Copyright is owned by the Author of the thesis. Permission is given for
a copy to be downloaded by an individual for the purpose of research and
private study only. The thesis may not be reproduced elsewhere without
the permission of the Author.



Massey University Library
New Zealand & Pacific Collection

WHO CARES?: MAKING ELDER CARERS VISIBLE: ELEVEN
WOMEN TALK ABOUT THE IMPLICATIONS OF THE
CAREGIVING ROLE.

A thesis submitted in

partial fulfilment of the requirements

of the degree of

Master of Social Work

Massey University Albany

Vivienne E K Patterson

1997



ABSTRACT

This research was prompted by my personal experience of dealing with elder carers as a
social worker and seeing formal resources available to this group diminishing. Eleven
women caring for elderly relatives were interviewed. The aim of the research was to
discover how they came to be in the elder care role, and to explore the impact of this
role on their lifestyles. Any change in the relationships between the person cared for
and themselves, and the wider relationships of friends and family, since care began, was
also investigated. A constant theme throughout the study was the issue of elder care

being unrecognised and unpaid.

Feminist theory was used to inform the thesis; qualitative feminist method was used in
the research. The main method used in the study was the formal interview and intial
direction in the interviews was based on a semi-structured questionnaire. The
interviewees, however, soon took control of what information was provided and what
they thought was important. Time use diaries covering a twenty four hour period were
used to record the activities of the respondents. This allowed analysis of the unpaid

work by the carers.

One of the goals of the thesis was to provide an opportunity for the carers to be heard by
social workers and policy makers. The implications for social work were discussed as a
result of the professional issues highlighted during this study. Time was spent with
carers identifying formal and informal services. They were given an opportunity to

verbalise their areas of need which can be presented to policy makers.

Issues presented by the carers included feelings of isolation from friends and family,
lack of formal recognition of the work they do and the expectation of women to fulfill

an elder care role by family and society.

The challenge to me personally and professionally was to gain an understanding of the

womens stories and to present them in a meaningful way which highlights the
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experiences and needs of elder carers. Although having worked in the area for several
years, some of the information given by the carers I was hearing for the first time. The
common themes in their stories surrounded lack of choice in becoming carers and the
subsequent isolation of the role. These were not explored through current social work
methods which revolve around the organisational needs of discharging the individual
back to the community as soon as possible not always working with the carers to
identify the supports they need. The final section of this thesis explored some of these
issues and provides social workers with an opportunity to share what I had previously

not had the opportunity to hear.
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CHAPTER 1

Introduction:

Having come from a background of being a probation officer, a punitive role, working
with the elderly was refreshing. Most people who receive the social work service
appreciated any work done and were thankful. They also shared their feelings and

thoughts freely; quite a change from non-communicative clients who have no choice
about the working relationship.

Five years ago I began working in an Assessment and Rehabilitation Unit. which at that
time, was for people over the age of 65 years. The majority of the people I was working
with had both long and short term disabilities. All clients were discharged either back
home or into a residential facility. I soon began to see that this group of people had
problems that were not recognised by the majority of New Zealanders.

One of the first issues to challenge social workers who work with elderly clients is
acknowledging the issue of ageing itself. The people who are the focus of the work
represent what will inevitably happen to you, your parents and grandparents as the
natural life cycle takes its course. On the positive side it also became apparent that the
people who are disabled either by disease or accident represent the minority of the elder
population, the majority of whom live independently in the community.

Ageism is another issue that confronts the social worker. A period of enlightenment
occurs when, as a worker, there is an awareness of how older people are viewed by
society generally and by agencies. This is highlighted when acting as an advocate, and
when dealing with families and statutory organisations. At an organisational level most
social workers experience the strong marginalisation of minority groups and the elderly
are included within this. Most agencies are relieved that they are dealing with a social
worker, someone who understands systems and this may facilitate the fulfilment of the
advocacy role. There is also an understanding that social workers will persist when
seeking support for a client, and it is more difficult for the agency to “brush off” the
social worker than the elderly person.

Another example of organisational ageism was noted by social workers with the
inclusion of under 65 year old patients in the rehabilitation ward. Observations by the
social workers tended to support the view that the under 65 year old patients stay in

hospital longer and receive more attention from the staff. This was further highlighted



(58]

by social workers when a family meeting was called. Usually when meeting with over
65 year old rehabilitation patients and their families, only staff that are free to attend do
so, whilst the family meetings with under 65 year old patients tended to draw all staff.
The implication is that patients under the age of 65 years have a higher priority.

It is surprising that ageist views were held by the families of the elderly. It is a familiar
experience to have families making decisions for their relatives when the relative is
capable of making these decisions themselves. The role then becomes one of protecting
the rights of the client. This leads to conflict with families and it is here that social
workers can clearly see the older person being manipulated.

Manipulation can be subconscious; born out of a genuine concern for the older person’s
safety. Conscious manipulation can take many forms, the most prevalent, in my
experience, was financial. It is defined as abuse when the older person is capable of
making decisions about the management of their finances but the other people control
the money. Other forms of elder abuse are physical, where an elder person is either
assaulted or whose physical needs are ignored or subverted; psychological, where, for
example, a mentally capable person is treated as if they suffer from dementia; and self
abuse; a common form of which is for the older person to suffer from a medical
condition which, with treatment, could be quickly resolved.

On a personal level one vivid recollection was watching a game of charades and the
portrayal of an ‘old’ person, the old person was portrayed as bent over and using a
walking stick. This was a graphic demonstration that society views the majority of
older people as “sick” or “disabled”.

When these issues were discussed with my health social work colleagues, I found the
majority of the people we were working with across the health sector were older people,
mostly in their 70’s and 80’s. The exception were those working with children. This
was a common experience. Although a social worker may be in a medical or surgical
ward much of their day to day business involved working with the elderly.

Having been educated within New Zealand and having completed a social work
qualification, I was surprised at how little published information was available on social
work and the elderly, and that I had not previously been able to learn much about this
area. The information I received advising of conferences on working with families
indicated the family consists of young parents with children - there was seldom any

mention of older people within the family. Several of my colleagues were very
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experienced and had worked in this area for many years but were so involved in

casework they were not interested in putting “pen to paper’.

Health social workers nationally continue to see the impact of an ageing population and
find difficulties responding to the needs of these people and their carers, due to the
constraints of current government philosophy on social policy. The centralisation of
funding has reduced the options available when seeking resources for older people and

their carers. Further on within this chapter information will be presented highlighting
 the marked increase in the number of older people within the New Zealand population.
The implications have yet to be recognised fully in the current health policies. Within
the health promotion contracts sought by the funders, there are no programmes directed
specifically at those over 65 years of age. Health funders recognise the secondary
medical and surgical services but are yet to develop preventive strategies to encourage
the elder population to take responsibility for “good™ and “ill” health.

Social work with older people is a specialist field in its own right. The dynamic of
working cross-generationally requires a specialist knowledge base. It requires the
understanding of values and beliefs that may be sixty years different from your own. It
is important to develop an appreciation that relationships and marital roles have grown
through times of war and financial strain as well as good times as life’s milestones have
been reached.

Working with the elderly is a varied experience which requires a broad-based approach
from the social worker. The cross-cultural work, in terms of working with a diverse
group which includes a number of immigrants, and in Northland, different religious
groups. Family work includes working with the older person and supporting their rights
to be independent while balancing the safety of the individual and the needs of those
who are providing the support, which may include working with any of the carers and
their families.

Although an aspect in most social work, grief and loss is a constant theme when
working with the elderly. Grief and loss involves the individual making adjustments to
their own personal situation and the subsequent changes that this brings in their
interpersonal relationships. An individual’s dignity is threatened when they can no
longer perform basic personal tasks independently. The prospect of having a partner or
child doing these tasks for them can be difficult to accept. Being a social worker within
the health system, indicates the people needing the service are disabled either by disease
or accident. These may be reversible conditions, or if not, plans are needed for people



to deal and cope with the future in relation to their altered health status, the disability,
and/or change in lifestyle.

However, for the carers these tasks can be unpleasant and the carer’s perspective is often
not explored. This research focuses on those who care for older people in the
community, specifically carers who live with the ones they care for. The goal is to
provide social workers and policy makers with information so that carers needs may be
heard and met on a daily basis.

For the first time, the elder cohort is becoming a significant proportion of the overall
population structure. Never before in human history have so many people lived for so
long. The needs and desires of this group and their carers, which have been largely
ignored, will need to be addressed in New Zealand social policy in particular, and by
society in general. Once again issues surrounding the elderly were discussed in the
recent 1996 election and, as a result several means tested social policies now existing
may be reviewed. However, there was little mention of the carers of older people.
Society is grappling with the ageing phenomenon. There are still many myths surround
ageing including the belief that once retirement is reached there is a decline in both the
physical and mental abilities of people.

The thrust of social policy in a number of areas has been to decentralise resources and
aged care has followed this trend. There have been a number of changes in policy to
limit the use of residential facilities, which have been rationalised under the term
'capping’' of funding. Changes have been made to ensure that the needs of those
requesting institutional care are appropriate for the level of care available. Alterations
to funding have reduced the numbers of residential facilities, known as “stage one”
facilities, that cater for individuals who are mostly independent. The impact on the
community has been for the elderly in this category to remain in their own homes or live
with family. The main load of caring has fallen on women carers. |

The Organisation Of The Thesis:
Literature Review:

Little literature has been written in New Zealand on the topic of elder care either in
relation to those cared for or their carers. Anne Opie and Peggy Koopman-Boyden are
the leading New Zealand authors who have addressed these areas. As a consequence,

the literature review has been largely developed from international sources.



To seek clarification on why women become carers or assume this role. several themes
were explored in the literature pertaining to those providing care for older people. The
role of women as carers was explored from a number of different angles, including the
assumptions made within social policy and by society that establish women as the
nurturers. The literature also evaluated the difference in how men and women
performed this care giving role.

As stated earlier elder abuse is an issue that confronts most social workers dealing with
carers. Having found very little written within New Zealand, [ was interested to review
some of the international literature which defines abuse and debates how to address
these issues at a policy level.

Socialist feminism has been the theoretical perspective used to underpin this thesis.
Issues surrounding unpaid work and related research were reviewed to uncover the

invisibility of women and the role they are providing.

The final section of this chapter presents the Royal Commission on Social Policy report
(1988). This report was collated by Peggy Koopman-Boyden. The information
presented within the report illustrates the issues, current at the time, raised by New
Zealanders representing different sectors of society who present varying theoretical
positions. The RCSP has presented eight philosophies in relation to the elderly. Of
these the dominant perspectives currently affecting social policy are medicalisation of
the elderly, institutionalisation of the elderly and community care. Although it must be
acknowledged that all perspectives are valid, the one this thesis will focus on is the
community perspective as the policy in relation to community care affects carers the
most. These carers are providing informal care in the community. The medicalisation
of the elderly focuses on the disease process of the one being cared for and the
institutionalisation of the elderly refers to formal care.

Resources:

An important part of the social work role and one familiar to me, is to be a broker of
formal services. Three organisations fund all formal services for the elderly and their
carers, and these are presented. This gave me a personal opportunity to become more
familiar with those services and reflect on the systems that provide them. From this
reflection came an opportunity to evaluate the implications for those who receive or
benefit from the services offered.



Central to the research has been to find out from carers what they view as necessary
resources to enable them to fulfill their caregiving roles. The reciprocity essential in
feminist research was active in these discussions with carers and as indicated within this
chapter an opportunity was given to talk about the reality for them in relation to the
formal resources offered.

To develop this further a social worker, new to the area of working with the elderly and
their carers, was interviewed. The systems and the responses of the carers become
familiar to those experienced in this work. The opportunity to interview Nikki enabled
me to present, at a grass roots level, her experiences of learning the systems while at the
same time having an expectation from her employer to provide a brokerage role.
Implicit in this expectation is that a social worker has this knowledge.

Finally, Gillian, a carer, told me about her experience with placing her husband in a

residential facility. Her story echoed other experiences I have heard describing the
difficult decision for her to look at residential care and the consequences of the decision.

Methodology:

The backbone of the thesis has been the stories provided by the eleven research
respondents. The research was based on feminist methods and as a consequence was
driven by these women. Initially a questionnaire was developed to direct the questions I
had of carers. This revolved firstly around what the caregiving role actually consisted
of, secondly how being in this role affected their relationships between the person cared
for and the wider relationships of friends and family, and finally what personal benefits
and costs were associated with caregiving.

New to feminist methodology, I learnt quickly that the women themselves develop the
conversation and relay the information important to them. The challenge for me was to
forget my usual interviewing style and be non-directive. Responding openly to the
womens' questions was also unusual as the 'professional’ social worker clearly separates
the 'personal’ to limit transference within the client/worker relationship. Transference
refers to the development of the relationship outside of the 'normal’ working relationship
to transfer to another type of relationship, for example parent/child.

The relationship between researcher and recipient developed and, due to the previously

stated reciprocity, time was spent on reviewing formal services to revisit whether the



carers could receive more entitlements. Several referrals were made and the majority of

carers did enquire about different services they had previously not canvassed.

The feminist method provided a way of allowing the women to break their silence and
become visible. For the first time these carers were able to talk about the difficult and
unpleasant aspects of the caregiving role without guilt. Often the women felt guilty if
they discussed what it was like for them because they were the lucky ones who could
live independently and did not have a disability. Since society encourages this elder
carer | believe there is an assumption by society that the carer should feel privileged at
being able to provide care for the 'less fortunate'; it is almost viewed as a 'saintly' thing
to do - “a calling™.

The ethics guiding this thesis have been drawn from Massey University's "Code of
Ethical Conduct for Research and Teaching involving Human Subjects” 1990.

The carers were provided with time use diaries in which they were able to record the
amount of time spent on different tasks during the day. The time use diary was a tool
designed to enlighten the consciousness of carers to the work and commitment their role
required. This was also to provide quantitative data to analyse what care was provided
and the time that carers spent on different activities. Four of the eleven carers did not

fill in the time use diaries, in itself an indication of the lack of energy some carers had.

The information provided by the women respondents averaged approximately twenty
pages of text and these have been formatted, and in some cases edited for clarity, to
provide as much information untouched as possible while maintaining contextual
integrity. Some of the subjugated knowledge, that is, understandings which were not
part of mainstream learning, were lost through the necessary editing. The results

presented were developed by collating the themes that ran through the transcripts.
Introduction of Interviewees:

In this chapter my initial objective was to introduce the women respondents. It was
important that they were named' and made visible so that their stories would be heard
and understood as dictated by the methodology. A key element in understanding the

consequences of becoming carers was to recognise what these women did prior to

I The women respondents all have pseudonyms to provide confidentiality, named implies the information is
personalized.



taking on this role. This provided an identity which enabled me to get to know each one
and in doing so share what the elder person meant to them.

These women also shared how and why they had taken on this role. Several
acknowledged for the first time that they had not made a conscious decision to be in the
role and if they had, they expressed that they had no idea of what they were getting
themselves into. This provided me with an insight into the context surrounding the
decision of becoming a carer and the process of socialisation that had taken place. This
socialisation was expressed in the decisions made by their families and the expectations

the carers placed on themselves to provide care.

The carers were asked to talk about the care that was provided. Some talked about the
lack of recognition given to the work they do. Defining what the work was reinforced
and validated the role. This provided a platform to unpackage and demystify the hidden
nature of the caring role. Most of the carers had not considered their care giving as
work because it occurred in the private world of the home. A clear indication of this
was when they were asked about their working lives and none of them discussed
voluntary work, or work in the home as part of their descriptions; in a number of cases

they described taking time 'off work' to raise children or care for their parents.

The carers also discussed some of their informal supports and networks. Several of
them have strong networks with other women that are often almost invisible. Of
particular of interest to me was the Closed (also known as Exclusive) Brethren: three of
the women respondents described themselves as belonging to this group. Although
these carers were receiving formal services, the bond between them and their informal
support network was very strong and these women in particular described a feeling of
belonging rather than isolation. This informal support of each other was described in
the literature as the third shift (Gerstel and Gallagher 1994) behind paid work and caring
for the immediate family.

How has becoming a carer affected your life?

One aspect of social work that interested me was how situations changed an individual’s
life and their wider relationships. For several of the carers their new role had changed
their lifestyle and it is the social realm that is of interest within this chapter.

In some cases the women were caring for their partners and the response from them

revolved around grief and loss for the person they once knew and were originally



married to. This was reflected in a described change in dynamics. marital roles changed
as wives had to learn new tasks. such as managing finances and maintaining their
homes. My interest was to discover how they felt about this and in this regard the
generational context must be remembered. These women have had a relationship that
has, in most cases, had clear roles, the women being the housewife and the man the
provider. The move from interdependence to dependence changes the balance in
relationships. Not only do the women have to perform all the financial transactions but

the majority of husbands in this study no longer have the mental capacity to even
discuss problems and advise their wives.

When the carer brings the older person into the marital home, marital relationships are
affected. How does the introduction of an older person needing care into the home
affect the relationship between the carer and her partner? In particular, how does the
husband deal with having to share his wife’s time and energy with the person being
cared for? The majority of respondents did not have a problem with this and one reason
may be that all the husbands were working outside the home and the elder people
receiving care were mostly undemanding.

The relationship which seems most affected is the mother/daughter as roles are reversed
and the mother becomes dependent on the child. It is common for the parent to state
they believe the child ‘owes’ the parent as they have given them several years of their
life raising the child. If the child takes this on board the ironic factor is that the
daughter may continue caring for a parent for several decades.

With a carer used to being totally independent, the lifestyle change can be drastic.
Some of the women recipients have lived a single life for some considerable time and
the upheaval of having to share a home, quite apart from the commitment of hands on
care, can make the living arrangements almost unbearable.

Finally 1 wish to undertake a cost/benefit analysis of the role of caregiver. 1 was
interested in both positive and negative aspects of the physical, social and emotional
demands of the job. Again this explored the invisibility of these women and allowed for
a deeper understanding of the caregiver role. One factor in the silencing of women is
the taboo of not being able to express any negative feelings about their role and the
personal costs of caring. This also included how the carer felt about the support, or lack
of support. from the extended family. The exciting thing about this was that previously
these questions had not becn asked. or if they had, the ‘professional’ relationship had
limited the depth of sharing from the carers.



To summarise this chapter and all the information provided by the women, they were
asked how they would advise others in their own personal situation. This provided an
‘open licence’ for the carers to discuss their situation. The expectation was that the
carers would now be able to identify stresses in their roles and potential solutions.
These solutions could be defined as the formal and informal services needed, or support
that enabled them to continue with their own lives and transcend the perimeters that
keep them hidden in the private world of the home.

Theory:

It is unusual to have the theoretical discussion come so late in a body of research but, as
stated before, | am new to feminist methods. As this study was developed on the
interviews and information provided by the women, the inductive methodology
indicated that the theory could not be applied until the themes had been clearly
identified from the transcripts. This approach was consistent with the structural
feminist theory underpinning the thesis.

Using structural feminism to inform the study led to a natural examination of the
position of women in production and reproduction, specifically in relation to elder care.
The role of women in production links to their place in the private and public spheres;
(Cox and James 1987) most of these women recipients have been active in the public
sphere but their contribution in the private sphere is unrecognised, even by the carers
themselves. The familiar reproductive role in the private sphere as experienced by them
when they were raising their children is comfortable to most of the women and they
embraced the opportunity to once again become nurturers. This of course is not the
experience of all carers - those who have functioned only in the public sphere find the
nurturing (private) role uncomfortable.

Elder care as unpaid work has been a continual theme throughout this study. This
directly relates to the value or worth of this work placed on it by social policy and
society. The evaluation of the time use diaries is discussed within the context of this
chapter as the theory about unpaid work is developed. The theory surrounding unpaid
work can be applied to the elder care situation.

Poststructural feminism in relation to the position of carers is briefly discussed as
postmodern theory provides a new critique. The philosophical position as expressed
through social policy in New Zealand as at 1996 explored the health system because it
is through this system that the majority of carers receive formal support. As stated



earlier, one of the goals of this research has been to challenge the policy makers to listen
to the voices of the carers identified needs.

Implications for Social Work Practice:

Demographically the New Zealand population is showing an increase in the number of
people over 65 years. By the year 2031, 892,000 New Zealanders will be over 65 -
nearly 20% of the population. More than a quarter of those will be 80-plus (Clifton
1995). The main reason given for this is the improvement in medical services this
century which has increased life expectancy. At the turn of the century the life
expectancy of a man in America was 43 years, now it is 77 years (Moody 1988: 1).
This trend has also been established in New Zealand. While life expectancy at birth in
1931 for a female was approximately 69 years, in 2031 it is expected to be between 82
and 85 years. For men over the same period, life expectancy has risen from
approximately 65 years to between 74 and 78 years (Department of Statistics 1990: 19).

There are direct implications for New Zealand society faced with a growing older
population, and a need to address these through both economic and social policy.
Superannuation is always a hot election topic as its projected cost is increasing along
with the older population. There is stress on health services and the current graduated
care system has a phenomenal cost. For people who choose residential care there are
four stages provided. The government means tested daily subsidy is, as at June 1996,
approximately stage 1 - $60.00, stage 2 - $70.00 and stage 3 and 4 - $125.00
respectively. This subsidy is negotiated with the purchaser and may vary from one
residential facility to another and provides the total cost of residential care.

Family systems are being challenged more and more to care for older people. Some
families can have up to five generations within the family structure, while others have
only three generations and the middle one is having to cope with caring for the young as
well as the old.

Within families the ratio of dependent elderly to working aged relatives will increase
thus limiting inputs from private sources of care. If the dependent elderly use their own
resources to purchase such care, then assets will decline thus reducing the magnitude of
inter-generational wealth flows through inheritance. Because of their size, the cohorts
that reach retirement during the decade commencing 2020 will place increasing
demands on public and private pension and superannuation schemes. It might also be

the case that these particular cohorts are less equipped to provide their own personal



savings to this end. Due to intergenerational differences in the timing and space of
major life cycle events in the years before retirement, these cohorts could expect to have
dependent children and/or dependent elderly parents, and expenditure on their own
health and other needs. These demands will place constraints on their capacity to save
for retirement (Department of Statistics 1990: 39).

It is important when looking at older people and carers’ needs to put these in a political
context. The major changes in services have been the result of the restructuring of the
health system by the National government through Regional Health Authorities® Prior
to this system the majority of home-based support in their own homes was provided by
Area Health Boards3. The main services were meals on wheels, home help and
attendant care (although this service was only for those under 65 years old). Rest homes
and hospitals have always been available but the means testing for hospital care has
been recently altered to bring it in line with rest home care. ACC has always provided
home help and attendant care for all ages if they need the service after an injury, but
there have also been changes in the service provision from ACC. The political
developments leading to these changes will be discussed later.

Locally in Whangarei the services that were available to carers at home were mostly
means tested and the main service used was the 28 day relief. This provided a carer
with a break, half a day a week. Those caring 24 hours a day appreciated the service but
acknowledged that this did not give them the opportunity to continue with their other
interests that they had prior to becoming carers. These include joining friends weekly to
socialise, continuing with support groups or interest groups and, in fact, just to have the
freedom to please themselves. One might say that a parent of small children is in the
same situation, however, with an older person the care situation can go on for years
leading to increased, not decreased dependence and there are more facilities available
for child-care.

Some of the information provided by the carers, | have heard for the first time. I
thought in my role as a social worker that I would have asked questions in such a way
that carers would have told me how they felt and what caring was like for them. The
major difference has been that the interviewing within the context of this study was non-
directive and the questions were unprescribed.

2 RHA: purchasing agencies for the distribution of funding dollars.

3 Area Health Boards: locally elected boards that ran health services, money for which went directly to the
boards.
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This chapter is a summary of my reactions, from a professional perspective, to the
information I have been receiving from the carers. It is important that the information
provided by the carers had pragmatic implications for social work and that this exercise
was not only of academic use. The purpose of the final chapter is to challenge social
workers working with the elderly to assess their practice and to raise awareness of the
carers and the implications of the assumptions made about carers’ choices and carers’
needs. To enable the social work practice issues to be explored first a review of the
literature must be conducted.



CHAPTER 2

Literature Review:

Introduction:

Increased life expectancy in New Zealand has created a new phenomenon - ageing.
Ageing can be seen in two ways: the natural process where individuals grow older and
the gradual variance in proportion of older age classes in the population. Reduction in
fertility and increased life expectancy all contribute to a higher proportion of older
people in the population. Medical treatment of the elderly, and fertility control both
have had a significant impact on New Zealand society as people are living longer and
having less children. As the population ages, the community is faced with a new group