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What price early discharge? Informal caregiving
in home-based rehabilitation

Briony Dow, University of Ballarat

INTRODUCTION

The trend to early discharge

Over recent years there has been an international trend towards shorter hospital stays,
and the provision of alternative health services in the home (Philp, 1996). This paper
focuses on one example of this trend, home-based rehabilitation. Other examples are
hospital in the home programs (Gunnel, Coast, Richards, Peters, Pounsford & Darlow,
2000) and domiciliary midwife services offered to women discharged early from
maternity hospital (Thompson, Roberts, Currie & Ellwood, 2000). In Victoria, home-
based rehabilitation has been available as an alternative to hospital-based care since
1995 when the first home-based rehabilitation program was established at the
Greenvale campus of the North-West Hospital. Since then another ten programs have
been established in Victoria as alternatives to in-patient care. Similar programs have
also been established in other Australian states and overseas (for example, in Western
Australia, Bairstow, Asche, Heavens & Lithgo, 1997; and in Sweden, Widén
Holmgqvist, de Pedro Cuesta, Holm & Kostulas, 1995).

Whose interests are served by early discharge?

It could be argued that home-based rehabilitation serves the interests of both the
service users and the service providers. Being able to be at home, among familiar
surroundings, family and friends is important to rehabilitation clients (Dow, 1999). At
the same time home-based care is much cheaper than hospital-based care,
representing considerable savings to the public purse. The literature on home-based
rehabilitation would certainly support this view, with many studies indicating that
home-rehabilitation is at least as effective, if not more effective than in-patient
rehabilitation in terms of functional outcomes for clients (Widén Holmgqvist et al.,
1995), as well as being cost-effective when compared with in-patient care (Anderson,
Mhurchu, Brown & Carter, 2002). However, there has to date been very little focus on
the impact that these programs have on family caregivers. There has been no
calculation of the cost of caregiver time or the cost of their lost earnings or production
in the studies of cost effectiveness (Moffa-Trotter & Anemaet, 1999).

Caregiver research

Over the past 20 years there has been considerable research into family or informal
care, leading one academic to ask, “Is there anything left to say about family care-
giving?” (Miller, 1997). However, most of the research has focused on the stress and
burden associated with caregiving (Han & Haley, 1999; Low, Payne & Roderick, 1999).
This research has been important in identifying the main factors associated with
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greater or lesser degrees of stress, and therefore how to intervene to alleviate stress.
This paper argues however, that the focus on stress and burden has led to an
individualistic understanding of caregiver problems and that the resultant supportive
interventions have been largely unsuccessful. The studies reviewed for this research
indicated that caregivers were often reluctant to use services, associating them with
personal failure (Heenan, 2000) and even where services were used, there was very
little difference in outcomes for caregivers (Geddes & Chamberlain, 1994; Forster &
Young, 1996; Logan, Ahern, Gladman & Lincoln, 1997).

A feminist perspective

Earlier feminist critiques of the de-institutionalisation policies of the 1970s and 80s,
argued that rather than being a shift in care from institutions to the community, de-
institutionalisation represented a shift in care from the state to families, and in
particular to women (Finch, 1990; Weerness, 1990). This reliance on the unpaid labour
of women, rather than on services provided by the state was described by Cass (1983,
p.184) as the “invisible welfare state”, as women’s caring labour was not recognised or
compensated for in any way. The study presented here took a critical feminist
approach to investigating the position and experiences of caregivers in home-based
rehabilitation in order to identify whether there had been a shift in care from the state
to women, and how this shift was experienced by the caregivers themselves. This
paper reports on the second aspect of the study, the experiences of 24 caregivers who
had been involved in a home-based rehabilitation program.

DESCRIPTION OF THE STUDY

Method

The study consisted of interviews with 24 caregivers (based in a regional centre in
Victoria), and 23 staff from eight home-based rehabilitation programs across Victoria,
as well as data collection about current clients and caregivers from the eight programs.
This paper will mainly focus on the findings of the caregiver interviews. The
caregivers were recruited via the home-based rehabilitation program over a nine
month period. The 24 caregivers who agreed to participate in the study were
interviewed in their own home (with one exception — a student who preferred to be
interviewed at university) and the interviews lasted for between 30 and 90 minutes.
An interview schedule that included both open and closed questions was used and the
interviews were taped. The interview transcripts were coded according to the research
questions, for example any comments about entry into the caregiving role were
grouped and categorised, and also according to Strauss and Corbin’s (1998) grounded
theoretical approach, which was used to allow the participants own perspectives to
emerge. The technique used was to examine the transcripts of the caregiver interviews
line by line and label the concepts that seemed to synthesise the meanings embedded
within the dialogue. These concepts were then compared and grouped into categories
that were similar in meaning and had some explanatory power for more than one case,
and finally into categories that had explanatory power for all the cases.

Finally, a summary of the study findings, analysis and recommendations was
forwarded to the participants to enable them to check and comment on the
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researcher’s interpretation of the findings. They were asked to respond if they had
anything they would like to add or if they wished to disagree with the interpretations
or recommendations. All eight respondents indicated that they agreed with the
analysis and the recommendations although some made additional comments
regarding their own circumstances and/or the study recommendations, which were
included in the final report.

Participants and program description

All 24 caregivers were caring for someone who had been recently discharged from
hospital (with the exception of one client who had avoided hospital admission
entirely) to undergo their rehabilitation at home with the support of a home-based
rehabilitation program. This meant that the client had been assessed as requiring
intensive rehabilitation but had also been considered by hospital staff to be safe to
have rehabilitation in their own home. Once discharged from hospital the client was
visited by a team of rehabilitation professionals, including occupational therapists,
physiotherapists, speech pathologists and rehabilitation nurses, to complete an
individualised rehabilitation program based in their own home. Community services,
such as Meals on Wheels, Home Care, and District Nursing were brokered (organised
and paid for) by the rehabilitation program as required.

MAJOR FINDINGS

As expected, there were more women than men caring for home-based rehabilitation
clients, both within the interview sample, and across Victoria. The major themes that
emerged from the interviews were associated with the assumption of care, the nature
of care, and the caregivers’ experience of the formal care system.

The gendered nature of caregiving

It was clear from the interview sample and in the population of caregivers from
whence the sample was drawn that caregiving is still a women's issue — at least in
rural areas. Of the 24 caregivers interviewed, 21 were women. In the population from
which this sample was drawn (all home-based rehabilitation caregivers involved in
the program over the nine month period) there was also a far greater proportion of
female than male caregivers (70% female). Although in the state-wide data collected
there were more female than male caregivers (59% female), the gendered nature of
caregiving was more apparent in rural than metropolitan areas, with 66% female
caregivers in the two rural programs (n=29) compared with 56% female in the
metropolitan and outer metropolitan programs (n=60).

The presumption of care

Caregiving was presumed rather than volunteered. It was presumed by the caregivers,
their families, and the wider community that they (usually the client’s spouse or
another female relative) were willing and able to provide the care needed in order to
discharge the client to home.
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Many caregivers stated that they felt it was “the natural thing to do”, or “the right
thing to do”, or that they had no choice but to provide the care. This presumption that
the designated caregiver would provide the care was not usually questioned by the
caregiver, their family, or the staff in home-based rehabilitation. From the researcher’s
perspective, however, it was often not at all clear why the caregiver had been
designated to provide care. For example, a daughter-in-law caregiver who was
providing care for her father-in-law (the home-rehabilitation client), her own father,
who lived in his own home, and her mother who lived in a nursing home, was also
holding down a full-time job and doing most of the house-work, gardening and
cooking for her own household, consisting of herself and her husband. Apart from her
husband, there were other relatives living locally, but she was the one of whom the
caregiving role was assumed. Another daughter-in-law caregiver, trying to explain
why she had been designated as the caregiver for her father-in law said, “it just
happened...he rings when things go wrong, so he doesn’t really ask...it just sort of
happens”.

It seemed that this assumption was in part a gendered assumption. Consistent with
the previous literature on caregiving (for example, Arber & Ginn, 1990) the male
caregivers in both the caregiver interviews and the state-wide data collected for this
study were mainly older spouse caregivers. The assumption that spouses will care for
each other seemed to be reciprocal across genders. However, in this study, as in most
of the caregiving literature, there was a much broader range of relationship groups
among the female caregivers. It seems than that if there is a spouse available, it is
assumed that he or she will provide the care. If not, a female relative becomes the
caregiver.

Caregivers were often motivated by the desire to avoid institutional care for their
relative. They saw themselves as having no choice but to provide care because care by
strangers in a strange environment was not seen as an option. For example, one
caregiver said, “I couldn’t bear the thought of someone like him not being able to
defend himself. A rehab. hostel would kill him”. Hospital care was also seen as a
h lesser option for both the client and the caregiver. For the client being at home was
N seen as a better option because “they get better quicker in their own home”, and
\h.‘-i because the client often wanted to come home. Another caregiver commented that she
— didn’t want her father-in-law to “be a patient”, by which she meant she did not want
him to become passive and dependent. “If he had gone into hospital I think he would
have turned into a patient and I didn’t want him to.” Also having the client at home
saved some caregivers from having to go and visit the client in hospital. So although
care at home was assumed rather than volunteered it was often seen as the best (or
only) option by the caregivers.

THE NATURE OF CARE: PUTTING LIFE ON HOLD

ks Home rehabilitation clients were typically frail and chronically disabled. Without the

% caregiver’s support, they would not have managed at home. All of the 24 caregivers
@ interviewed said that they did not think that the care recipient would manage at home
without them.

Many caregivers said that caregiving meant putting life on hold. Eighteen caregivers
were providing 24-hour a day care. For seven caregivers this meant working around
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the clock, for example getting up at night to help with toileting, and for the other
eleven it meant being there or being on call 24 hours a day. This prevented the
caregiver from participating in other life activities. This had a major financial, social
and psychological impact on their lives, both in the present and the future. For
example, one caregiver who had moved house to care for her mother who had
fractured her pelvis, had left her own house unoccupied, taken extended and
indefinite leave from her job and moved over 100 kilometres from her usual place of
residence. The immediate impacts of these changes were that she had no income, she
was geographically estranged from her usual social networks, and she had to worry
about the security and maintenance of her empty house. The long-term impacts were
her long-term financial security, in terms of her income, contributions to
superannuation, accrual of leave, and the security and future of her employment.
Although her employer had encouraged her to take unpaid leave rather than resign,
she could not be sure when she would be able to return to work and how long her
position would be held for her.

INTERFACE WITH THE FORMAL CARE SYSTEM — CAREGIVERS AS
CLIENTS OR PART OF THE CARE TEAM?

Most of the caregivers interviewed for this study were happy with the support that
they received from the home-based rehabilitation program and community support
services once the client was at home. Consistent with previous research (Ganzer &
England, 1994; Heenan, 2000) they preferred to manage without support services. The
only service that was identified as required but not available was having someone to
mow the lawns.

However, caregivers were less satisfied with the extent to which they were informed
and consulted about aspects of the client’s care plan that affected them. For example,
consultation about discharge from hospital, and discharge from the home-based
rehabilitation program were identified as problem areas for caregivers. One caregiver
stated that, “No-one told me beforehand or gave me any warning that he was going to
be coming home. “ Another caregiver had found both the discharge from hospital and
the home-based rehabilitation program to be unexpected and poorly explained. She
described the discharge from the home-rehabilitation program,

...it was sort of really good and then all of a sudden it just stopped...they rang on Friday and
said “we have done our plan and discharged you from the program” and that was it.

Given the level of care that caregivers were providing and the extent to which they
were relied upon in order to discharge the client safely home, it was critical that they
were informed about the discharge plan for the care recipient, but they often reported
that they had little or no warning of the client’s home-coming. Even in cases where
information was actively sought, it was not always possible for the caregiver to gain
access. For example, one caregiver was advised to come into the ward between 9 and
11 and wait for the doctors to do their rounds in order to find out when her father-in-
law was likely to be discharged. As she was caring for three small children it was not
possible for her to come in to the hospital and wait. She said,

...yeah well, I (am supposed to ) come in with my three children between 9 and 11 in the

morning...but you just can’t do it. And trying to get a registrar on the phone to ask them
anything is hopeless.
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Caregivers also encountered problems with the income security system. Only ten of
the caregiver sample were receiving any government payment. Five were receiving
the Carer Payment, equivalent to a pension, and five were receiving the Carer
Allowance, paid at the rate of $82 per fortnight. Several caregivers said that they had
only just found out about the payments and some were having problems with the
Carer Payment when they took on part-time work. One caregiver said,

there is a lot of running around with the Carer Payment. Like this week I worked one day and
that’s given me a day of running around to do...Most carers would be discouraged from
working outside the care environment for that reason.

DISCUSSION

The caregivers interviewed in this study were clearly making an considerable and
critical contribution to the successful implementation of the home-based rehabilitation
program with which they were involved. The state-wide research conducted for this
study confirmed that this was also the case in other home-based rehabilitation
programs. The staff interviewed in the second phase of this study were aware of the
important role played by caregivers and usually offered social work support and
counselling to caregivers as well as services brokered in for the client that served to
relieve some of the caregiver’s workload. However, in line with most of the literature
on caregiving to date, the staff were concerned about caregiver stress and strain so
caregivers in these programs were seen as clients or service consumers, rather than
part of the service provision or rehabilitation team.

While the caregivers often appreciated these supportive interventions, they preferred
to manage without them. The problems that caregivers identified were more
associated with information provision and consultation than service provision. What
caregivers said that they wanted was

e to be consulted and given a say about the care recipient’s discharge from hospital
to home

to participate in the assessment of client’s needs and decisions about the support
and rehabilitation services that are put in place

e tobe given a full and complete picture of all the people who will be visiting them
at home, who they are, where they come from, and how they interact with each
other

&
i
[ ]

to be invited to participate in case planning and discharge planning about the
- home-based rehabilitation client, whilst he or she is participating in home-based
rehabilitation

¢ to have their contribution acknowledged by the home-based rehabilitation and
hospital staff by treating them with the same concern and respect that they treat
their professional colleagues

e to be provided with information about and stress free access to their income
security entitlements.
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These ideas have already been discussed with the home-based rehabilitation team that
participated in this part of the study and various measures have been put in place to
address these caregiver concerns. For example, each caregiver is now given a
personalised map of the services and personnel who will be involved in the client’s
rehabilitation program. It is important to acknowledge, however, that the staff are also
subject to structural constraints that impact upon their work with caregivers. The
interviews with program staff revealed that they too felt that caregivers should be
more involved in discharge planning, and program planning and evaluation, but they
were impeded from doing what they felt needed to be done by workload pressures.

The staff working in these home-based rehabilitation programs experience
considerable pressure to facilitate early discharge from the acute and sub-acute wards
of the hospitals with which they are associated. They are also expected to limit the
client’s length of stay in the home-based rehabilitation program. Most programs are
funded through the Classification of Rehabilitation and Funding Tree (CRAFT)
funding model, and this is contingent upon the achievement of throughput targets.
One of the economic benefits that has been associated with these types of programs is
that they increase the capacity to expand case-loads through increased throughput
(Beech, Rudd, Tilling, Charles, Wolfe, 1999). This increased case-load means that the
work associated with admission and discharge increases, often without increased
staffing resources to manage the change. This in turn impacts on clients and caregivers
as they tend to be the ones left out of the information and decision-making loop in
times of high client turnover.

RECOMMENDATIONS

These findings should be presented to staff from all home-based rehabilitation
programs in Victoria and Australia so that program can implement changes in line
with those requested by caregivers.

A caregiver representative should be included on any future state or national
government policy or program development in this area.

The specific problems identified regarding income security payments should be made
known to Centrelink, the Australian Government Department responsible for income
security, with recommendations for changes to eligibility requirements for Carer
Payment.

Concluding comment

The caregivers experiences described in this paper show that early discharge from
hospital in a rural setting is not cost neutral. It comes at considerable cost to the lives
of family caregivers. The paper recommends that the contribution of these
careworkers be acknowledged. This acknowledgment should not take the traditional
form of treating caregivers as part of the client system and therefore seen as
“stressed”, “coping”, or “not coping”. Rather caregivers should be seen as an integral
part of the health service system with the right to information, training, input into
decision-making, and financial compensation for their work.
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The study that Briony will be reporting on today investigated the impact of early
discharge from rehabilitation hospital on family caregivers. The study consisted of two
phases. The first phase involved interviews with 24 caregivers who were involved in a
home-based rehabilitation program in a regional centre. The second phase involved
data collection and interviews with staff from eight Victorian home-based
rehabilitation programs, including two in rural and regional centres. The paper that
Briony will present today focuses mainly on the first phase of the study, the caregiver
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