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Carers ACT acknowledges that modern day Canberra has been built on the
traditional lands of the Ngunnawal people. We pay our respects to their elders
and recognize the displacement and disadvantage they have suffered since
European settlement. Carers ACT celebrates the Ngumnawal’s living culture and
their valuable contribution to the ACT community.

This work is subject to copyright and may not be reproduced, either in whole or in
part, without the prior written approval of Carers ACT.

All Carer quotations in this document are from comp leted surveys received for the

‘Have Your Say’ ACT Election Survey conducted by Ceers ACT, and represent the

opinions and views of individual Carers. As such, survey quotations should not be
considered to be representative of the views or opinions held by Carers ACT.
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Carers — Your Future Is In Their Hands

As a candidate for election to the Legislative Asse mbly in the Australian Capital Territory, are
you aware of the current concerns of Carers, their families and friends?

Carers ACT conducted a survey in May 2008 to identi fy key issues for Carers in the ACT
prior to the next election. Over 259 Carers respon ded. Carers are experts in their own
needs and their voices best illustrate their own si tuations.

There are an estimated 43,000 Carers living in the ~— ACT’

Carers are those people who provide unpaid care for family members, neighbours or friends
with disabilities, mental illness, chronic conditions or illnesses, who have palliative care
needs, or who are aged and frail. Carers usually provide some kind of ongoing assistance to
the care-recipient related to core activities of se If-care, mobility and communication.

“I wish to have my 85 year old husband, who is a ve teran of WW?2, live out
his days in our home not a nursing home. Surely this is not too much to
ask for? Help the Carers to achieve this goal.”

Care must be provided for every
member of the ACT community who is
unable to live independently.

Caring may include the direct
provision of life sustaining activity, but
it also includes the added value of
consideration, comfort, attentiveness
and solicitude that gives quality to the
life of the care-recipient.

The role of a Carer is often
demanding, stressful, self-less and
complex, even though it can also be
highly rewarding and valuable to both
the Carer and the care-recipient.

“My spouse has ABl/frontal lobe syndrome. It is lovely and it's stressful to
care for her — as often she is capable, but when she is ‘failing’ she can’t
comprehend it.”

Sooner or later, everyone either needs to provide care
or requires someone to care for them.

Anyone can become a Carer, at anytime. We never know when someone we love may
require our care due to accident, iliness or simply from the effects of ageing. The Australian
Institute of Health and Welfare" has stated that “the ageing of the Australian popu lation and
the greater longevity of individuals, including tho se with a disability, are leading to increasing
numbers of people with a disability and a severe or profound limitation, especially at older
ages”. Carers come from every sector of society, and are in almost every workplace.



Carers’ work supports the entire community

Carers make a vital contribution to the ACT economy . Itis beyond the financial and logistical
capacity of the government to replace informal care with formal care. It simply makes good
business sense to support the work of Carers.

Carers’ work saves government
over $524.6 million per annum "

“I heard a Carer say recently ‘I have saved the government thousands by
being a Carer for my son!" | totally agree. Use some portion of that to
save our sanity. Support us — so we can support our families and live with
the dignity we deserve.”

The economy is a critical factor affecting Carers’ ability to provide care. The Carers ACT
Territory Pre-Election Survey indicated that inflation of basic staples, such as food, utility
costs and the price of petrol are having a signific ant impact on Carers; with over 63% of
respondents agreeing that the changing economy was impacting on their life.

High credit debt and lack of capacity to access eme rgency funds are already issues of
severe concern to many Carers. The high cost of housing in the ACT places also
considerable stress on Carers, as they already have reduced capacity to earn income and
higher living expenses due to the costs of providin g care.

“We have 4 children who have all been impacted upon by our disabled
one. | can't work at the moment as his needs alone are very taxing. My
husband and | have both been diagnosed with medical conditions and are
dealing with those, but food, petrol, interest rates and general costs are
killers.”

It is vital that current Carers
are properly supported so
that they, and the people
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Carers have their own needs induced by providing ca

re

Provision of supports and programs for people with disabilities and chronic conditions is only
half the picture. Carers are affected by their caring role and need support to keep providing
care; appropriate, timely, support that meets the C arers’ own needs.

The Australian Unity Wellbeing Survey discovered that Carers are far more likely than any
other Australian group to suffer from chronic healt h conditions and depression due to the

demands of providing care.

Isolation, depression and poverty are some of the negative

outcomes of unsupported caring experienced by Carer s throughout the ACT.

The Impact of Providing Care

Physical

e.g. lifting, showering and changing a person,
helping with accessibility and transport, going
shopping for them, doing therapy exercises,
or completing the extra household work
needed to provide a safe and sanitary
environment for someone with high medical
needs

Organizational / Time

e.g. obtaining and administering all needed
medications, managing medical and other
appointments, maintaining therapy
programs, ensuring educational, social or
activity needs are met, dealing with services
and agencies on the care-recipients behalf,
managing personal and financial affairs for
the care-recipient

Emotional

e.g. providing positive support, encourage-
ment and reassurance to help someone with
a disability to cope with daily challenges, or
supporting a person with a chronic condition
through invasive and painful medical
treatments and tests

Financial”.

e.g. increased costs of utilities to support
home medical care needs, special medical
supplies, equipment, increased fuel to attend
appointments, cost of home modifications,
lost income from lower  workforce
participation (in hours and potential career
path), or lost income from lower
superannuation contributions

The mental and emotional impact of caring should no t be underestimated. Carers may be
greatly affected on several levels: from the demand s of the care situation; from any change
in the nature of their relationship, and from the i mpact of the situation affecting the care-

recipient.

“Have already suffered depression
from the constant strain and isolation.
Strain on marriage. Lack of sleep.”

“Watching her decline affects me
emotionally. Inability to control my
own social activities, feeling trapped,
affects me mentally.”



Carers have diverse needs which can change greatly over the lifespan. Many care situations
are complex and challenging, while others require o nly interim support and a ‘safety net’ to
help deal with unforeseen challenges. Carers in the ACT have told us that they need flexible
and responsive supports. They need specialized assistance to help them maintain their
connections with other family members, with the wor kforce, and with the wider community.

“It's hard for me to look after my mother, but | do it with pleasure.”

“Being a Carer is a vocation not just a job, throwi ng money at us and our
services is the least you can do, Mr Chief Minister. For a lot of us it makes
the difference between sanity and insanity as we juggle enormous physical,
mental and emotional strains.”

Top three issues of concern to Carers about their own situation
1. High stress
2. Poor personal health and wellbeing
3. Financial stress

Top three needs stated by Carers

1. Improved financial supports for the ACT Government to assist the Commonwealth in
fairly meeting the costs of care provision

2. Affordable, accessible, safe, flexible, good quality respite options

3. Better funding for agencies/services to enable them to offer more services of higher
quality, in flexible ways appropriate to needs, and to have sufficient numbers of well
paid, trained staff

A range of practical solutions and strategies in re  sponse to these needs have been
outlined in the Have Your Say ACT Election Survey full report and the Carers ACT
submission to the House of Representatives Standing ~ Committee on Family, Housing
and Youth Inquiry into  Better Support for Carers.  Both documents are available from
the Carers ACT website at http://www.carersact.asn.  au/publications.html.

Carers require quality support to provide sustainable care

Carers in the ACT reported problems in accessing services. They advise that the ‘system’ is
often difficult to negotiate, and funding criteria can significantly restrict eligibility for many
people creating pools of unmet need, despite an app arent sufficiency of services at first
glance. However, when things do go right, Carers very much appreciate the support.

“| feel one has to ‘fight’ to gain access to
services and be grateful for what you
get, regardless of the quality.”

“The professionals | have most contact
with are brilliant in their work and
impeccable in the support they give me,
at the same time respecting my relative’s
independence.”

There are problems in the ACT as services struggle to meet increasing demand as more
care is needed for the ageing population. The Carers ACT Pre-Election Survey uncovered a
range of hidden problems which can be solved by rea listic and positive action.



Example of Need: The Waiting List

“I have been on a waiting list for over 15 months. | am

desperate for speech and OT [occupational therapy] for ]
my son.” As a candidate for the ACT

Legislative Assembly, what
“We have been waiting for a wheelchair for over a year ' wjif you do to help these

”

now. carers?

“I have been on a waiting list for respite since last year.”

Practical and financial supports such as transportation, rebates on utility bills, and expanded
home care support are of critical need in the ACT. Changes in family and social structures
mean that fewer people now have extended family to rely on. Economic pressures also
mean that more people are in the workforce, having less time to offer support to those
family members who are providing unpaid care.

Just as governments have recognized the importance and good economic sense of
promoting healthy lifestyle programs to communities, so they must recognize that
investment in a comprehensive system of support for Carers is the only option to help them
continue in their role and maintain their irreplace able contribution to the wider community.

A Challenge for Candidates

Real issues need realistic solutions. Priority dewelopment of strategic supports which
facilitate access, redress structural inequities and provide whole-of-life support for families
providing care is vital to enable the ACT to move forward and adequately care for every
member of its society in the future.

Strengthening of government policy is needed to ena  ble better support
of Carers, with a longer term goal to develop a cha rter of Carer rights
based in legislation, standing alongside the ACT  Human Rights Act 2004.

Carers ACT and the community services sector can of fer the expertise to
help government develop appropriate programs that b etter meet the
needs of the whole community.

A sustainable sector depends upon the ACT Government working alongside the
Commonwealth to reduce inefficiencies and inequitie s, create appropriate funding systems,
build community capacity, and make strategic invest ments in preventative care.

Practical Problems — Simple Solutions

“My husband is virtually a prisoner in our house due to little
help with his transportation other than paying heaps for
wheelchair cabs, even with coupons. It's punitive.”

“Home care packages do not cover all essential needs, and | As g candidate for the ACT
are not available on weekends. | need help to undress her |/ agisative Assembly, what

and get her to bed at night.” will you do to help these

“Water rebate does not apply to Carers but only to those Carers?
Health Care Card holders. It is hard to meet all

commitments and try to do the best we can for our

disabled children. Utility costs are very high.”



Carers want to balance work and home life

The most significant barriers to social and economi c participation faced by Carers include:
the time needed to care
the cost of providing care
the isolation created by lack of appropriate suppor ts to maintain community contact

Many Carers would like to rejoin the workforce. Al | Carers responding to the survey
expressed concerns about their current and future g uality of life, and wished to maintain or
increase the quality of care that they provide to t heir loved ones.

“Had to quit my job to fulfil Carer role am now
falling further and further behind in the
mortgage.”

“I struggle to keep employed so that | will have
a career to return to when my time as a Carer
is completed. Being a Carer means my own
career, and therefore financial stability in my
senior years, is severely compromised.”

Other workforce issues concerned a lack of places i n suitable alternative care options in the
ACT for adults with disabilities, out-of-school care for children with special needs, and re-
training/re-entry support.

“l am a teacher but have not been able to work sinc e my child left school 6
years ago.”

“It's difficult to find the job after so many years at home caring for my mum.
I’'m not young anymore, but not old enough for a pen sion!”

As greater numbers in the workforce are affected by age-related disability, or called upon to
care for family members, it is essential that government, employers and the community
sector work together on effective strategies to kee p skilled Carers in the workforce, while
also supporting and adequately compensating those Carers who undertake full-time caring
commitments.

Carers need real choices for the future

The majority of Carers are so focused on issues of day-to-day survival that they have little
time or energy to devote to future planning, and ha ve nobody who can effectively advocate
for their needs without creating a conflict of inte rest in consumer representation.

Future planning is needed by all Carers:
emergency care plans if the Carer needs to go to ho spital
permanent care options if/when a Carer is no longer able to provide care
wills and special disability trusts should the Carer die

Many Carers need specialist support to develop care plans, and require access to
appropriate legal and financial advice, to better e nable them to provide long-term care.



Practical Problems — Simple Solutions

“We are in desperate need of facilities for young disabled
people. Where will my daughter go if anything happens to
me? There is nowhere for these people to be cared for —

please help!” )
As a candidate for the ACT
“My daughter with Down Syndrome is 28. | am 63 and Legislative Assembly, what

have serious health problems. Before long, she will be my will you do to help these
Carer. Is that all the future she has to look forward to?” Carers?

“I am daunted that this is for the rest of our live s and what
happens to our son when we are not here? | am always
tired and | feel | never have time to truly revive myself.”

Where’s the evidence?

Find the Have Your Say ACT Election Surveyull report and the Carers ACT submission to the
House of Representatives Standing Committee on Famiy, Housing and Youth Inquiry into
Better Support for Carers at http://www.carersact.asn.au/publications.html on the Carers
ACT website.

References to national research reports, on the effects and costs of caring, are provided in
endnotes.

Further information

Carers ACT is a non-profit, community based, incorporated association and registered
charity dedicated to improving the lives of the est imated 43,000 family Carers living in the
Australian Capital Territory. We believe that all Carers and care-recipients are entitled to the
same rights, choices and opportunities as other Australians in order to enjoy optimum
health, social and economic wellbeing and to partic ipate in family, social and community life,
employment and education.

Further information on this paper may be obtained f rom:
Dee McGrath, Chief Executive Officer, Carers ACT
Telephone: (02) 6296 9900 Fax: (02) 6296 9999

Email: deem@carersact.asn.au

This document was prepared by:
Dee McGrath, Chief Executive Officer
Annemarie Ashton, Policy Advisor
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