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Family carers’ health and well-being and
community capacity building in rural areas

Rosemary Warmington, Carers Association of SA

OVERVIEW

This paper will explore the impact of caregiving on the health and well-being of family
carers and their lifestyle choices. The experience of carers in rural parts of South
Australia is in resonance with the experience of family carers across Australia
including rural regions.

This paper reflects upon the work done by the Carers Association in South Australia’s
rural and remote areas. It will describe approaches taken by carers in rural areas to
redress the impact of caring through local networks of support.

This paper will also consider current trends in Australian policy with particular focus
on Rural Australia and what changes need to be addressed so that family caregivers
are able to maintain their health and well-being whilst still continuing in their caring
role. A final comment is on the long-term consequences of our current policy
approaches.

Carers associations

The Carers Association of SA is the peak organisation representing all carers in South
Australia. We are a non-profit incorporated community-based organisation,
established in 1989 by a grass roots movement of carers. Working directly with carers
is important to us. Through feedback we initiate research, develop policy and
advocate at all levels of government on behalf of all carers.

There is a Carers Association in each state and territory. The national body, Carers
Australia, works at a national level to address matters of national importance.

Carers: who are they?

Family carers are those people who provide care and support for their parent, partner,
child or friend who has a disability, is frail aged, or who has a chronic mental or
physical illness. Carers come from all cultural and social backgrounds and range
greatly in age, from children to the elderly. Often they take on caring for the simple
reason that the situation arises; for example a parent requires care; a partner has a
mental illness; or a parent needs to care for their child with a disability. They give up
their time, income and resources to care.

There are an estimated 2.3 million carers in Australial, representing one in five
households. Their contribution to the Australian community is estimated at $18 billion
per year2. The majority of primary carers are of workforce age, yet paid work is
usually not possible.
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CARERS LIFESTYLE: HEALTH AND WELL-BEING

Lifestyle choices rely on people’s abilities to choose and participate in life’s options. A
person’s lifestyle is affected by their access to finances, social networks, supports and
opportunities. A positive lifestyle is related to the degree of choice people feel they
have in their life and ultimately what they can choose to do with their time. A positive
lifestyle goes hand in hand with positive health and well-being. Impediments to
maintaining a healthy lifestyle include:

o lack of resources

e social and geographic isolation
e lack of time

¢ lack of knowledge/information
o detrimental lifestyle.

Research shows that carer well-being is negatively affected not only by the demands of
the caring role, but more importantly by the extent that caring impinges on other roles,
particularly paid employment and the opportunity to participate in other activities?.
This research concluded, “those who have strong personal and social networks and
greater economic resources are better equipped to undertake care giving roles and
these resources provide a considerable buffer against the demands of care giving, so
that well-being remains at reasonably high levels relative to other carers and the
population as a whole.”4

Research on carers' health and well-being

The National Survey of Carer Health and Well-being, Warning — Caring is a Health
h Hazard 5 conducted by Carers Australia, surveyed 1449 carers from across the nation.
10.7% of those who responded cared for two or more people. 19% were living in rural

A
\h 4 or remote areas.
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Owverall carer health

Carers reported the following about their sense of well-being;:

only 16% of respondents rated their health and well-being as excellent to good
e 46% rated their health as fair to poor, with 50% for long-term carers

e astaggering 95% of respondents who had a poor health rating attributed this to
their caring work including the constant pressure of caring, disturbed sleep,
physical lifting and supporting the person as part of their caring role

e numerous health changes, particularly tiredness or exhaustion, upper body
problems, arthritis, high blood pressure and other heart problems were cited.
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Injuries attributed to the caring role

Physical injuries were highlighted as a major outcome of caring:

e strains, sprains and injury to muscles and joints represented 70% of direct injury to
respondents as a result of their caring role

e back problems relating to manual handling such as lifting and lowering were
identified by 30% of those with direct injuries, with men slightly more likely to
report back injuries.

Re-occurrence of injury

e 60% of all respondents reported re-occurrence of the injury.

e A surprising 77.3% of all respondents stated that there had been no impact as a
result of the injury on their caring role (female 75%; male 84%). It would appear
that carers with substantial back injuries are ignoring their own health and well-
being to continue their caring role.

e Men in particular were delaying their own hospital treatment because of their
caring role, stoically carrying on with their caring role and refusing to let injuries
or their own health needs stop them from caring.

o This is resulting in the long-term health failure of the carer.

Financial compensation

e 98% of respondents had never received financial compensation for injury.

Carer mental and emotional well-being

Carers were most likely to report feeling more depressed and anxious as a result of
their caring role. The stress of caring, the social isolation and the grief and loss
associated with the loss of the “hoped for relationship” were reported as the reasons
for worsening emotional and mental well-being. The routine of the caring role, specific
practical aspects of the caring role and the relentless responsibilities where there is no
end in sight, along with the behaviour of the person cared for, were reported as the
major creators of stress.

Impact of caring on energy levels

Of those who reported negative effect on their energy level, 95% said their energy
level was worse or much worse. Respondents reported that having “too much to do”
and the demands of the caring role had had a negative impact on their energies. The
demands meant that carers did not have enough time or the chance to rest and renew
their own energies.

Effect of caring on life opportunities

Many respondents reported a major or dramatic effect on their lives as a result of
caring including lack of holidays, travel and visits. Men rated these reasons more
highly as areas of greatest impact.
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SUMMARY OF FINDINGS

The findings of the survey offer a picture of carers:
e whose health and well-being is affected by their caring role
o whose expected life style is negatively impacted by the caring role

e who report feeling depressed, anxious and sad as a result of the grief and loss
which they attribute to their caring role

e whose physical health is marked by back injury for which they are probably
receiving inadequate treatment because they are unable to find the time, energy or
finances to seek and receive treatment, and who throughout it all continue with
their caring role, probably despite contra-indications.

These findings are supported by Schofield et al® who surveyed family caregivers and
reported that “high overload, lower levels of perceived social support, diminished life
satisfaction and poorer health rating were linked in differentiating carers from non
carers.”

What do carers want to assist them?

o Formal Assistance: The research showed that the GP is an important person to all
carers with 37% of respondents citing the GP as the most highly rated person they
would turn to if they had difficulties.

e Counselling: and self help groups were valued. Both men and women similarly
rated psychologists who offer professional support.

e Additional Respite: as well as more flexible respite, carer support activities, home
maintenance support and shopping were the most highly rated form of support, in
that order.

¢ Having some one to talk to: empathic support, one to one support and general
emotional support in various forms are highly sought by carers.

o Carer support and group meetings and activities: are by far the most important
ways of reducing stress for respondents (28%). Somewhat surprisingly this is more
important to reduce stress for male carers (30%). This attests to the popularity and
importance of carer support where carers can receive peer support and mutual
support from a group who understands their situation. These groups offer
enormous support and healing power for many carers.

What the findings mean for rural carers

The findings indicate that carers need to have more options about the balance between
their caring role and their other lifestyle choices. This has yet to be seriously addressed
within Australia’s model of community care.
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COMMUNITY CAPACITY BUILDING IN RURAL AREAS

What is happening in rural South Australia?

In South Australia alone we estimate that over 50,000 people in rural areas are carers.
In those areas families are faced with limited personal and community resources,
plagued by drought, where the young people are drifting from properties and rural
life to live and work in cities. GPs are few, waiting times for appointments with
specialist are long, distances to travel are far and wide, respite is restricted and
information about what is available can be hard to find. As always rural people need
to be resourceful.

Since 1995 the Carers Association of SA has been using a community development
model with funding received from Home and Community Care to establish carer
support networks in rural South Australia along with carers and other local carer
support organisations.

The purpose of carer support is to nurture, strengthen and support all carers
throughout the region:

e by carers providing meaningful care for each other
e through an ongoing, open, accessible network of mutual support
¢ enabled by staff committed to this purpose.

As a result the Association is now in regular touch with over 3,000 carers who live in
rural and remote areas of the state.

Carers have adopted a strong peer support approach to delivering support to carers. It
has enabled carer support organisations with low levels of staff to support carers who,
with time, have supported new carers into the program.

A thumbnail sketch of carer support

The vision for carer support is to enable all carers to overcome personal and
geographical isolation through mutual support and sharing of caring experiences and
information and by linking carers in ways that promote their self-worth and
acceptance within a caring community.

e Carers can be very isolated and uninformed particularly in the early stages of
caring.

e Health and community services are often not very helpful in preparing carers for
the challenges ahead.

Carer support assists carers and past carers to meet others with similar experiences
and:

e Provides opportunities for carers to meet together in social, information,
educational and retreat events, to help one another with friendship, information
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and ideas and to give one another strength and courage to continue in the caring

responsibilities.

Provides opportunities for carers to have time out from caring responsibilities.

Gives carers recognition and values their contribution to the community.

Works collaboratively with services and community organisations to provide
appropriate information through newsletters, forums and information resources.

Enables carers to assist services by participating in forums, committees and focus

groups, as well as consultations.

Being able to talk to others in a similar situation is the greatest help of all, because
carers best understand other carers feelings, concerns, and needs. Through this

support carers are eventually able to offer back support to other people in similar
situations and to participate in service providers’ structures.

What have been the outcomes?

Through carer support carers have:

formed strong supportive friendships

provided one another with information about services

been supported to make complaints about services that would never have been

heard

called on the Carers Association as the peak body to follow up issues to avoid

retribution

participated on local service advisory groups
developed leadership groups

received experience in committee management
belonged to groups that have won SA Great Awards
been heard on radio and been seen in local papers
participated in important state-wide reviews

had the confidence to attend Cabinet meetings in the bush
networked with carers across the region
volunteered their time to help other carers

built capacity in the local care organisations

built capacity in the community of carers

7th National RURAL

HEALTH Conference

th




¢th

e Dbuilt capacity in their local region and have been highly respected

e attributed improved health and well-being to the support offered by fellow carers.

Cycle of sustainability and community capacity building

The long-term impact of this very cost effective model of carer peer support has been
the creation of a community of carers building community capacity within the wider
community.

This has created a cycle of sustainability. Carers have entered the network of peer
support as isolated, unsupported and ill-informed individuals. In the early stages, staff
have spent time hearing their concerns and linking them to other carers with an
emphasis on providing emotional support. Once the carer establishes themselves in
the group they develop confidence and information and start accessing available
services. With service supports, emotional support and confidence their caring
experience stabilises.

Over time, and particularly if their caring role reduces, carers are able to support new
carers. In this way they give back to the network of carers. This process creates the
cycle of sustainability, leaving staff to address the needs of new carers who are more
distressed or in crisis.

Cycle of sustainability —
Carer Process

Carers suppo Carer enters

other Carers Carer Support

Community
Capacity
Building

Carers Supported
in Accessing Carer Supported

Services /: :\ Informed

This model also means that over time a community of carers is established at the local
regional level that understands the issues facing their community. This group of carers
then has a wider impact on the local community by articulating the need for services
and by representing carers on local service committees and advocating for
improvements.
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Cycle of Sustainability-
Carer Experience

Carer empow e
P arer isolated

i ol
Community
Capacity
Building
arer vettmw Carer

Services, & emotionally
managing bett suppmted

The end result is that, through their involvement in a peer support group, carers have
contributed not only to their own health and well-being but to the health and well-
being of others and in doing so have built community capacity. All this has happened
very quietly through carers meeting together, often in the homes of one another. It is
the beginning of the quiet revolution for better recognition and services that support
carers.

In this model carers are considered true partners in the delivery of community care
and in community capacity building. Their strengths as a carer are recognised and
built on, they are empowered to fully participate and they contribute more widely to
the health and community care debate.

WHAT IS THE REALITY OF CURRENT POLICY?

The research shows that the focus of Australia’s current model of community care is
indicative of considering the carer as “a resource”. In this model the approach is to
provide just enough support to enable the carer to continue to care, and is not aimed at
providing lifestyle choices, such as respite, to improve “my golf handicap for
example”. In this model the expected efficiencies and quality of life for the patient are
obtained at a cost to the carer’s own personal health and well-being and ultimately
their lifestyle choices.

If, instead, carers were considered true partners in the delivery of community care,
then the health and well-being of the carer and the maintenance of their quality of life
and their lifestyle choices would be fundamental.

Informal, unpaid family care is the foundation of community care in Australia. Family
carers are conservatively estimated to provide at least 74% of community care
assistance.” The formal health and community care system would break down without
the support of carers. Public expenditure on care would increase dramatically if only a
small percentage of carers stopped providing support. The central role and growing
importance of informal family care is strongly supported by demographic trends, most
notably related to the ageing of the population. The proportion and numbers of people
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over 65 years is projected to increase from 12% in 2000 to 18% in 2019, with the
proportion as high as 35% in some local areas.’

Whilst many of these aspects are hinted at via various government initiatives and
strategies they are still too narrowly defined. The real test of our sincerity and
seriousness as a community is how far we are prepared to go, because how far we are
prepared to go will be the indicator of whether or not the government and the
community have truly embraced carers as partners in community care.

The National Strategy for Healthy Ageing for example identifies the following themes.

¢ Independence and self provision: Employment for mature age workers and a
secure and sustainable retirement income.

e Attitudes, lifestyle and community support: Remove barriers for older
Australians to participate.

e Health throughout life —healthy ageing: Healthy ageing across the life course a
key element to continued good health.

e World class care: People will want to be cared for more in their home with shorter
stays in acute care by people with higher level needs and the opportunity for older
people to be provided with 24 hour access to a variety of assistance in their own
home through technology interfaces with carers and practitioners as a future
possibility.

The thrust of the National Strategy for Ageing Australia is to focus on maximising the
contribution of an older population and minimising the government’s intervention
with an emphasis on independence and healthy ageing of older people who can look
after their own needs financially and socially and who can also make an ongoing
contribution to the workforce whether paid or unpaid.

One wonders how much this policy must be carried on the backs of family carers to be
achievable. Certainly, as the research shows, much has to be done if this policy is to be
realised for family carers. For example research found higher well-being among carers
who were able to combine work and caregiving compared to those who had to
relinquish work roles, demonstrating the need for policies that “enable different roles
to be balanced rather than forcing a choice between one or other role.”?

What is needed

Whole of government policy for carers

The range of issues that impact on family caregivers highlights the across portfolio
nature of the caring role and the need to develop family carer policies within a central
framework.

Health policy that includes family carers

Carers are an important part of the public health policy debate because not only are
they major partners in the delivery of the health care system but they are also an at-
risk population group with its own substantial heath care needs'?. Such a Health
Policy would include:
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e recognition of carers as co providers of services
e training for carers
e measures to assist carers find better ways of managing care in the home

e free treatment for carers for their back and neck injuries; treatment for their
associated pain

e inclusion of carers as partners in service planning

e inclusion of carers in the clinical process and decision making process as it relates
to their caring role

e recognition of carers’ needs in the assessment, care planning and clinical processes

e respite provision including recognition of the carer’s need to maintain their own
interest and pastimes on a long-term basis. Current research shows that carers
rarely use their respite for rest and relaxation.!!

CONCLUSION

As the population ages we are in grave danger of the whole system failing us all,
unless we care for the carer. As we move more and more the care into the home we
need to keep the health and well-being of the carers uppermost. If we don’t the system
will fail us.

Placed within the context of our current and future demographics, it becomes all the
more important that family carers are formally recognised as the foundation of all
community care and supported as care partners in all our health and community care
programs and services.

Currently services and supports for carers are conceptualised narrowly in terms of
specific support services which are then provided as a parallel system or an “add-on”
to existing service structures. This approach sets carers and their families apart and
marginalises them, albeit unintentionally, because it fails to address the wider social
context in which caring occurs.

Carers Australia strongly supports the view that support systems for carers should
focus on reintegrating family caring responsibilities as a normal part of life, with the
caring role one of many roles in which individuals are potentially involved. This
approach places unpaid family care centrally as the foundation of all care in the
community. It also explicitly links carers in the community care system to a range of
programs and services that are needed for carers to exercise other important social
roles and activities alongside those of caring, including workforce participation.

This is where the quiet revolution of carers can make a difference, in ensuring support
for at carers and promoting change across Australia and in rural regional and remote
areas.
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PRESENTER

Rosemary Warmington has a BA in Social Work and a Grad Dip in Business Admin.
She is the Executive Director of the Carers Association of SA, which is the peak body
representing all family carers in South Australia.

Rosemary was born and raised in rural South Australia and has many years of
experience in government and community services working across policy, funding
and service delivery. She understands the need for policies to recognise in their
formulation and implementation the special needs of people living in rural and remote
regions. During her time as the executive director, the Carers Association has
developed much needed and award winning programs and supports for family carers
across rural South Australia.

7th National RURAL

HEALTH Conference




