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Dear Secretary,

I wish to make a submission to the House of Representatives Standing Committee on
Family, Community and Housing and Youth’s Inquiry into Better Support for Carers.

I am submitting to the Inquiry because as the Coordinator of a Commonwealth funded
program (Dept.Health & Ageing — NRCP program) [ work exclusively with carers
and people with a diagnosis of dementia who are living in the community. In my role
which includes facilitating Carer Support Groups I am in a privileged position to hear
many stories of the frustrations, stress, confusion, anger and guilt (just some examples
of the feelings) that carers live with on a day to day basis.

In responding to the Committee’s request for submissions [ convened a focus group of

5 carers which was made up of 2 carers of a family member with dementia, a young

carer caring for a parent with mental illness and frailty, an older carer caring for a

very frail wife with a disability and complex medical problems and a mother caring K
for 2 adult and 2 younger children all of whom have disabilities.

Two of these carers have chosen to send the Committee their own letters which are
included with this letter. However I have also attempted to summarise in point form *. .
comments made by all members of the Focus Group. These are as follows:

o At time of diagnosis ‘inadequate dissemination of information’ — not given i
any information about support services at ‘1* point of contact” which is ta
usually GP/Specialist. B

J All carers acknowledged that it is everyone’s ‘fundamental right’ to have o

access to up to date, timely and relevant information so that informed
choices can be made.

® ‘Expertise of carers’ not acknowledged by health professionals especially
during hospital admissions and/or GP/Specialist visits. Comment by carer
of 4 children with disability: “I have more knowledge that all the medical
experts”. '

) Each caring situation is unique and very ‘broad’. Therefore there are “all
forms of carers’.
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All carers are ‘very different’ — ‘not all in same basket’. Therefore the
needs of carers are very diffent — eg.student struggling to continue her
studies and care for father.

Caring is a ‘full time job’ - ‘paid’ approx. $100 per fortnight,

Broader community ‘doesn’t understand what a carer is’ - lack of
empathy. ‘If it doesn’t affect me I don’t want to know about it’ was the
consensus of all carers in the focus group.

Caring for a person is very isolating — can lose contact with community
including family and friends.

Very difficult to ‘measure’ and “‘describe’ the emotional toll of caring.
Many disabilities are ‘hidden’ and not ‘obvious’ to the community — eg.
Hearing/vision impairments, emotional ‘disabilities’ such as mental
illness, conditions such as dementia

‘No-one knows what is involved until you are a carer’.

Carers are ‘untrained’ — only ‘trained through circumstances’

Young 19yr old carer did not know what her entitlements were — no one
gave her information nor acknowledged her role as her father’s carer. Felt
lack of respect and acknowledgement (all carers identified this as an
issue). This carer stated that ‘it took a hospital admission (for her father)
to be heard’.

Young 19yr old carer ‘found out about dementia and mental health’
through her University studies.

Assessments need to be ‘holistic’ taking into account not just the
‘condition/disease’ but all other aspects of what makes the person who
they are and all other aspects of their life.

Carer of the 4 children with disabilities stated that: “Knowledge is power”
leading to a carer becoming ‘empowered to make choices’.

This carer especially felt that many specialist doctors keep the ‘power to
themselves’ and consequently has not felt ‘listened to’.

Older carer caring for frail wife with disabilities stated that he is “doing
OK and does have adequate support now”. However this was not ‘from the
start” and he has ‘learnt as he’s gone along’.

Community services play a ‘vital role’.

Lack of flexibility in service provision.

Planned respite (in home and residential) ‘very positive’.

Longer respite breaks — eg a month. 63 days maximum residential respite
allowed per year ‘needs to be reviewed’.

Not always ‘confident in quality or consistency of respite care in
residential facilities” — can lead to reluctance to use respite.

Examples in a residential facility include ‘time constraints for
bathing’feeding etc’. ‘Patient loses weight as staff don’t have time to feed
patient’.

Caring doesn’t cease when person goes into permanent care — caring role.
can ‘increase’ for reasons mentioned in previous point where family
members attends twice a day to ensure wife does have a substantial meal.
Mother/carer with 4 children with disability stated that she gets a weekend
respite a month but ‘sometimes it doesn’t work’. This carer stated that ‘it is
4.5yrs since she and her husband have had time together by themselves’.



J ‘Back up support’ for carers to attend meetings either not available or
carers don’t know about it.

° ‘Often takes a crisis to get action’
® Stresses of caring negative impact — eg. health, exams being missed.
® Financial hardships — eg. equipment/aids for person and for home, feeding

formulas including Peg Feed bags, increased costs of power for CPAP
(Sleep Apnoea) machines and electric wheelchairs, transport (disabled
taxis, community transport), homecare services which may be subsidised
but still attract a client contribution.

o Young carer who 1s a student needs to work but is unable to as caring for
her father is a ‘full time job’ on top of her full time University studies. Has
to pay for petrol ( to and from father’s house), books, excursions etc.

o Lack of flexibility in service provision

o ‘Bureaucratic system lacks flexibility in its response to people who are
carers’.

® Carers of 4 children with disability ‘would love to go back to work’ — now

unable to as ‘one son’s level of care has increased dramatically’. Husband
now works 55 to 60hours per week. Therefore has ‘no energy’ to follow up
on Centrelink queries etc.

® Centrelink ‘messes people around’ eg wrong forms sent out, rejected
Carers Allowance all of which add to stress and which could be avoided.
o Younger carer would like ‘emotional support in handling Dad’s moods’ as

‘no one understands’. Would appreciate counselling but doesn’t ‘know
where to go’.
® Would like a ‘Peer Support / Younger Carers’ program/support group’.

What all the carers would like the Committee to know is that ‘you cannot measure the
emotional strain and stress’ and that the ‘impact on people’s lives is enormous’. All of
these carers either live in Albury or in outlying areas which is also a disadvantage as
often services such as those available to younger carers especially are not available in
a regional centre such as Albury. Many services still appear to be ‘citycentric’.

‘Across the board’ there is so much more that can be done to support carers generally.
A good ‘starting point’ I believe is in more education for Medical practitioners and
Practice Nurses. This education could be provided by the Divisions of General
Practice with the emphasis on the need to acknowledge and respect the skills,
knowledge and expertise that carers have about the people they are caring for.

Thank you very much for providing this opportunity to submit this letter on behalf of
carers. Our hope is that the findings of this Committee will provide further impetus in
attempting to understand and respond to the needs of all carers.

Yours sincerely,

Helen McDougall
Coordinator
Dementia Respite Options — Albury.
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Committee Secretary

Inquiry into Better Support for Carers

House of Representatives Standing Committee on Family,
Community, Housing and Youth

PO Box 6021

Parliament House

CANBERRA ACT 2600

Dear Secretary

I wish to make a submission to the House of Representatives Standing Committee on
Family, Community, Housing and Youth’s Inquiry into Better Support for Carers.

I am submitting to the Inquiry because...

[ More information is attached on a separate sheet
1. The role and contribution of carers in society

As a carer, | feel that my role is...
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2. The barriers to social and economic participation for carers

As a carer, | face the followihg problems ..
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3. The practical measures required to better support carers

As a carer, | need help with ...
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4, Strategies to assist carers to access opportunities and choices

| think the Government can better help carers by ..
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Thank you for taking my views into consideration as part of the Committee’s Inquiry. 1 look
forward to reviewing any recommendations you make to improve life for carers in Australia.

Yours sincerely
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Committee Secretary

Inquiry into Better Support for Carers

House of Representatives Standing Committee on Family,
Community, Housing and Youth

PO Box 6021

Parliament House

CANBERRA ACT 2600

Dear Secretary

I wish to make a submission to the House of Representatives Standing Committee on
Family, Community, Housing and Youth’s Inquiry into Better Support for Carers.

I am submitting to the Inquiry because...
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[ More information is attached on a separate sheet
1. The role and contribution of carers in society
As a carer, | feel that my role is...
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2. The barriers to social and economic participation for carers
As a carer, | face the following problems ...
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3. The practical measures required to better support carers

Asa carer, | need help with ...
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4, Strategies to assist carers to access opportunities and choices
I think the Government can better help carers by ...
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Thank you for taking my views into consideration as part of the Committee’s Inquiry. 1 look
forward to reviewing any recommendations you make to improve life for carers in Australia.

Yours sincerely
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My wite was e;ng:%%é,i with dementia in 1997 1 Hve in the border area of NSW/VIC
4

where Albury is the closest large town but T live on the Victorian s 5_ {e of the border in the
: 5/

shire of Towong, 1 live in a relatively r:im,; §z:wffaw;f" 1 cared for my wife at home until
| S i i o Foyz ye
mid 2004, She was then put into permanent care in Albury and no f%mfz, at an Albury
- (I
nursing home
I am submitting a list of areas I feel that governments need to address with regard to

ey

Wiy wife was diagnosed with dementia through a series of doctors in Albury, a GP
and two spes mhw ts. Al the time @% diagnosis, although warned that times would
t it ot provided with any contact points to agencies or
E may wa a*j; to join 2 dementia support group. 1

=

I was advised my wife was not safe to drive. To prevent her being 1solated I had
to give up full time work to care m her. T had no knowledge of axth@r HACC
support or Centrelink carer support. It was some two years before T felt [ really
ﬁeme{% outside & mp{}*{i and I came to hear of HACC through te ephoning local
shires. Through one of the specialist m;v:;f I heard of Centrel ?( carer payments,

i:* ) 10 mfg time L1 &f‘ii; support my wile through short term contracts and part

G

E think 1t is necessary for carers to be advised from the time of a diagnosis what
financial avenues are open to them.

Lo

Through shire officers T was advised of the existence of ACAT and my wife was
eventually enrolled for assessment by them. Through the shire also T was told of
day care venues and the possibility of respite at home, However, T found I could
not use day care facilities in Albury (as we lived in Victoria). I had to transport my
wife to day care in Towong until, eventually, my wife was given an ACAT funded
package. I was then able to fund her travel to day care but the costs were so large
that it consumed a large part of the budget and I was advised that it would fimit my
ability to get respite. So I went back to driving her myself. Later, I found there






:si»zg.ﬁ: other

PR T N SRS S e Yt
I evengually j@mw support groups in both
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d
{,dm“ E‘@u hat some had assessments where 1 ations to their homes to

ing rofes had ben facilitated cugh government programs.
I nodifications at home myself but wé‘ﬁwu’t such support.
Isg ' w., giving in home of respite support should provide a

d 5t &wm&ﬂp to a patient and carer so that they can fully

11

Many carers, as myself, are put into the carer role unexpectedly yet have
sw o arfy out the role well. We are untrained. élwmcm% é usg esiu% but
professional carers are given training skills to deal with the weltare of the patient
while avoiding risk to themselves, Short courses in caring i&c‘zméqué:g and strategies
for non-protessional carers should be facilitated by government agencies -
particularly to those carers recently thrown into the situation so that they can
prepare for the future. Continuing counselling and advice in specialist areas such
as behaviour management, heavy hﬁ*ﬁg}, and incontinence management should be

available as the need arises.

“E‘ iere is a tendency for specialist prmsgsmﬁais to ignore the opinions and

grestions of home carers despite the close knowledge of the patient that they
may ‘?:}f ing. Also, among the general public there is ofien an assumption that the
home carer is a lesser person than others because of their low income and the fact
that they are not earning a wage. The difficulties faced by these carers is often
ignored or misunderstood. Often agency officers supplying support have their own
agendas and preformed opinions of what is most important for the patient or the
home carer. 'E"hz,s attitude continues when the patzcm goes into permanent care and
the carer is no longer treated as a “carer” but as a ‘non-carer’,

Public education is needed to demonstrate the difficulties faced by carers, 1o show
how economically important they are in reducing care costs, and how important it
is for the weltare of the patient to remain at home, Agency officers need to be
made aware that they are there in the interest of the patient and the carer and not
in the interest of their agency other than to supply the support that is needed by
both these clients.

Through my own experience and discussions with other carers I have formed the
opinion that support agencies are often protective of themselves and unwilling to

openly discuss their roles. Some agencies see the client not necessarily as someone






i

@

A Forsy
o0 10F 4 gar iﬁ

best tacilitated through

rnment support agencies identify to clients non-government support agencies that
That the various sources of support funds at different g@v&rm«sﬁz‘; levels be clearly
wdentified to the patient and carer detailing the broad areas of support that they are intended
to cover.
Where assessment of a patient and/or carer’s situation is being made that it is made clear to
the clients of all supports that may be available to them and that there is full and frank
discussion of the needs of the clients with the clients. When an assessment 15 made both
client and agency officer need to sign off on the package proposed with reviews made
when requested by the clients as well as at least an annual review of the patient/carer
situation.
That the carer is given a clear sense of the budget involved with a particular package at any
government level and the flexibilities within them,
That courses in carer techniques be made available to non-professional carers with support
help for them to attend such courses.
That there is dispute resolution available between agencies and clients and the clients are
made fully aware of the avenues to do this,
That public awareness campaigns of the importance of carers within society and economies
is made.

My submission is about passing knowledge to the client/carer as quickly and efficiently as
possible. Their needs should be uppermost and well managed agencies should see this,
While this is true for governments it is important to observe that the need for a carer are
first identified by the medical professionals. While they have a duty to respect clients
privacy they also have a duty to pass the best advice and knowledge to their clients. I feel
that the first failing to carers is at this level .

Wi Thomas
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