
for a reassessment of the balance of resources between institutional and community care.
There is a parallel here with recent government moves - through the Parenting Allowance to provide some financial recognition of the contribution of parents who remain at home to
care for their children. The implications of this initiative for the growing number of carers
who choose, or are forced, to leave the work force to care for relatives have not yet been
fully appieciated or articulated, either by governments or by carers.
Preliminary work is now being undertaken to calculate the monetary value of carers'
contributions. Like attempts to calculate the monetary value of unpaid household work, to
which it is closely aligned, these studies are fraught with difficulties. Three different
approaches may be distinguished in recent studies.

The Carer Dividend Approach
In 1991-92 (the most recent date for which figures were obtained) it cost $565 per week to
maintain a highly dependent person in a nursing home in New South Wales. It cost $173
per week to maintain a person with equivalent levels of dependency in the community
(using Community Options Packages of care (COPs) provided through a case manager.)
35
The difference between the two figures represents the contribution of carers - the "carer
dividend". While most significant for carers of people with very high levels of dependency
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the "carer dividend" operates at all levels of dependency. This point was made by Dr Anna
Howe in commenting upon the evaluations of the COPs.
From the perspective of cost of care, the contribution of carers was readily apparent. For
clients at any given level of dependency, the average weekly cost of services was less for
those with carers than for those who had no carer. This difference can be regarded as a
"carer dividend" or return on the investment made in supporting carers. It was apparent that
the threshold of dependency at which individuals who did not have a carer moved to
residential care was lower than for those who had a carer and that few highly dependent
individuals remained in the community without Icarer, even if a high level of services was
provided. 36

Using this approach it would be theoretically possible to extrapolate the total financial
contribution of carers by ascertaining the numbers of people at each level of dependency
receiving assistance from carers and subtracting the costs of services provided to them
through other sources, mainly HACC.

The Replacement Cost Approach

In this approach one assumes that each carer is paid an hourly wage for the care provided
and multiplies this by the total hours of care provided. A preliminary costing was
undertaken in 1993 using this approach. It was commissioned by the Ministers for the
Status of Women and undertaken by Professors Linda Rosenman and John Western of the
University of Queensland.
This study assumed a 'wage' rate of $10.71 per hour and an average of 2.17 hours per day

of caring, 365 days per year for 708,000 female carers, both co-resident and non resident.
On this basis the study concluded that the average cost per female carer was $8,482 per
annum and the total value of unpaid care provided by female carers was $6 billion per
annum. 37
The authors consider these figures may be conservative because the wage rate used may be
too low and the figure for the number of hours of care provided is almost certainly an
underestimate for many carers. The figure for the total number of female carers is based on
the ABS 1993 Survey which, as noted earlier, excludes significant numbers of carers such
as those providing care for less than six months.
The study is a very preliminary attempt to quantify the costs of care. Its assumptions and
conclusions are questionable. Were the contributions of co-resident and non resident carers
separately considered, for example, it would be possible to provide a more accurate
assessment of the number of hours of care provided. The study's focus on the costs of care
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provided exclusively by women, though understandable in the context in which it was
commissioned, may also detract from the wider policy debate about the value of care
provided by all carers. For all its shortcomings this study is important. It is one of the first
attempts in Australia to put a figure on the economic contribution of carers. More detailed
and refined analyses will undoubtedly follow this pioneering effort.

The Opportunity Cost Approach
The same authors attempted to calculate the financial cost of female carers' contributions
by estimating the earnings forgone by female carers who suspend or terminate their
employment to undertake caring responsibilities.
At the time of the consultancy, average weekly earnings for women carers were $327. The
average weekly earnings for the total population of women were $416. The per annum
average difference between a female carer and women in the general population is then

$4,628.
Given 205,300 co-resident women caring for severely disabled persons, this represents an
annual total of $950 million earnings foregone.(Caleulations are based on the number of
co-resident carers, 205,300, of people with a severe disability multiplied by earnings
forgone, $4,628.)
The earnings forgone would rise to $3.3 billion if the total number of female carers were
factored into the calculation.38
Again, some of the assumptions made here are questionable. The study does not, for
example, assess the broader financial penalties, such as loss of superannuation entitlements

for the proportion of carers for whom this is relevant. It is difficult to equate the study's
figure for the number of co-resident female carers of people with a severe disability with
the ABS definition of principal carer, since not all of the latter group are co-resident. As
before, the study does not include male carers (although, as the majority are beyond work
force age this is less relevant in this approach.) Despite its shortcomings the Study is
valuable because it points the way to a new approach to assessing the financial costs to
carers of the assistance they provide.
The three approaches described above are in their infancy but they have the potential to
provide a much more accurate assessment of the financial costs of services rendered by
carers. Further work is currently being undertaken by the ABS to identify the opportunity
costs and replacement value of unpaid work as a percentage of GDP and this should
provide additional information relevant to this subject.

23

Who Cares for the Carers?

Of course, there are other dimensions to the contributions made by carers and a danger that
an overemphasis on their financial contribution may detract from other aspects of their
care. Nevertheless, a better understanding and more accurate assessment of the economic
contribution of carers can be expected to influence future policy decisions affecting the
allocation of resources between community, residential and acute services and a fairer
sharing of responsibilities between the government and corporate sectors and families.

Overseas Policies For Carers
This section of the paper is restricted to a very general consideration of policy issues
relating to carers in OECD countries. It looks first at questions of supply and demand and
then at the social and political contexts which have influenced policy responses in the
OECD. Appendix 2 looks briefly at recent policy developments in Norway, the United
Kingdom and the United States of America. These three countries have been selected
because they illustrate very different policy approaches to carers.

Supply and Demand

The same factors which influence the supply of, and demand for, carers in Australia exist
in all OECD countries, although their significance varies from country to country.
The ageing of the population is very marked in all OECD countries, especially the growth
in the numbers of people over eighty.
Between 1950 and 2050 the proportion of the population aged 65 or more will have more
than doubled, from an OECD average of less than 10 per cent to an average of more than
20 per cent.39

While these trends parallel those discussed in relation to Australia, all OECD countries
already have significantly higher proportions of their populations in the 65+ and 80+ age
groups. In the USA, for example, the population aged 80+ increased from 2.5 million in
1960 to 23 million in 1990, with a particularly marked increase among those aged 85+.
The ageing of the aged increases both the likelihood of disability and the likelihood of
living alone (after the death of a spouse), both factors increasing the need for care.
The dependency ratio is higher in the OECD generally than in Australia and is projected to
increase at a faster rate. Continued (relatively) high levels of unemployment have
exacerbated this problem in the OECD, as it has in Australia.
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Particularly significant in Europe is the decline in the ratio of women in middle age - the
primary carers there as here - to more elderly people. At the same time, the proportion of
women in the paid work force has increased. While there are marked variations between
countries, participation rates in a number of countries are well above those in Australia.
They were 76% in Denmark and 91% in Sweden in 1990 for women aged 45-54.4°
All of the EC countries shown have seen a significant decline in the "availability" of older
women of working age to care for elderly people, this ratio falling by one third on average
across 8 EC countries during the last thirty years. The so-called "daughter care potential"
which has been the basis of the invisible welfare state is clearly diminishing.4'

The changes in marriage and family formation and in social attitudes which were noted as
reducing the existing and potential supply of carers in Australia are also evident in the
OECD, although their impact is variable between countries. In Southern Europe and
especially in Japan it remains common for the extended family to live in the same house
and the expectation persists that these family members will care for aged and disabled
relatives.
The Scandinavian countries are at the other extreme. Co-resident extended families are
rare and the state is expected to provide care to frail older people and those with
disabilities, with family support supplementing and complementing state provision.

The Social and Political Context

Policies to assist carers (or the absence of such policies) cannot be considered in isolation
from the broader social and political context in which they have developed. Some
convergence is evident in recent policy developments in OECD countries as they seek to
address similar concerns. These are chiefly the ageing of the population, the costs of
institutional care and its unpopularity with potential residents and their families and the
actual or potential shortage of informal carers. Despite some superficial similarities
however, approaches vary significantly between countries.
Three distinct approaches can be distinguished with each country approximating one of the
models, although to varying degrees. The first, conservative approach sees care of
dependent people as a family (and especially a female) responsibility with institutional or
community based support provided only to those without family or where family caring
arrangements have broken down. Volunteers often play an important role in the provision
of this extended support. This model is most clearly evident in Germany although it exists
in a less defined form in countries such as Portugal and Greece.
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In Germany...under the principle of subsidiarity the family is regarded as the source of help
of first recourse, and assistance is only available from the welfare state where that has
failed. The responsibility of the family is encoded in statte.42

The second, social democrat model emphasises care through public provision, either in
institutions or in the community, and relatively generous public pensions. In its most
highly developed form, and especially in Scandinavia, it is associated with high levels of
provision of quality services and universal access. It does not assume the existence of a
family carer and so where family members continue to contribute - as they often do- the
burden upon them is very much lighter than on carers in the other models, facilitating the
high levels of female work force participation noted above.
The third model, the market approach, focuses on commercial suppliers and cash based
relations. It is most evident in the United States. A recent refinement of this model, evident
for example in the United Kingdom, is the contracting out of services previously run by
the public sector to private and volunteer agencies.
In practice, the "pure" models described here do not exist anywhere in the OECD. We can
say only that each country approximates one of these models to a greater or lesser extent.
Even where they have achieved their purest form, each of these models is currently
undergoing major modification.
The family centred model is under threat because of the social changes referred to which
are reducing the supply of carers and placing intolerable burdens on those who remain, on
which the success of this model depends. As a consequence, countries reliant upon this
approach are having to develop external support services, either directly or through
encouragement of private providers.
The viability of the social democratic model is threatened by the economic difficulties

facing those countries in which it is most developed. Economic problems are undermining
these countries' financial capacity (and perhaps their political will) to contribute the very
high levels of financial support essential to the continued existence of this model.
The market model, which views dependent people and their carers as consumers, gained
ground during the 1980s but certain weaknesses in this approach are now prompting a
reassessment. Problems include the inability of some dependent individuals to make
informed choices (through incapacity or lack of information), the possibility that payments
directly to care recipients will not assist their carers, the absence of an adequate range of
appropriate services and the difficulty of ensuring that acceptable service standards are
maintained.
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An alternative categorisation of policy approaches towards carers and care recipients is
through the way in which services are funded. These range along a spectrum from almost
totally government funded, through taxation, to high reliance on private funding, by care
recipients and/or their families, with a public "top up" for the most disadvantaged. Some
countries, notably Germany but also for example Belgium, Luxembourg and the United
States to a limited extent, fall outside this pattern as they rely heavily on funding through
social insurance schemes.
Whatever model is adopted it remains the case that countries with high levels of
institutional provision also have high levels of community based support while those with
low levels of institutional care also have low levels of community based care. Provision in
Australia is about the OECD average in both respects.
Research into the preferences of family carers suggests that direct service provision is
more highly valued than payment to carers or to care recipients. 43 Most of this research
has been undertaken in the United States however, and might be a response to the very low
levels of service provision available in that country.
Given their increasing levels of politicisation and organisation and the centrality of their
contribution it is likely that carers will be influential in ensuring that future policy
development in the OECD expands the range of options- available to them. Such a
development would complement the changes already under way as countries respond to
the deficiencies in their current arrangements, described above,

Concluding Remarks
As a consequence of the supply and demand factors affecting carers discussed in this
paper, governments face a number of difficult policy decisions.
'
One approach to overcoming the projected shortage of car
ers is to reduce demand for care.
This could be attempted through implementation of policies designed to improve the
housing, income and health of older people.

Some moves have already been made in this direction. The role of appropriate housing in
maintaining independence, for example, is now widely recognised and a range of
supported/sheltered housing models - formerly accessible only to those able to purchase
privately - are being provided in the public sector, although not in sufficient numbers to
meet even a fraction of the demand.
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People in need of care who also have reasonable incomes are able to purchase services in
the private market and are then less dependent on public provision and on assistance from
family members. People retiring now are generally wealthier than retirees in preceding
generations and many can be expected to contribute substantially to the costs of their care.
In the longer term, superannuation will provide financial help to that group of older
people who have had relatively unbroken work force participation.
The most significant factor contributing to dependency is poor health and/or disability so
preventive health measures might be expected to have a major impact in reducing demand
for care. Paradoxically however, while medical advances may reduce people's need for
care, longer life spans could also increase it. Certainly there is no evidence that medical
research is reducing the incidence and severity of the chronic conditions associated both
with ageing and with increasing dependency, such as arthritis and dementia.
Given the limited scope for reducing demand through policies such as those described
above and the impossibility of changing the demographic trends contributing to it,
responses will need to focus on supply.
Three different perspectives can be distinguished in current policy discussions on the role
of carers. In one view, family carers will continue to have major responsibility for caring
whether or not they receive government assistance. In this view scarce resources should be
targetted to the minority of people without family carers. Some elements of this approach
are evident in current policies.
At the other extreme, some commentators suggest that family carers will practically
disappear - for the economic, social and demographic reasons discussed - and that the
levels of government assistance required to keep them in this role will be so costly as to
render such an approach unrealistic. Of course, in this situation alternative sources of
support will have to be provided and these will also be costly.
A position somewhere between these two extremes is probably more realistic. In this view
most (but not all) family carers will choose to continue in their caring , role but, for the
reasons discussed, will face mounting stress and pressure in doing so. Without additional
assistance an increasing number can be expected to relinquish their responsibilities. In this
view, increasing support will need to be provided both to carers and to the (growing)
number of people without carers.
Cutting across each of the perspectives described above are differing and sometimes
conflicting views about the relationship between public and private responsibilities, about
the extent to which caring should be treated as a feminist issue and about the ability and
preparedness of governments to meet the significant financial costs associated with more
meaningful support for carers. Future social policy discussion will need to be mindful of
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all of these factors and of the diverse backgrounds and needs of carers. There can be no
doubt that the role and interests of carers will be central to that debate.

Postscript
A number of current inquiries and reviews can be expected to influence future policy
developments relating to carers. The most significant of these are:
(1) An interdepartmental committee on income security measures for carers.
This is being chaired by the Department of Social Sècurity and is to report at the end of
1995.
(ii) An evaluation of the Commonwealth - State Disability Agreement.
This is being conducted by an independent consultant and is to be completed by February
1996.
(iii) A review of respite care
This is being conducted by the Commonwealth Department of Human Services and Health
and is to be completed by mid 1996.
Following' publicationof these reviews the Social Policy Group plans to produce a further
paper assessing the implications of the reports' findings for future policy development on
carers.
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Appendix 1: Services For Carers

The Home And Community Care Program
The Home and Community Care Program (HACC) is the major government program
providing assistance to carers and the recipients of their care. It remains the only
government program in which carers (of frail aged people and younger people with
disabilities) are identified as a specific target group. Carers also receive .less formal
recognition in assessment services and in residential care programs, in acknowledgment of
the fact that many carers continue their caring role, although in a less intensive capacity,
once the person they have cared for is admitted to residential care.
HACC is both an acknowledgment of the importance of caring and a vehicle for enhancing
the recognition and value accorded to carers.
This legislative recognition of carers [in the HACC Act of 1985] is a very important
element in the social recognition of the value of caring. While many other factors will
condition the social acceptance of the value of caring, policy endorsement through
legislation provides the leading means of promoting such recognition on the part of the
wider community.44

Carers receive direct support from HACC through respite care and from information,
education, training and counselling directed to their specific needs. They also receive
indirect support from services targetted primarily to care recipients such as home help and
community nursing.

Respite care
Respite care has been identified by carers as the single most important service provided to
them through HACC. It is also one of the fastest growing elements of the Program. It
enables carers to take a break of a few hours, a few days or a few weeks up to a maximum
of 63 days in any one year. (This maximum applies to residential respite. There is no
upper limit for community based respite care.) , During this period care is provided for
their relatives in day centres, at home, in hostels or in nursing homes.
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In 1993, 12%
principal carers used respite care services. The majority of those who
did not use these services said that they did not need them or preferred to do without them.
Anecdotal evidence suggests that at least some carers in this category were constrained by
reluctance on the part of care recipients to accept respite care. This is one of the cases in
which there may be a conflict between the needs of carers and those of care recipients.
Apart from making services available and drawing them to the attention of carers it is
difficult to see how government programs can resolve these conflicts.
Similar findings were obtained in the Victorian Health Promotion Foundation's study of
carers referred to earlier, in which 59% of carers said that they did not need respite care
and 15% said their relative would not like it.46
These figures appear to contradict the anecdotal evidence which consistently suggests that
demand for respite care exceeds supply. One likely explanation of this discrepancy is that,
while supply exceeds demand for residential respite (in nursing homes and hostels) the
reverse is the case for home based and (day) centre based respite care, which is favoured
by carers and care recipients. This will be among the issues considered by the Department
of Human Services and Health in its review of respite care, due for completion in mid
1996.
About 16% of principal carers did not know about the existence of respite care services.47
In some cases this may be because they are socialised to assume the caring role but do not
identify themselves as carers and thus do not expect services to be available to meet their
specific needs and do not search them out.
Non-identification as a "carer" is perhaps one reason why carers fail to access the
information, services and emotional support which would enhance their lives and the lives
of those they care for. it seems that many people assume these aspects of the caring role
without actually adopting the identity of a carer, and express suTrise that services are
available to them rather than expecting that support can be provided. 8

This is particularly the case for carers from non English speaking backgrounds. The
assumption that women will accept the caring role is strongest for this group, while
knowledge about services is most limited.
The establishment of carers' associations and the dissemination of information about
services for carers, for example through the Carers Support Kit (see later) can be expected
to alert many of these carers to the existence of services developed specifically to meet
their needs.
Some carers who were aware of the existence of respite care services and wanted to use
them were unable to do so for a range of reasons. These included: financial constraints,
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lack of culturally appropriate services, lack of services in their area, lack of flexibility in
hours of operation for non residential respite or waiting lists for entry to services. Under
utilisation of respite beds in nursing homes and hostels is a major concern. It is currently
being addressed in nine pilot projects designed to overcome financial disincentives to the
provision and utilisation of respite services in nursing homes and hostels.
To overcome these gaps in respite care services the Commonwealth established the
Commonwealth Respite for Carers Program in the 1992-93 Budget. This allocated an
additional $41 million for respite care services provided mainly, though not exclusively,
through HACC, for the period 1992-93 to 1995-96.

Information, education, training and counselling for carers
Information, education, training and counselling services in HACC are directed to
enhancing carers' knowledge and skills and improving their access to services. Inadequate
information about services has been a continuing concern of carers. There are a number of
reason for it. One is the very diverse nature of the services provided through HACC, which
complicates the dissemination of information about them. Another is the range of players.
These include Commonwealth, State and local governments, multiple non government
service providers and volunteers. A further complicating factor is the often unpredictable
nature of the need for care, so that carers may require access to information at short notice.
Several recent initiatives can be expected to improve the information and education
services available to carers, either directly through HACC or in related programs. One
objective of the recently established Divisions of General Practice, for example, is to
improve doctors' knowledge of .HACC and related services. As GPs are often the first
point of contact for carers seeking assistance this approach may significantly improve
carers' information about services.
In 1993 the Commonwealth produced a national information kit for carers. It contains
national and local information on a range of issues as well as a local services directory.
The kit is distributed directly to carers through carers' support organisations.49
Commonwealth and State funding of carers' associations is another important, if indirect,
means of ensuring that information about HACC and other services is conveyed to carers.
Take up of the carers kit (now being produced in a number of languages and for carers of
Aboriginal and Torres Strait Island background) and growing membership of carers'
associations can be expected both to increase awareness of services provided through
HACC and to expand demand for those services.
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I-IACC assistance to carers - general conclusions
Despite their generally strong support for the Program, carers have reservations about
certain aspects of HACC. Some of these have been discussed above, such as inadequate
information about services and inadequate provision of services, or of appropriate services.
Another problem is the fragmentation of service provision consequent upon the large
number of providers and shared government responsibilities for administration. There are
broader concerns however, which go to the heart of the rationale for the establishment of
HACC.
HACC was established to assist frail aged people and those with disabilities to live at
home and thus avoid inappropriate admission to long term residential care. This was to be
achieved through provision of "a comprehensive and integrated range of basic support
services" directed to the target groups and their carers.
HACC has never been adequately resourced to provide sufficient services to all those in its
target group. Services have had to be rationed. In practice this has meant that services have
been targetted to those assessed as in greatest need and thus at most immediate risk of
institutionalisation. This approach is being reinforced by recent initiatives such as
Community Aged Care Packages and Community Options Projects which direct very
intensive levels of service to people whose dependency levels are such as to render them
eligible for nursing home care. Developments such as these are effectively merging the
formerly .,distinct boundaries between residential and community care.
People without carers are disproportionately represented in the high needs category. They
are at much greater risk of institutionalisation than people with similar levels of frailty and
disability who receive support from a carer. As a consequence, it can be argued, carers
and the recipients of their care are disadvantaged in HACC.
Although concentration on the "at risk" group may appear cost effective in the short term,
by reducing the number of people requiring residential care, it may prove more costly in
the long term if it increases the burden on some carers to such an extent that many are
unwilling or unable to continue their caring role, thus placing those in their care at risk of
institutionalisation.
There is also some question about the extent to which the focus on high needs clients does
in fact reduce the need for residential care since a significant number of nursing home
admissions follow catastrophic events such as strokes among people who previously had
no need for support. The Department of Human Services and Health advises that 40% of
current nursing home residents were admitted directly from hospital, 31% were admitted
from home and no information was available for the remainder. While each of these
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groups would include people who were not previously HACC clients there is no way of
determining their proportion in any of the groups.
These issues are of concern to governments and the community generally as well as to
carers. In the absence of substantially increased resources for HACC some redistribution
of existing resources should be considered. This could be justified on the grounds of equity
for carers but also because of its likely long term financial benefits to government.

Services for Carers in the Work Force
No existing services are specifically targetted to carers in the work force (except those
caring for healthy children). This is partly because many carers are beyond work force age
but also because, as noted, carers were expected to leave the work force when family
members required care of sufficient intensity to render its provision difficult to combine
with work in the paid labour force.
This situation is changing. As shown in the 1993 ABS Survey referred to earlier, although
30% of principal carers gave up work to assume caring responsibilities and 15% reduced
their hours of work, a significant and increasing number remain full time in the paid work
force. The particular difficulties faced by this group are only now being acknowledged.
But these carers are likely to become a focus of attention as governments realise the social
and economic ramifications of failing to provide them with adequate support.
The ABS Survey indicated that 59% of all carers (and 68% of female carers) were younger
than 54 so efforts to keep them in the work force can be expected to have long term
economic benefits, both to the carers themselves and to governments. Efforts need to be
directed both to carers in the work force and to those wishing to return to it once their
caring responsibilities have ended.
Australia ratified Convention 156 of the International Labour Organisation in 1990. This
relates to workers with family responsibilities. It commits the Federal Government to
encouraging policies which are supportive of the family, both in the work place and in
society generally. Workers caring for frail aged relatives and for family members with
disabilities have been identified as one of the target groups.
Convention 156 was incorporated into the Industrial Relations Act in 1994. It has not yet
been reflected in concrete policy initiatives, with carers in the work force stating that
services provided through HACC, for example, are too inflexible to meet their needs. This
is hardly surprising since few HACC services are specifically designed to assist carers in
the work force. On the contrary, most are designed to supplement or complement
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traditional family care provided by carers at home. HACC's emphasis on people with high
needs reduces its relevance to carers of those with lower needs, the group most likely to
remain in the work force.
Adequate solutions to the dilemmas faced by full time workers in carrying out their caring
responsibilities require adjustments on the part of the domestic, the public and the
corporate sector. Most of the adjustments at present are made by carers, but they have little
control, for example over working hours, and are thus often forced to leave work when a
more flexible approach on the part of the employer would have enabled them to remain
there.
The policy issue for governments is how to facilitate better practice by employers. One
means of doing so is through adoption of best practice in public sector work places. Some
government initiatives, at both Federal and State level, can be viewed in this light and will
indirectly benefit carers in the corporate sector. These include, for example, the adoption,
encouragement or at least acceptance of flexible working hours, permanent part time work,
job sharing, working from home, career breaks and family leave. Commitment to these
practices is currently very uneven but they do have the potential, if more widely supported
and implemented, to provide significant assistance to carers juggling family and work
responsibilities.
The recent ACTU claim for five days paid family leave and the November 1994 ruling by
the Industrial Relations Commission that workers can use sick leave entitlements to care
for family members are other encouraging developments. The introduction of agency
bargaining and award restructuring also provide avenues for further assistance to carers.
The abolition of mandatory retirement and the introduction of phased retirement schemes
may assist older workers to balance work and caring responsibilities and increase their
retirement incomes through superannuation and other savings.
The corporate sector has been slow to act in Australia. The United States leads the way in
introducing work arrangements designed to assist workers with family responsibilities.
This may be one response to the almost complete absence of publicly supported services to
assist them, or the people they care for.
In Australian work places assistance to carers has been characterised by innovative but
isolated initiatives rather than mainstream work place recognition. Three factors have been
identified as facilitating carer friendly policies in the corporate sector. These are:
...appreciation of the issue among top management; valued workers, usually women,
whose loss to the company would be readily perceptible; and the identification of eldercare
as a problem among employees." 50
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Insofar as debate exists on the appropriate balance between family and work force
responsibilities it is dominated by child care. Lack of attention to other aspects of caring
can in part be explained by low levels of identification and self identification by other
carers in the work place. This too can be expected to change and bring with it increased
efforts by employers to accommodate the special needs of employees with other caring
responsibilities.
Initial attention to eldercare seems to come less from staff pressure than from management
sensitised to it by market place realities, and, quite often, personal experience. When the
cohorts less likely to have a spouse who will assume responsibility for frail aged family
members predominate in management echelons, the tension between eldercare and labour
force participation my come into sharper focus.51
Change and awareness will accelerate as more people have either a partner in paid work or,
do not have a partner. In the past a wife may have assumed carer responsibilities but with
more women in the work force, dual income families and family breakdowns, men and
women will face the issue of how to ensure the well-being of family members while
managing paid work. The pressure to better share these roles will intensify. Greater
awareness of the issue by a wider roup of employers and employees will push the rate of
change in attitudes and behaviour. 2

Services for Carers Wishing to Return to the Work Force
There are no labour market, re-entry, retraining or placement programs for displaced
carers. Their situation has been compared unfavourably in this respect with that of sole
parents whose work force participation is limited by caring responsibilities. The situation
of these two groups is however quite different. Recipients of the Carer Pension, for
example, must be caring for a person with severe disabilities so the carer's responsibilities
are normally such as to preclude them from employment outside the home. The same
limitations do not apply to the parents of healthy children.
This being the case, initiatives to encourage carers back to the work force should focus
upon those whose caring responsibilities have ended, either with the death or with the
institutionalisation of the person cared for. These carers will normally be children caring
for elderly parents rather than carers of spouses (because the age of the latter group
excludes the majority of them from the work force). Since the Carer Pension was designed
for the carers of spouses it assumed that care would be long term and that return to the
labour force was not likely to be an option.
For the increasing number of carers for whom return to the labour force is a possibility and
a preferred option, attention should perhaps be directed in the first instance to the fact that
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the Carer Pension, unlike the Sole Parent and Disability Support Pension, does not attract
some of the employment entry payments used to encourage return to employment by
recipients of those benefits. Reviews of labour force assistance programs to allow access
by ex carers, to enable them to counter loss of skills, would be consistent with reforms for
other client groups. The latest Budget initiatives include some moves in this direction.
Carers who are not in the paid work force do not generally register as unemployed,
because they are not in a positi On
to take on paid work. This means that their eligibility
and awareness of possible labour market assistance is low when their caring
responsibilities end and they seek to rejoin the work force. In the most recent Budget it
was decided that payment of the Carer Pension would continue for 14 weeks after the
permanent institutionalisation of the care recipient, in the same way as it now does when a
care recipient dies. Former carers who register with the CES during this period will be
eligible for the Job, Education and Training (JET) Program.

Payments to Carers
Three forms of payment are available to carers. These are the Carer Pension, the
Domiciliary Nursing Care Benefit (DNCB) and the Child Disability Allowance.
Many carers are themselves elderly and recipients of the Age Pension and thus not eligible
for the Carer Pension or the Child
Disability Allowance, although they may also receive
•
53
the DNCB. A woman whose spouse is entitled to the Disability or Age Pension but who
is still under the age limit herself may receive the Wife Pension. (This is being
progressively phased out from 1995, to be replaced by a range of other allowances and
pensions including the Carer Pension, the Partner Allowance or the Job Search Allowance,
as appropriate.). There was originally no equivalent payment for husbands. The Carer
Pension was in part introduced to overcome this anomaly.

The Carer Pension
The Carer Pension is specifically designed to provide income support for people who are
not otherwise eligible for a pension but who are unable to maintain paid employment
because of full time caring responsibility for a person with a long term disability in receipt
of a government pension. Eligibility for the Carer Pension was extended in the recent
Budget to include carers of some severely disabled people who do not receive a
government pension. The full rate of the Carer Pension is $326.10 per fortnight. 54 The
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criteria for eligibility requiring co-residency or adjacent residency were relaxed in the
recent Budget. Eligibility is now based on the level of care needed and provided. The
Carer Pension is means tested on the same basis as other pensions. In line with all income
support payments, eligibility for the Carer Pension is determined on the income and assets
of the carer and the carer's spouse, not of the individual carer.
The majority of the 17,70055recipients of the Carer Pension are men, reflecting the
background to its introduction (as described above). This may change with the phasing out
of the Wife Pension and its replacement by the Carer Pension (or other allowances.) Its
specificity means that the Carer Pension is not readily accessible to non spouse carers,
including the large number of married daughters who care for parents or parents in law.
These carers are rendered ineligible by household income and assets tests, irrespective of
whether they have had to leave work to undertake the caring role. A number may benefit
from removal of the co-residency or adjacent residency requirements.
A recent development with respect to the Carer Pension is the use of "contracted carers"
who have no emotional or family connection to the care recipient but who qualify for the
Carer Pension, receive full board in the care recipient's home and, in some cases, a top up
to their pension paid by the care recipient or his/her family. There is concern on the part of
the Department of Social Security 6 that such arrangements are inconsistent with the
rationale for the Carer Pension and that there is a potential danger of exploitation of either
the carer or the care recipient. However, these areas fall outside the legislative jurisdiction
of the Department.
Such arrangements are one response to increasing demand and decreasing supply. Though
relatively small in numbers in Australia, variations on these arrangements are quite
com mon in some other countries, such as the United Kingdom. Such arrangements are
likely to provide solutions for an increasing number of people here and to bring into public
focus debate about the appropriate role of the state in regulating caring arrangements in a
family setting.

Domiciliary Nursing Care Benefit (DNCB)
As an income support payment for the carer, the Carer Pension is not intended to
contribute to the costs of care per se. The DNCB is a Commonwealth payment to carers
who are co-resident with a person who would otherwise be eligible for nursing home
placement. It is paid in recognition of carers' responsibilities in caring for people with high
levels of dependency. It is a fixed amount ($54.20 per fortnight) which is indexed
annually. It is neither income nor asset tested.
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Many carers are excluded from receipt of the DNCB because the person they are caring for
suffers cognitive rather than physical disabilities and thus does not need nursing care and
is ineligible for nursing home placement. Many carers of dementia sufferers are excluded
on these grounds although they often provide intensive levels of support. Awareness of the
DNCB appears low. Department of Social Security surveys suggest that the take up rate is
about 44% of those potentially eligible.
Although the value of the DNCB has declined substantially since it was first introduced in
1973 it does allow carers limited power to purchase the support they prefer. It can make a
difference to people on low incomes but its real significance lies in its recognition,
however slight, of the role of the carer in reducing dependence on the health and aged care
systems.
Some carers participating in the Carers Association of Australia consultations described
earlier considered that such a small benefit was an insult rather than a mark of recognition
of the contribution of carers, a view reiterated in the Final Report of the International Year
of the Family.
The national council states very strongly that the level of payment of the Domiciliary
Nursing Care Benefit is far too low, even to provide appropriate recognition of the care
provided, let alone to offset adequately the direct and indirect costs of care. 57

Child Disability Allowance
A carer of a disabled child under 16 may be eligible for the Child Disability Allowance,
which parallels the DNCB. On reaching the age of 16 the disabled person becomes eligible
for the Disability Support Pension and the allowance to the carer is withdrawn.

Indirect payments to carers
Australia has not adopted the approach used in some countries to recognise the
contribution of carers through the taxation system. While such an approach creates
incentives for families to care and helps to cover the costs incurred it is of limited value to
carers on low incomes.
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Payments to Care Recipients
As noted, many care recipients are elderly and dependent on the Age Pension as their main
source of income. Others receive the Disability Support Pension, Sickness Allowance or
Special Benefit. There is no equivalent in Australia to the care allowance, paid in some
countries to people requiring care to enable them to purchase their own care.

Disability Support Pension
This is paid to people over 16 but too young to receive the Age Pension whose level of
disability is such as to render them incapable of work, education or training for at least a
two year period. Payment rates are equivalent to those for the Age Pension ($272 per
fortnight each for couples and $326.10 per fortnight for single people).

Sickness Allowance
This is paid to people over 16 but too young to receive the Age Pension who are
temporarily unable to work as a result of illness or injury. It is normally payable for a
maximum of 12 months. Payment rates are equivalent to the Age Pension for a couple but
lower than this for a single person ($301.50 per fortnight for a single person over 21
without dependants).

Special Benefit
This is a short term benefit paid to people who are not eligible for any other pension or
allowance and who are experiencing financial hardship for reasons beyond their control.
Payment rates are equivalent to those for the Sickness Allowance.
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Overview of income support arrangements for carers in Australia
While there is growing consensus in Australia that the contribution of carers should be
supported and financially acknowledged there is less unanimity on what constitutes an
appropriate level and form of support. A range of issues is currently under consideration,
which may be summarised in the following questions, the answers to which are yet to be
agreed.
• Should payments be high enough to act as an incentive to care and as an alternative to
employment in the paid work force or should they remain at current levels, equivalent
to other pensions and benefits and marginally above the poverty line?
• Would higher payments encourage people to take on caring responsibilities for the
wrong reasons or would they enhance the status of carers and increase public
consciousness of their contribution?
• As Edgar notes, the former view "is in direct contrast to the perspective used in the paid
work labour force where it is assumed that one must pay good wages in order to attract
the best people." 58
• Does the current system of paying carers rather than care recipients disadvantage the
latter g' roup who might, with more control, make quite different care arrangements?
• This raises again the issue of the extent to which the interests of carers and care
recipients diverge.
• What is the appropriate balance between income support and service support, for carers
and for care recipients?
These are complex and contentious issues which are now receiving attention in many
countries. Responses vary from country to country (see later section of this paper). History
and social context are important in influencing the responses adopted but in all cases
policies are fluid. Australia is increasingly grappling with these issues, which are likely to
figure prominently in social policy debates in the future.
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The Private Provision of Services
This paper has not examined a further important element of assistance to carers - the
private provision of services. It is difficult to collect information on the extent and
importance of such services because they are private transactions and not subject to
government scrutiny and because the services purchased are so diverse and geographically
dispersed.
There is no doubt that, for the minority of carers and care recipients with high incomes,
private purchase is a very important option for obtaining needed services. It will
undoubtedly become more important, for two main reasons. The first is the fact that a
significantly greater number of people reaching the age at which dependency becomes
pronounced will have higher incomes and more assets than has been the case to date and
thus will be in a position to purchase services.
The second reason is the likelihood that increasing numbers of women who elect to remain
in the work force rather than becoming full time carers will use some of their incomes to
purchase services for their family members rather than providing these services
themselves. They will effectively become care managers rather than full time carers.
This is an area requiring further study, as is the relationship between privately purchased
services and those available through publicly funded programs such as HACC, and the
relationship of each of these to income support arrangements for carers and care recipients.
The boundary between publicly and privately funded services is not as clear cut as some
commentators suggest. Although HACC services are largely government fiinded, for
example, they may charge fees, so long as these are not sufficiently high as to exclude
people in the target group from services for which they are eligible. At the same time,
increasing use of poorly paid "volunteers" by some private providers (which is a feature in
some countries but less evident in Australia) also contributes to the difficulty of
delineating the boundary between publicly and privately funded services.
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Appendix 2: Carers In Norway, The United Kingdom And The United States Of
America

The Position in Norway
Policies for carers and care recipients in Norway reflect that country's commitment to the
social democratic model which characterises service provision in Scandinavia generally.
The emphasis is on universal access to publicly funded services and pensions, formerly for
care recipients but more recently also for informal carers. Public provision encompasses
residential and home based services. Private market arrangements are discouraged.
Norway has higher rates of institutionalisation than do Sweden or Denmark, which are
moving their focus to home based services or sheltered housing arrangements, but even in
Norway, institutional support is increasingly targetted to the very elderly.
Service provision is a local government responsibility in Norway although regulations and
financing are centrally controlled. Many of the municipalities are very small. Half have
fewer than 5,000 inhabitants and a substantial number are smaller than this. 59 In this
situation, home helps and home nurses are often acquainted with the recipients of their
care and with their families. This reduces the potential for gaps and overlaps in delivery of
home based services which is a major concern in many countries.
In Norway as in other Scandinavian countries economic constraints are placing pressure on
the welfare sector. Norway's response has been to target services to the most needy.
Although provision remains generous by OECD standards, these moves away from
universal access are placing greater responsibilities upon informal carers. Such moves
have been accompanied by increased attention to payments for carers.
While payment levels are relatively low, carers forced to leave the work force, either
permanently or tmeporarily, are eligible for generous leave provisions and pension credits.
Those who have been care givers for at least five years and who are afterwardsuriable to
find employment are guaranteed a basic income until they reach pensionable age. Carers
can also be paid as home helps to provide these services to family members. 6 ° However,
high quality public services are still generally considered (by care recipients, carers and by
the general population) as the best and most appropriate way of supporting informal carers.
Care recipients may also be eligible for a range of allowances to assist with the costs of
household help and personal care. In the past these have been more important than

43

Who Cares for the Carers?

payments to carers but they are being phased out in favour of cash transfers to local
governments which can then improve public services responsible for carrying out those
functions. There is a distinction in Norway between allowances for frail older people and
allowances for younger people with disabilities. The latter group, as in some other
countries such as the United Kingdom, have mounted a strong campaign to obtain
allowances as a means of determining their own care needs.
Public services are supplemented to a limited extent in I\ orway by volunteers, some of
whom may be paid, but at lower than market rates. More usually, only their expenses are
reimbursed. They often provide services not readily available through state funded
arrangements such as foster companions to socially isolated older people or those with
disabilities.61

The Position in the United Kingdom
Policies for carers and care recipients in the United Kingdom (UK) are difficult to
categorise. They contain elements of the conservative, family centred model and elements
of the social democratic model. In recent years the UK has also introduced some elements
of the market approach.
In the post war period the UK policy focus on care of frail elderly people and those with
disabilities was on state funded institutional provision for those with high levels of
dependency and local government provision of domiciliary services for less dependent
people living at home. In both cases services were means tested. In its emphasis on state
service provision, the UK approximated the social democratic model adopted in
Scandinavia although the level and quality of services was never comparable, nor was
universal access achieved in practice.
In the UK, as in other OECD countries, the costs of service provision for frail older people
and those with disabilities has led to a series of policy reassessments. The need for cost
containment has been exacerbated by high unemployment and poor economic performance
since the 1970s and by increasing demand for services consequent upon the ageing of the
population, and especially the growth in the number of people over eighty.
One of the measures adopted to contain costs was to encourage the care of dependent
people in the community rather than in institutions. Initially, while the community was
seen as the location for care, the provision of facilities and services was still largely
assumed to be the responsibility of public authorities. During the 1970s emphasis began
to shift from care in the community (public provision) to care by the community (in effect
female family members sharing the same household as the care recipient).
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The deinstitutionalisation process has been much less systematic in the UK than in
Australia. This is partly because of the great variability in levels of expenditure and
patterns of service provision at the local level. Furthermore, while government provision
of residential care has been controlled, private provision has not. One commentator has
claimed that:
... private residential care expanded by 286 percent over the decade of the 1980s. At the
same time, reductions in funding for community care meant that services were undermined
for those who remained reliant on community care, or preferred it.62
Community services, as noted, are organised at the local level. Services such as home help
and home nursing are targetted to people living alone and are thus of little benefit to most
carers. They also fail to assist people with the highest levels of dependency who generally
are unable to live alone.
Overall levels of expenditure on community based services have failed to keep pace with
the growing demand, threatening the viability of the entire system. In the view of some
commentators a total breakdown can be averted only by vastly increased government
expenditure, which neither party is prepared to sanction, or by increased contributions
from families of care recipients. The latter approach would be highly unpopular with an
electorate educated to think of community based services as "free" and neither party has
had the courage to support it.
Protest about care and its cost is growing .... on the one hand, there is a mountain of need.
If it goes unmet for much longer, there will soon be a spate of stories, not about community
care, but community death. On the other hand there is the growing fury of people forced to
pay for something they always thought would be free.63

In the UK, payments are made to both carers and to care recipients. The number and range
of payments has increased since the 1970s as one response to increasing levels of need for
care and reduced institutional provision. In one view the "drift towards payment" for carers
can be seen as "...the essential lubricant that will ease the transfer of caring responsibilities
to the 'community' and hence to a cheaper form of eare." 64 Payments are low and the
assumption is that family will continue to care for their relations despite the financial costs
of doing so. In this view payments to carers reinforce and maintain family commitments
and responsibilities. They entrap rather than liberate.
A different view of payments for carers in the UK suggests that, rather than reinforcing
family responsibilities they represent a blurring between formal and informal care. In this
view:
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...payments, however low, could become a 'thin edge of the wedge', leading to full fledged
wages and employment for workers in the private domain paid for by the state... Payments
for 'care, once placed on the policy agenda, will almost certainly lead to a politics
concerning the level of payment and the principles driving the payment system.65

This blurring of boundaries between the formal and informal systems is evident in the UK
system of 'paid volunteering', which is quite extensive. Volunteers are often paid symbolic
'wages' but are encouraged to identify with the person to whom they provide care, and thus
to provide assistance well beyond the levels for which they are reimbursed. This parallels
the approach to family carers, whose carer payments are a recognition of the importance of
their work rather than an attempt to recompense them for its real value. Paid volunteer
schemes are implicitly, and sometimes explicitly, targetted to women who need extra
income but only in small amounts, to avoid tax and social security thresholds.66
Payments for carers and care recipients are exceedingly complicated in the UK and their
detailed consideration is beyond the scope of this paper. Some are contributory (through
national insurance) and others are not; some are means tested and others are not; and some
are taxable while others are not. Payments to informal carers of working age are intended
to replace earnings lost but payment levels are so low that this objective is clearly not
being met. There are no statutory measures to protect the employment rights of carers
obliged to leave the work force.
Most payments in the UK are made to care recipients. They are not designed primarily to
cover the costs-of purchasing care but rather to contribute to the extra costs associated
with disability. The most notable recent development has been the introduction, in 1988,
of the Independent Living Fund (ILF), which provides direct cash payments to young
people with severe disabilities to enable them to purchase their own care services (through
private agencies or by paying relatives or friends). This has been a very popular payment
(with the client group but not with government!) because of the power it gives to a
previously powerless group and because of its potential to make services more responsive
to clients' needs.
To buy services on the open market of course necessitates the payment of much larger
allowances than are normally paid in the UK. One reason for the wide support for the ILF
was the relatively large payments provided to eligible recipients. These have now been
quite severely curtailed. If such payments remain inadequate, recipients may be forced to
purchase services in the "grey" economy, where quality cannot be guaranteed and the
potential for exploitation of workers is a major concern.
Different and sometimes conflicting aims can be distinguished in UK policy towards
carers and care recipients. A compromise is evident between the objective of providing a
national minimum (in terms of service provision and benefits) and the need to contain
costs. There is also ambiguity over the relative degree of state and personal
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responsibility. 67 The situation is further complicated by the uncertain and ambiguous
position occupied by carers in service provision. Carers are not clients and are rarely the
direct focus of intervention, yet they are increasingly the concern of welfare agencies and
often significant in the determination of priorities.

The Position in the United States of America

It is misleading to talk about United States policy on carers. Policies are developed,
implemented and increasingly funded at the state level and state variations are significant.
All are influenced however by a cultural tradition which emphasises "individual freedom,
trust in family and neighbour, and fear of big government."68
The supply and demand factors for carers are similar in the United States to those noted in
other OECD countries. Awareness of these factors is beginning to have an influence on
policy development in the United States where three quarters of elderly people with
disabilities are entirely dependent on their relatives and friends for support and another
20% are substantially dependent on them. 69 A high proportion of these carers are in the
work force.
Assistance to carers is in the form of direct and indirect payments, tax conces g ions, some
service support and, for some employed carers, special leave and flexible working hours.
Despite this apparently impressive array of supports, closer scrutiny reveals that most are
highly targetted and provide minimal benefits to a small proportion of the total population
of carers.

Direct payments to care recipients (apart from social security) are related to level of
disability and are of two types. One is federally funded and restricted to veterans. The
other is a state funded supplement to very poor recipients of basic, federally funded social
security payments. It is narrowly targetted to people with severe disability. In most states it
is restricted to people living at home. The level of support varies significantly from state to
state and some states do not provide it.
The medical expenses of some care recipients are met by Medicaid, the state administered,
federally matched, means tested health program. Medicaid includes provision for home
based, personal care but these services are not extensively used even in the minority of
states where they are offered. In some of these states Medicaid funds have been used to
pay carers who carry out personal care services for family members. This is despite the
fact that federal regulations restrict such funding to care provided by a qualified medical
professional and specifically state that care providers must not be related to recipients.
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Direct payments to carers by the federal government may be based on fee for service for
the work performed. In these cases carers are hired and paid like other home care workers
and suffer the low wages, insecurity and lack of fringe benefits associated with this type of
work. Most direct payments to carers however are intended only to compensate them for
expenses incurred in undertaking caring tasks.
State governments also provide direct payments to carers. Fifteen states prohibit payment
to family members who, it is argued, should not be rewarded for discharging their
"natural" obligations. Most of the remaining states limit payments to family members and
some of these limit them to specific family members. In all cases payments are means
tested. Levels of payment vary 'significantly. They are generally close to the minimum
wage but significantly higher in some states.
Some assistance is provided to carers through tax credits and tax deductions. They are
generally relevant only to carers in the work force and are of greatest benefit to those on
highest incomes.
Publicly funded services for carers, such as respite care, are extremely limited. Most are
provided through the Funding for Older Americans Program, funding for which declined
by 36% in real terms between 1980 and 1991, 7 ° and Medicaid. The bulk of Medicaid
expenditure on long term care , is however channelled to residential care rather than
services in the community and access to all services is strictly means tested. The result is
that very few carers have access to any community support services.
The United States is a leader in the provision of leave and flexible work arrangements for
carers in the paid work force. The initiative for their establishment has generally come
from employers. They are most developed in large work places and tend to be used by
workers with child care responsibilities although the provisions are increasingly being
taken up by carers of other family members. Employers are assisted by the federal
government which makes a financial contribution to employers' costs in providing family
leave.
Workers with family responsibilities are assisted through the federal Families and Medical
Leave Act, which requires all private companies with 50 or more employees to grant them
12 weeks unpaid leave per year to care for a close relative. (Thirty four states have similar
legislation, often with more generous provisions).
The signing of the federal legislation was one of President Clinton's first acts on assuming
office. It seemed to mark a new approach to policy for carers. That new approach has not
been sustained. President Clinton's Health Security Act, which included a far reaching
proposal for a new federal-state program for home and community care based services,
was withdrawn from Congress in late 1994 after intense opposition.
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