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About Carers Tasmania

Carers Tasmania is the Peak Body representing the more than 80,000 informal
carers (hereafter carers) in the state.

Carers Tasmania’s vision is for an Australia that values and supports carers.

Our mission is to work to improve the health, well being, resilience and financial
security of carers and to ensure that caring is a shared responsibility of family,
community and the government.

We are the voice of carers, so that their contribution to the Tasmanian community
and economy is recognised.

Carers Tasmania encourages partnership with government and the health and
community sectors to enhance service provision and improve the conditions for
family carers through policy development, research and advocacy.

Our values drive everything we think, say, and do.

e Carers first — we listen to what carers need, commit to their desired action
plan, and deliver results that matter most to carers

e Carein all we do — we care for our work, about each other, about Tasmania’s
family and friend carers, and the bigger world we all share

e Integrity always — we are transparent, act ethically, own when things don’t go
to plan and do what we say we will

e Quality every time — we don’t accept ‘good enough’ because carers deserve
our very best every time

e Speed that matters — we are agile and don’t put off what can be done today
These values represent how we engage with and serve carers, how we work
with each other, and our commitment to the broader community.

Carers Tasmania has offices in Moonah, Launceston and Burnie.

Please direct any enquiries about this submission to:

David Brennan

Chief Executive Officer

Phone: (03) 6144 3700

Email: ceo@carerstasmania.org

Carers Tasmania Response to the Carer Recognition Legislation Discussion Paper (10 Dec 21) 2



Contents

1.
2.

o 0 &~ w

Carers Tasmania Response to the Carer Recognition Legislation Discussion Paper (10 Dec 21)

= F=Tod (o | {010 Lo SR RRURPPPPRPIN 4
INEFOTUCTION ..ttt 5
2.1 Key statistics about Carers in Tasmania.............ccceeeeeeeeieeeiiiiiiiieee e, 5
2.2 CAIEI SUINVEY ..cuuiiiiiiie ettt e et e et e e et e et e e e et n e e et r e e aa e e e e e e eaa e e eaaneeeanneees 5
2.2.1 Regional disbursement..............oiiiiii i 6
2.2.2  AQE PIOfIlE ..o 6
2.2.3  DIVEISITY ..o 7
2.2.4 Duration of CarinNg role ... 7
2.25 EMPIOYMENT STAUS .....coooiiiiiiiiiiiiiiieeeeeeeeee e 7
2.2.6 Educational attainMment ..............euiiiiiieiiiiiiiicie e 8
2.2.7 Health of person for whom care is provided .............ccccccceeiieeeiieiiiiiinnnnnn. 8
3. Overview of KeY SUIVEY reSUILS........uuiiiie e 10
DiSCUSSION QUESTHIONS.......uuiiiiiiiiiieeeeitie et e et e e e et e e e e et e e e e e aba e e e eesbanaeeeens 13
CONCIUSION ... 32
Summary of RecommeNndationS............ccvvviiiiiiiiiiiiiiiiiiiiiieeeeeeeeeeeeeeeeeee e 33



1. Background

Carers Tasmania acknowledge the Aboriginal and Torres Strait Islander peoples as
the traditional owners of the land of lutruwita/Tasmania and we pay our respects to
Elders past and present. We acknowledge and support people of all genders,
sexualities, cultural beliefs, and abilities and understand that carers in Tasmania,
whilst sharing the common theme of caring for a family member or friend are diverse
individuals with varying beliefs, experiences, and identities.

Carers Tasmania is the Peak Body representing the more than 80,000 informal
carers (hereafter carers) in the state.

Carers provide unwaged care and support to someone with disability, mental ill
health, a chronic or life limiting condition, alcohol or drug dependence or who are frail
or aged. Carers are predominantly family members, but may also be friends,
neighbours or colleagues.

Informal carers are distinct from paid support workers who are also colloquially
called ‘carers’, but who are fully employed and remunerated with all the benefits of
employment. Conversely, informal carers perform their caring duties without
remuneration, other than minimal carer payments and allowances from the
Department of Social Services. Informal carers also do not include kinship or foster
carers, unless they care for someone with disability, mental ill health or a condition
as noted above.

In addition to representing carers through the Peak Body activities, Carers Tasmania
also supports carers living in Tasmania through support provided by its service
delivery arm, Care2Serve. The Commonwealth National Carer Gateway program is
delivered through Care2Serve, as are other programs such as Home and
Community Care. This Carer Gateway program provides a range of services and
supports for carers which are designed to build resilience, increase wellbeing,
improve quality of life, and sustain carers to effectively continue their caring roles.
The available supports include the provision of information, advice and referrals,
holistic identification of carer strengths and needs through a carer support planning
process, professional counselling, peer support and coaching, which aims to support
carers in achieving specific goals.

In addition, Care2Serve have capacity to fund certain types of planned, practical
support services such as, but not limited to, in home respite, personal care, domestic
assistance, and meal preparation. In addition, Care2Serve may also fund various
items such as laptops to assist carers who are studying or trying to enter the
workforce. Care2Serve also coordinate the provision of emergency support during
instances where a carer may be unable to provide the care that they usually do,
resulting from unexpected illness or injury for the carer.
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2. Introduction

2.1 Key statistics about Carers in Tasmania

The Australian Bureau of Statistics 2018 Survey of Disability, Ageing and Carers
(SDAC) revealed that there were 80,100 carers in Tasmania, representing 15.5% of
the Tasmanian population.t Of the carers, females accounted for 41,400 (51.7%)
and males accounted for 38,000 (47.4%). In addition, the report also found that there
were 6,200 young carers aged under 25 years in Tasmania.

When compared against the rest of Australia, Tasmania has been found to have
greater socio-economic disadvantage.? Services Australia reported that in Tasmania,
16,843 carers received the Carer Allowance and 9,228 received the Carer Payment
for the period 1 April to 30 June 2020.3

These statistics clearly demonstrate that carers in Tasmania face significant
disadvantage, particularly in terms of financial resources and economic security. In
addition, the statistics highlight that despite providing care for their loved ones, more
than half of carers in Tasmania have a disability themselves, meaning that they have
their own additional needs for which they may require support. Furthermore, the
rates of chronic health conditions, such as arthritis, asthma, cancer, heart, stroke,
osteoporosis, and vascular disease were found to be higher in Tasmania in 2017-18
compared with the rest of the nation,* therefore increasing the likelihood that carers
may have one or more chronic health conditions themselves.

2.2 Carer survey

As the peak body for carers in Tasmania, we welcomed the opportunity to participate
in the Department of Communities consultations which were held in Glenorchy,
Burnie, Devonport, and Launceston in mid-November 2021, which aimed to obtain
feedback on what carers and community members thought should be included in the
Carer Recognition Legislation. Carers Tasmania assisted with the promotion of these
consultations as well as sharing the survey from the Department of Communities via
mail, email, SMS, and social media.

Carers Tasmania also determined that it was appropriate and important to hear and
share the voice of as many carers possible in Tasmania and so created an online
survey to value add to the feedback obtained by the Department of Communities.
The survey was designed to provide a deeper understanding of the experiences,
needs and thoughts of carers vis-a-vis recognition. We would like to acknowledge

1 Australian Bureau of Statistics (2021) 44300DO006 2018 Disability, Ageing and Carers, Australia:
Tasmania, 2018. Released at 11:30am Wednesday 5 February 2020.

2 Australian Bureau of Statistics, "Census of Population and Housing: General Community Profile,
Australia, 2016, Cat No 2001.0

3 DSS Payment Demographic Data — (Published Quarterly). Retrieved from:
https://data.gov.au/data/dataset/dss-payment-demographic-data

4 Australian Bureau of Statistics (2018). https://www.abs.gov.au/articles/higher-rates-chronic-health-
conditions-tasmania
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and thank the carers who took the time to provide their valuable feedback on this
important topic.

2.2.1 Regional disbursement

A total of 380 responses were received. Of the respondents, 378 carers responded
as to where they reside in Tasmania, with a representative response rate from the
three major regions:

e North 111
e North-west 101
e South 166

= South (43.92%) = North (29.37%) = North-West (26.72%) =

Figure : Carers per region

2.2.2 Age profile

Reflective of the overall aged profile of Tasmania, 47.3% of carers responding to the
survey were over 65 years old. More than 87% of respondents were aged over 45
years of age, with the lowest cohort being young carers under 25 years that
consisted of less than 1% of all who completed the survey.
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ANSWER CHOICES ¥  RESPONSES v
» Under 18 0.27%

v 18-24 0.54% 2

v 25-34 2.45% 9
v 35-44 9.24% 34
v 45-54 14.95% 55
v 55-64 25,279 93
v G5+ 47.28% 174
TOTAL 368

Figure 1: Age of Respondents

2.2.3 Diversity

Twenty-three (or 6.27%) of respondents identified as Aboriginal or Torres Strait
Islander.

There was also a high response rate of carers who identified as European, including
Scottish, Irish, Welsh, Italian, Scandinavian. Less frequent responses included those
who identified their culture as Nepalese, Eritrean, Egyptian or Chinese.

2.2.4 Duration of caring role

We asked carers to report on how many years they had been in a caring role, as we
wanted to highlight the diversity and length of their caring role often impacts the
information, advice and supports they require. Carers supporting someone for a
short period of time may need to access a lot of resources, information and support
or may even be at crisis stage. Alternatively, whilst it is common for carers who have
been caring for a long time to experience negative effects such as burnout, these
carers may be well experienced and knowledgeable in how to care for their loved
one. The needs of carers at different stages in their caring journeys can vary
significantly. This reiterates that carers, despite sharing the common theme of
caring, need to be respected and treated as individuals.

Respondents reported they had been in caring roles which ranged in duration from 3
months to 53 years.

2.2.5 Employment status

We sought to understand if carers were working outside of their caring role and if so,
in what capacity. We purposely did not include an employment category for caring,
even though we acknowledge that caring is a significant role in itself. The results
below show that of the 377 respondents to the question, 95 (or 25.2%) were
currently in paid employment of some capacity.
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= Not employed (108) = Casual (20) = Part time (42) = Full time (33) = Retired (171) = Studying (3)
Figure 2: Employment status

2.2.6 Educational attainment

Of 376 responses on the highest education level attained, there was a evenly
distributed response rate across education levels.

ANSWER CHOICES > RESPONSES
~ Secondary education 31.12%

= Certificate lavel 24.47%

= Diploma or advanced diploma level 19.95%

= Bachelor degree level or above 24.47%
TOTAL

Figure 3: Highest education level

Carers face many barriers which can impact their ability to take up additional study
or maintain their current study. Some of the major barriers include being time poor,
lack of financial resources, lack of support for the person they care for and being
tired or unwell as a result of the caring role.

2.2.7 Health of person for whom care is provided

The health conditions of person or people being cared for was quite varied, which
confirms that the survey was inclusive of carers supporting people across a wide
spectrum of caring scenarios.

Carers reported providing care for people with health concerns or disability such as:
cancer, dementia, chronic pain, mobility issues, acquired brain injury, autism, post
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traumatic stress disorder, ADHD, multiple sclerosis, hearing loss, scoliosis,
neurofibromatosis, stroke, epilepsy, depression, anxiety, cerebral palsy, blind or
vision impaired, incontinence, frail, aged, foetal alcohol syndrome, amputee, COPD,
arthritis, asthma, migraines, advanced diabetes, cognitive decline, post-polio
syndrome, heart attack, heart failure, borderline personality disorder, allergies,
eczema, bipolar disorder, global development delay, liver and kidney disease,
Parkinson’s disease, down syndrome, intellectual disability, palliative conditions,
addiction, social anxiety, panic attacks, osteo arthritis, schizophrenia, genetic
disorders and spina bifida.

The majority of carers reported that they care for someone with multiple health
concerns.
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3. 3. Overview of key survey results

3.1  Where carers expect to be identified

Carers were asked to nominate the setting in which they believe it most important to
ensure carers are identified and recognised. A total of 324 people answered this
guestion it is not surprising that just under 83% of respondents identify health
settings as the primary location in which they expect carers should be identified.

= 5P practices and medical centres
(119)

= Hospitals (65)

\

Specialists - including medical,
physical and mental health (75

m Childcare centres (1)

= Primary schools (1)
Secondary schools (1)

n Colleges (0]

n Tafe and university (0)

= |n the workplace (15)

= Emiploymient agencies (2)

Figure 4: Where carers expect to be identified

3.2 Carer needs

Carers also conveyed a range of needs that they identified for themselves. Key
themes that emerged from the responses include things such as:

e Practical support.

e Financial support and economic security

e Time for self /respite

e Assistance with navigation of systems such as My Aged Care, NDIS, Services
Australia

e Emotional or psychological support for self

e Transport

e Legal and Advocacy support

e Social connection and companionship
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e Ability to focus on own health and wellbeing
e Access to appropriate and timely support for the person being cared for

There was major need identified for practical support or additional practical support.
Despite the availability of support through aged care packages, NDIS packages,
HACC and a small amount of support available through the carer gateway, there are
still significant gaps in the provision of support. Things such as inappropriate time
limits, limited flexibility surrounding time of support, variation in worker skills and
experience, language barriers, workers not able to always build rapport, consistently
changing workers and cost.

What our carers said:

“Support. | am tired.”

“Domestic support and at times emotional support as well as good sources of
trustworthy information easily obtained - not having to search online.”

“Financial support so | can focus on taking care of my loved one and not worry about
money.”

“'m a coper and get on with what needs to be done, but | also need to be cared for.
A recent counselling session was helpful.”

“My mother is in residential care and | need to be satisfied that she is cared for in
basic ways like warmth and cleanliness and good food. this is not currently the case
and she would be very poorly attended if | was not in constant contact and present at
her facility.”

To explore these needs further, we asked the question, ‘how well do you believe
these needs are recognised in Tasmania?’. Of 334 responses, only seven carers
said they felt these needs are recognised all the time and only 56 answered that they
felt this a good amount of time. A further 193 people reported that their needs are
recognised sometimes and disappointingly, 78 carers said they feel their needs are
not at all recognised in Tasmania.
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ANSWER CHOICES RESFOMSES

Mot at all 23.35%
Sometimes 51.78%
A good amount of time 16.7T%
All the time 2.10%
TOTAL

Figure 5 : How well are your carer needs recognised in Tasmania?

To understand why the recognition of carer needs might not be being occurring, we

T8

193

56

334

wanted to explore how frequently Government agencies or services providers had
identified the carers during the course of providing support to the carer directly or to
the person for whom they care. 40% of carers reported that this had occurred for
them only one or twice, highlighting a huge gap in identification by Government

services.
ANSWER CHOICES RESPOMNSES
Once or bwice A0.00% 134
A handful of times 20 RS0 100
The majority of the time 23 28% 78
All of tha time 6.87% 23
TOTAL 335

Figure 6: Figure 5 - Frequency of Government services identifying carers
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4. Discussion Questions

The Department of Communities Tasmania have sought community input into the
proposed legislation against a suite of questions that are standardised for all
submissions.

We have provided comment, based on the survey results. It may be noted that we
didn’t specifically use these questions in the survey as we did not want to replicate
the survey that was conducted by the Department of Communities, but we have
gathered the following evidence to inform our responses.

1. How can we ensure that Carer Recognition legislation makes a practical
difference to carers and care relationships?

Carer recognition legislation makes an inherent difference to carers through the most
fundamental fact that they are recognised and valued as part of a system of care for
the community’s most vulnerable people. The legislation will afford Tasmania’s
carers with the same recognition that is enjoyed in all other jurisdictions — national,
state and territory.

We seek legislation that makes clear what the rights are for carers in accessing
services or support from Tasmanian Government agencies, local government,
businesses and affords carers’ recognition in their own right, distinct from those for
whom they care.

Carers have told us that whilst they support legislation that has oversight by
Parliament, it must mean something practical to them in their caring roles and that
the legislation is only as strong as the strategy that accompanies it to translate rights
and principles into actionable initiatives and processes that make a demonstrable
difference to the load they carry in their caring roles.

What our carers said:

“Recognition as the person responsible for my daughter and confidence that any
service or government department | contact in relation to my daughter will
acknowledge and respect my role in her care and be able to share and disclose all
relevant information that involves my daughter without any fears of ‘breaching
privacy' laws when the person clearly lacks the mental capacity or ability to make
informed decisions.”

“Recognition of the "unseen” work of a carer - the time, financial burden, and mental
load of managing a family where 2 of 4 children have special needs - while also
trying to work full time and fit in some self-care. While the cost of living continues to
rise and wages stagnate, the expectation on me as an unpaid carer to work at a job
AND manage schedules AND keep my bills paid AND buy a house AND stay sane is
enormous and unappreciated.”
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“To be formally recognised as contributing significantly to the care of family and
community members and to have a voice in the development, operation, review and
quality standards of services, including THS and RHH and the Department of Health
to the healthcare needs of Tasmanians.”

Recommendation 1

Government must supplement the Tasmanian Carer Policy 2016 with a carer
strategy to ensure the rights and principles of the legislation translate to
policy. The strategy should be updated within three months of proclamation.

The current governing Tasmanian Carer Policy was developed in the absence of
legislation. Whilst aspects of the policy may ultimately be referenced in the
legislation, the context for its original development will have changed significantly.
What is then required is a clear carer strategy that links legislation to Supporting
Tasmanian Carers: Tasmanian Carer Action Plan 2021-2024.

Recommendation 2

Government must fund additional projects and programs to raise awareness of
carers and caring across the Tasmanian community, to educate carers on their
rights and skill them to assert their rights, and to ensure individual advocacy
is properly resourced.

Recognising carers and the prescription of rights for carers and obligations on
entities means little if those with those rights do not either know they are there or
how to assert them in support of their caring roles. An initial three-year introductory
phase of support is required, coupled with an ongoing investment in individual
advocacy for carers. On many occasions, carers fail to receive the support that they
require in their own right because funded advocacy services are regularly directing
support to the person being cared for and cite conflict of interest for not being able to
advocate for carers. This gap is acute in matters of Guardianship and end-of-life
planning particularly.

Recommendation 3

The legislation must mandate identification by all Tasmanian Government,
Tasmanian Government owned enterprises, local government and wider
community to facilitate a practical difference in the areas of identification,
recognition and referral for carer support.

The legislation must apply to government owned agencies and entities and local
governments governed under state legislation.

The legislation must require government agencies and enterprises, businesses, and
local governments, to routinely identify carers through their business activities,
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accommodate carer needs into the types of services provided and how they are
delivered and to report annually on what they have achieved.

Routine identification of carers in health settings is especially critical. Carers have
spoken repeatedly of their disenfranchisement in the health sector, particularly those
caring for someone with episodic conditions, such as mental iliness, forms of
intellectual disability and dementia. They tell us that valuable information that they
have about the patient, that is the person for whom they care, is often not requested
by the physician. This is despite carers usually observing behaviour on a 24/7 basis.
Further, carers are not asked themselves how their own health is and are not
referred to support in their own right.

Supporting Tasmanian Carers: Tasmanian Carer Action Plan 2021-2024° notes the
need for support of carers in the health system (action items 2.8 and 2.9), but these
do not go far enough and fail to routinely ensure carers are identified in their own
right, included in treatment planning of those for whom they care, supported in their
own right nor refer to ongoing support.

Education is another sector where carers are invisible. According to SDAC data,
11.6% of carers are aged under 25, and Carers Tasmania estimate that 1:15 school
students is likely to be a young carer. Despite this and their higher vulnerability due
to their age and development, young carers remain hidden and not routinely
identified, and suffer from poorer educational and employment outcomes as a result
of their caring roles.

We seek for these agencies to have a prescribed timeframe in which they must plan
and report on how identification and referral will occur. Plans should include inclusion
of carer question or questions on forms, identification within policy and processes,
and clear referral pathways to the single front door for carer support being the
Australian Government funded Carer Gateway program.

Recommendation 4

The legislation should include the development and implementation of a carer
card, enabling the ability to facilitate a practical difference in the areas of
identification, recognition, financial support and referral for carer support.

What our carers said:

“Carers deserve the right to be provided with a Carers Pass to gain free or
discounted entry and/or fares when accompanying the person | am caring for.”

5 https://www.communities.tas.gov.au/__data/assets/pdf_file/0023/173480/Supporting-our-Carers-
Action-Plan-2021-24_-JULY-2021.pdf
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‘It would be wonderful if I had a Carer's Card and could call up participating
businesses, request a house cleaner or someone to do yard work, and get a
percentage off the job because | have a Carer's Card.”

“l would have a Carer's Card which | would show to people or businesses to receive
services, products or access.”

To enable carers to self-identify, in instances where services may not routinely
identify carers, we recommend that a carer card is established to assist carers to
self-identify to service providers and businesses, which will increase awareness of
carers and facilitate opportunities for carers to confidently voice their needs and
experience.

This concept reiterates findings that were acquired when conducting the Carers
Tasmania consultations for the Tasmanian carer action plan in 2020-2021, where the
suggestion of a carer card was introduced. We are hopeful that carers will be able to
take this card to places where they feel invisible and not recognised and use it in a
positive way to prompt service providers and businesses to recognise, include and
listen to the valuable information and experience carers have to share. Furthermore,
the card is a starting point to which once shared with service providers or businesses
can facilitate a discussion by the business as to whether the carer has linked in with
appropriate carer supports such as The Carer Gateway, which in Tasmania is
Care2Serve.

As previously highlighted, carers face a high degree of financial burden and
disadvantage, and the implementation of this card may provide opportunity to enable
carers to access the same level of discounts and concessions as the people for
whom they provide care. Whilst this will not increase the financial income of carers,
this will provide some level of financial relief through reducing the financial outlay to
carers. We envision that the carer card will allow carers similar rights such as
disability parking permits and discounts at various businesses.

Victoria has such a card ® and whilst there is a Tasmanian Companion card
available, not all businesses accept this card, and parking is not a service for which
carers can benefit. Many people being cared for rely on their carer for transport or to
collect things for them such as food and medications. It is not always appropriate for
carers to take the person they care for with them on such errands, and if the owner
of the disability permit is not in the car, the permit is not valid. Allowing carers to
disability parking spaces for short periods of time when they may need to quickly find
a suitable park and collect medication can make the overall experience easier for the
carer and person they care for. As previously highlighted, many carers themselves
are living with disability or have health concerns that are sometimes neglected
because of high demands on the caring role.

6 https://www.carercard.vic.gov.au/carers
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The introduction of a carer card has great potential to facilitate practical
improvements in the lives of many carers.

Recommendation 5

The Tasmanian Government must advocate for federal programs to include the
routine identification, inclusion and referral of carers throughout any
assessment and planning process for the person being cared for.

We recommend that the Tasmanian Government advocate for federal programs to
be more inclusive of carers. Carers tell us that they are often not included, listened to
or considered in assessment and planning processes such as NDIS, regional or
aged care assessments, Department of Veterans’ Affairs assessments or Home and
Community Care Assessments.

We recommend that a consistent approach is taken when completing these
assessments and that carers voices are considered in support planning. The
identification and referral of carers resulting from these assessments is sporadic, and
it is important that carers have adequate opportunity to talk with the assessors to
provide any crucial information that the person being assessed may not share. In
some cases, this discussion may occur with the carer and person being assessed,
but in other cases it may need to be a private discussion between the carer and
assessor. This can lead to a more precise understanding of the true care
requirements of the person being assessed, which will in turn ensure that the
appropriate support is approved.

What our carers said:

“Don’t be misled by talking only to a 100 year old with Dementia who smiles nicely
whilst confabulating and bluffs the staff.”

“l wish to always be consulted before decisions were made about my husband and
his needs, and mine given serious consideration in consultation with us both.”

“Social workers in particular, tend to only care about the rights of the person with ABI
instead of considering the person who does the hard times , this tends to feel like the
permissive parent , and make carer , the bad one .”

We asked the question ‘if you are a carer for someone who is an NDIS participant,
how often were you advised that you can submit a carer impact statement as part of
planning or reviews?’. 138 carers answered this question, with 114 carers reporting
that they had never been advised that their perspective can be taken into account in
planning contexts.
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ANSWER CHOICES RESPONSES

Always 1.45% 2
Usually 2.17% 3
Sometimes 3.62% 5
Rarety 10.14% 14
Newer B2 61% 114
TOTAL 138

Figure 7: Advised of carer impact statement

There are some noteworthy resources available, such as those by Association for
Children with Disability 7 and Carers Australia  which aim to support carers to write
their carer impact statement. A carer impact statement contains important
information about the impact the caring role has on the carers of people accessing
the NDIS. It is crucial for carers to be able to illustrate the full picture of what is
happening for the family. A carer impact statement can include information such
whether the carer is supporting more than one person, if the carer themselves is
living with disability or health concerns which need to be taken into account and
valuable information that the carer holds on what is required to support the
participant well.

Recommendation 6

Government must invest in engagement with and education of General
Practitioners, medical practice managers, and Pharmacists to support
identification of carers facilitate a practical difference in the areas of
identification, recognition and referral for carer support.

Carer strain can be reduced and wellbeing increased the earlier that an informal
carer is identified and linked with support. In most cases, it is a medical event that
causes the caring journey to commence, which can include a birth in the event of
some forms of disability, and a GP is often the first step in that process. Closely
linked are pharmacists that administer medications that the carer often has to obtain
when having prescriptions filled. They are uniquely positioned to link carers with
support.

As previously highlighted, the survey found that 119 carers ranked GPs and medical
as centres the most important places they expect they should be recognised as a
carer. Furthermore, when asked the question ‘how often has a GP asked you about
your wellbeing as a carer?’ of the 281 carers who answered this question, 135 carers
said never or rarely, 108 said sometimes or usually and 38 reported that they are
always asked.

7 https://www.acd.org.au/writing-a-carer-statement/
8 https://www.carersaustralia.com.au/wp-content/uploads/2020/07/de-identified-carer-statement-1.pdf
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ANSWER CHOICES RESPONSES

Always 13.52% 38
Usually 13.17% 37
Sometimes 25.27% 71
Rarely 18.51% 52
Never 20 54% a3

TOTAL 281

Figure 8 - How often has a GP asked you about your wellbeing as a carer?

Carers often report that they feel invisible in the health system despite holding key
information that could inform better health care outcomes for the person being cared
for.

What our carers said:

“As my mother’s medical guardian and executor, | would hope that her medical
teams would keep me informed. | have had to write to them, sneak notes to them, as
my mother will lie about her conditions, but they don’t respect my honesty of her
conditions.”

“I'd love to be listened to, consulted & included as part of the hospital discharge
process & other medical appointments. Consulted regarding supports that may be
needed & alerted to services that help could be sought from.”

“For health professionals to also ask me questions during consultations. They seem
to treat carers as non-people. What a patient says should be considered with the
carers input.”

Recommendation 7

Government should invest in a full VET in Schools program complemented
with post-compulsory navigation support for your carers, and in programs for
older carers seeking return to the workplace.

Action 3.3 of the Supporting Tasmanian Carers: Tasmanian Carer Action Plan 2021-
2024 outlines a key strategy as implementing the Adult Learning Strategy?® through
the Training and Work Pathways Program which aims to:

9 https://www.skills.tas.gov.au/__data/assets/pdf_file/0010/272377/Adult_Learning_Strategy_2020-
23.pdf
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fund innovative projects that address barriers to education and training for
particular groups, including members of the Aboriginal community, carers,
older Tasmanians, migrants, prisoners, and other disadvantaged
communities.’

A practical way that the legislation could support carers in this sense, particularly
through Principle 7 of the Tasmanian Carer Policy'?, is to implement a program
specifically supporting carers under the Training and Work Pathways Program. We
note that this particular program was open to applications from 17 April to 25 May
2021, but a program such as this should be specifically communicated to target
cohorts, such as carers, when available to provide them with accessible, affordable
and appropriate education opportunities. We would welcome the opportunity for this
program to open again in future years with the hope that a program could be
implemented to specifically support the educational needs of carers.

Young carers have poorer education outcomes, as a result of their caring
responsibilities. Research shows that if caring for just two hours per week, young
carers are between 18-24 months behind on NAPLAN testing compared with their
peers who do not having caring responsibilities. Young carers are less likely to
complete Year 12 and are more likely to have poorer employment prospects than
non-carers.! In addition to routinely identifying young carers and supporting them to
complete compulsory education, Tasmania must invest in a robust state-wide VET in
Schools programs similar to those that have been implemented in mainland states
for many years. Such programs support all students, but particularly provide school-
based pathways to young carers who are at high risk of leaving school early with
limited employment prospects or who may not have university as a viable post-
secondary option.

2. Do you think that the definition of carer in Supporting Tasmanian Carers
should be used in the Carer Recognition legislation? If not, what do you
think the definition should it be?

The current definition of a carer, as proposed in the Carer Recognition Legislation
Discussion Paper is:

“A carer is someone who provides unpaid care and support to family
members and friends who have a disability, mental iliness, chronic or life
limiting condition, alcohol or drug dependence or who are frail and aged.”

This definition has been historically used by Carers Tasmania and we feel that whilst
it is a holistic, inclusive and accurate definition, we propose some changes.

10 https://www.dpac.tas.gov.au/__data/assets/pdf_file/0007/377611/Tasmanian_Carer_Policy 22-
Feb-2018.pdf

11 Australian Institute of Family Studies (2017) Longitudinal Study of Australian Children 2016 Annual
Statistical Report.
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We note that the previous definition used the term ‘frail and aged’ but we
acknowledge that not all people who are frail are also aged and vice versa.
Furthermore, the previous definition referred to ‘family members and friends who
have a disability’, but after considering the People with Disability Australia language
guide’?, we have taken a more person-centred approach and have amended our
definition to correlate appropriately with this guide.

It is important to note that there is sometimes confusion about the term ‘unpaid care’,
with some carers reporting they are unsure if they meet eligibility because they
receive a carer payment or allowance. It is important to clarify that the carer payment
or allowance are not regarded as an income, and carers receiving these payments
are considered unpaid carers.

We believe that our proposed definition should be used for the legislation and the
broader community to maintain consistency.

Recommendation 8

An amended definition for informal carer be adopted as follows:

“Carers provide unpaid care and support to someone with disability,
mental ill health, a chronic or life limiting condition, alcohol or drug
dependence or who are frail or aged.”

3. Do you think the Tasmanian Carer Policy 2016 Principles require updating?
If yes, what do you think should be included and/or removed?

3.1  Tasmanian Carers Policy Principles

Carers Tasmania’s overall position is that the legislation must express the rights of
carers rather than principles as currently articulated in the 2016 Tasmanian Carer
Policy. Whilst principles are useful to guide, they are less enforceable than
enshrined rights, and carers seek rights that afford them the actual opportunity to be
recognised and supported.

Principle 1  Carers are to be acknowledged and treated as individuals with their
own needs within and beyond their caring role.

This Principle is fundamental to any legislation to recognise the contribution of the
1:6 Tasmanian people that provide unwaged physical, emotional and practical
support to another person. Carers tell us that whilst they agree with the words, it is
the action of Government that matters most to the translation of support and
treatment, most notably in the broader health system.

12 https://pwd.org.au/wp-content/uploads/2021/12/PWDA-Language-Guide-v2-2021.pdf
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What our carers said:
“Absolutely...each situation is unique as is each care recipient and their carers and
should be treated as such so they can thrive!”

“Some people choose to be a carer, others have no choice. Each person and their
circumstances are uniquely them.”

“Absolutely! This should go without saying.”

Recommended Right 1

Carers have the right to be recognised, acknowledged and treated as
individuals in their own right both including and separate from their caring role

Principle 2 Carers are to be acknowledged as a diverse group of people, coming
from all walks of life and life stages

What our carers said:

“Agree, | think this could be broken down to name various groups of carers to take
the recognition a step further i.e. women, men, LGBTQI+, ATSI, CALD etc.”

“We do come from a very diverse group and this is forgotten. Each of us needs to
be treated as individuals, not stuck in a group.”

“Yes, highlight diversity of backgrounds, lived experience and skills sets.”

As a broad cohort, informal carers are often invisible and without agency within
society and its systems. This is more acutely felt by carers in sub-cohorts and the
legislation must clearly reinforce their equal and important place amongst
Tasmania’s informal carers.

Recommended Right 2

Carers have the right for equal access to recognition and support regardless
of age, gender identity, sexual orientation, cultural and linguistic background,
religious belief, abilities, geographical location or socio-economic status
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Principle 3 Carers are to be provided with relevant information and referred to
appropriate services to assist them in their caring role

What our carers said:

“Better up to date on the day resources, My aged care website a joke, you fill in
availability button, get a result list, ring the place and find our they are full up, not
available at all. I've been to a providers place for interview, for an hour, to be told
their books were fulll!”

“Sometime with information overload. Information too long and wordy.”

“This would make our roles so much easier.”

It is not enough for carers to receive information without being identified routinely.
Although Tasmania has over 80,000 carers, we estimate only one-tenth access
supports principally because they do not identify as a carer, that is, they are hidden
carers and even hidden from themselves. The replacement value of carers is over
$77.9 billion per annum nationally. Given the significant unwaged contribution to the
economy, it is not unreasonable to expect that they have a right to be identified and
supported by their government and related entities and there place of work.

Recommended Right 3

Carers have the right to be routinely identified by Government and workplaces
and supported with programs, initiatives and referrals to support their caring
roles, improve their wellbeing and maintain their connectedness to wider
society

Principle 4 Carers are to be respected as valued members of a care team

Principle 8 The carer and the person receiving care are to be regarded as a
partnership, in which each person has rights and responsibilities

What our carers said:

“Definitely.. They have a love and commitment and knowledge of the care recipient
which can inform their care. Each individual will have a wealth of experience and
knowledge of their own to bring to the table.”

“Yes, this is the central point really. To be a member of the care team, with a voice,
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dignity and respect (both ways).”

“It is hard to have a partnership when the person being cared for has no
understanding of the day to day.”

“Agree in principle - however, with dementia and sometimes ageing, the person
receiving care does not always understand or appreciate the responsibilities.”

In the survey we asked carers to rate a list of rights from most to least important and
30.36% of respondents chose ‘the right to be heard and treated with respect’ as their
most important right. Furthermore, we included ‘the right to be recognised by health
professionals as a valued contributor to the health and wellbeing of the
person/people being cared for’ and 24.12% of respondents rated this as the most
important right.

The current Principle does not go far enough to supporting carers as part of a wrap-
around care team. Sadly, evidence suggests that this Principle is rarely recognised
or implemented and carers view it as a ‘toothless tiger.’

The proposed legislation must strongly enshrine the right of carers to be recognised,
heard and involved in treatment planning and provision, though not at the expense of
another’s rights.

Recommended Right 4

Principles 4 and 8 be condensed into a single carer right:

Carers have the right to be heard and involved in the planning and provision of
care for the person for whom they care, recognising that each has their own
rights and responsibilities

Principle 5 Carers expertise and experience are recognised and used in the
development and evaluation of policies, programs and services that
affect them and the people receiving care.

Principle 6 The development, evaluation and delivery of policies, programs and
services for carers are to take into account carers’ age, gender identity,
sexual orientation, cultural and linguistic background, abilities, religion,
geographical location and socio-economic status.

What our carers said:

“It would be amazing to have more involvement into the development and evaluation
of policies.”
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“Yes. Having carers on community engagement processes and groups across the
healthcare system, all levels, across the continuum of engagement and consultation
and have this supported and resourced by government.”

“Agree all from different walks of life.”

“Linking to the previous principle, 'take into account' is a generalisation that carries
little weight. Suggest 'carer representatives from the diverse social groups listed be
consulted in the development, evaluation efc. etc.”

These Principles do not speak to how carer expertise and experience are recognised
and used in the policy, program and service development and evaluation. The
principle also does not guarantee that the important voice of carers will be heard and
leaves open a scenario to occur where carers may only be consulted at the end of a
process rather than being a partner from the beginning.

Co-design is a contemporary, accepted practice of stakeholders working together to
create, design and develop solutions that meet the diverse needs of the stakeholders
involved in the process. This practice must be embedded in the legislation.

Equally, the development of policies, programs and services must not view carers as
an homogeneous cohort, but rather as rich in diversity. As such, co-design may
occur at a broad level on issues affecting all carers, but may equally mean co-design
is required for specific diverse cohorts, for example the needs of LGBTIQ+ or CALD
or Tasmanian Aboriginal carers may be quite different from each other and from the
wider carer cohort.

Given the connectedness of Principles 5 and 6, it is logical to join them into a single
right.

Recommended Right 5

Condense Principles 5 and 6 into a single carer right

Carers of all diverse social groups have the right to co-design development
and evaluation of policies, programs and services that affect them and those
for whom they care
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Principle 7  To the extent possible, carers are to be supported to enjoy optimum
health, social and economic wellbeing, and access to educational and
employment opportunities.

What our carers said:

“Very important, as a carer you want to be at your best to be able to help others.”

“Haven't got time to access education and employment.”

“Agreed and maybe add the words ‘and encouraged.”

Deloitte Access Economics noted in The value of informal care in 202013 that carers
contribute over 2.2 billion hours of unwaged care nationally each year with a total
estimated replacement value of $77.9 billion. Tasmania’s share is estimated at over
$2.23 billion. This contribution often comes at the expense of a carer’s wellbeing,
social networks and economic security. Government must ensure that carers have
additional support to maintain their caring roles for the community’s most vulnerable
and to remain to connected to wider society and minimise the detrimental economic
impact.

Recommended Right 6

Carers have the right to access programs and initiatives that optimise their
health, social and personal wellbeing, and support economic security through
educational and employment opportunities

Principle 9 Complaints by carers on decisions and services that affect them and
their caring role are to be resolved promptly and without any fear of
reprisal.

What our carers said:

“This is a very important principle. It is essential that carer's have an avenue for
complaints separate from the person who is responsible for assessing the supports
that the person being cared for can access.”

“Receive results of our enquiries and/or complaints on behalf of people we care,
instead of just allow you to say something but not respond appropriately to our
voices.”

13 2020 Deloitte Access Economics, The value of informal care in 2020, Carers Australia May 2020
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We asked carers ‘have you ever felt scared to complain about services due to fear
that the quality of services would decline of the services would be taken away from
the person being cared for?’.

Of 280 respondents, 112 carers answered yes and 168 carers answered no. This
highlights that many carers accept unsuitable or less than acceptable support for the
person they care for and don’t complain for fear of reprisal.

ANSWER CHOICES RESPONSES
Vs A0.00% 112
Mo 60.00% 168

TOTAL 280

Figure 9: Scared to complain about services for fear of reprisal

It is the right of all Tasmanians to provide feedback on services they receive, or
decisions made that affect them. Carers often are the voice for the person for whom
they care, speaking up for them and advocating for their rights. The scenarios where
this occurs are often sensitive and most often relate to service provision. Many
carers express fear that services will be amended or withdrawn if they complain and
so they tolerate sub-optimal support.

Recommended Right 7

Carers have the right to complain about decisions and services that affect
them and their caring role and for their complaints to be resolved promptly
and without fear of reprisal to them or to the person for whom they care

Principle 10 Government agencies are to be given appropriate support to
understand and respond to the needs of carers

What our carers said:
“Agree, include carer representatives in this principle, carers speaking from

experience forms an important part of educating staff and services.”

“Yes please educate them mandate them then | might be able to get up of my knees
from begging them to understand.”

Recommended Right 8

Carers have the right to expect properly resourced support from Tasmanian
Government and Local Governments
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3.2 Additional principles

What our carers said:

“Affordable home loans - affordable housing. The right to have a home.”

“Housing continuity/rights of tenancy for a reasonable period when the person being
cared for passes away.”

“Have affordable accommodation.”

“Access appropriate housing.”

“I would add that carers have the right to housing security, that you can't be tossed
out, and made homeless by government laws.”

“To have economic security and not be evicted from our house.”

Our survey noted the need for carers to have suitable, affordable housing that
enables them to provide unwaged care to the community’s most vulnerable people.
Carers Tasmania has previously noted this in its submission for the 2021-2024 Carer
Action Plan.

Recommended Right 9

Carers have the right to access the essential services that they need to live,
including affordable housing and financial support.

4. Do you agree with the addition of carers with a lived experience on the
Group?

The Carer Issues Reference Group, either as it currently is constituted or how it may
change in the future, must include the voice of lived experience.

Carers reported in our survey that they often do not feel included or that they have a
voice. There are a proportion of carers wanting to be involved, which was evidenced
by the 62 carers who responded to the survey indicating that they would be
interested in participating in the CIRG.

Whilst the spectrum of caring roles is extraordinarily diverse, it would be prudent to
have six carers represented on the CIRG, with one carer representing each cohort of
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disabilities, mental ill health, chronic iliness, life limiting illness, alcohol or drug
dependence and frail or aged.

To ensure a consistent and appropriate approach to involve carers in the CIRG, we
encourage the use of resources that have already been developed on including
people with lived experience as part of the workforce, such as The Peer Workforce
Development Strategy which was produced by the Mental Health Council of
Tasmanial4. Despite the strategy being mental health specific, it provides an
overview of the opportunities, priorities, and actions to support the development of
the mental health peer workforce in Tasmania, which sets a good foundation for
consideration regarding the wider cohort of carer representatives. This could be built
on to enable the appropriate inclusion and support of carers as lived experience
advocates.

Recommendation 9

Expand representation of the current Carer Issues Reference Group to include
six informal carers that represent the key aspects of the carer definition.

5. How do you think the governance structure could be improved to ensure it
is effective?

The introduction of carer recognition legislation affords the opportunity to give
greater recognition through the primary consultative mechanisms.

It is our view that the Carer Issues Reference Group should be restructured and
elevated to being the Minister’s Carers Advisory Council and that the Minister is the
official and ongoing chair.

The Council would be complemented by annual regional carer engagement forums
that are convened in the name of the Council and provide an opportunity for carers
from around Tasmania to provide their experience, thoughts and feedback.

It is our view that the term ‘carers’ be included in the portfolio name, such that there
is a Minister for Carers, though we recognise this may be, for example, the Minister
for Carers, Ageing and Disability.

We recommend that to bring increased visibility to carer recognition, that reporting
on matters associated with the Carer Recognition Legislation are shared directly with
Parliament of Tasmania as well as the CIRG, to enable the Minister, alongside other
Tasmanian politicians to be updated on performance by Tasmanian Government
organisations or Tasmanian Government funded programs against the Carer
Recognition Legislation.

14 https://mhct.org/wp-content/uploads/2019/11/MHCT_PWDS-Web.pdf
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Recommendation 10

Improve governance through the creation of the Minister’s Carer Advisory
Council, inclusion of carers in the Ministerial portfolio title, and ensure
regional annual engagement with carers.

6. Do you agree with the proposed reporting format or do you have any
suggestions how it could be improved?

The legislation must contain clear, immoveable reporting mechanisms that are tabled
annually to the House of Assembly by the Minister.

The proposed legislation must be complemented with a carer strategy and related
action plan and include key performance indicators over a three-year horizon.
Oversight should be through the Minister’s Carer Advisory Council with all
associated agencies and entities reporting progress routinely each quarter.
Reporting should require organisations to provide evidence adherence to the
legislation as well as statistics representing how they are tracking against KPI’s.

Reporting should be plain-English, and available in multiple modalities and formats
to ensure carers have access to and understanding of their contents. The
Department of Communities Tasmania should be responsible for ensuring wide
distribution of reports, including related organisations such as Carers Tasmania,
Mental Health Family and Friends Tasmania, Men Care Too, Kin Raising Kids,
Grandparents Raising Grandchildren, The Association for Children with Disability
and any other organisations who may wish to nominate to share the results with their
networks.

Recommendation 11

Ensure reporting to the House of Assembly is a requirement of the legislation
and that reports are widely distributed to carers and the general community.

7. How do you think Carer Recognition legislation can help to ensure that the
difficulties experienced by carers are considered in decision making during
a crisis such as COVID-19?

In 2020, Carers Tasmania undertook a survey titled the ‘Road to Recovery- COVID-

19 Survey5, which received 400 responses and found that the COVID-19 pandemic
and associated restrictions resulted in some significant impacts on family and friend

carers.

The survey highlighted the vast range of experiences for carers and their families
resulting from the COVID-19 pandemic, with some carers reporting little or no
change due to COVID restrictions and others reporting high levels of anxiety or

15 https://www.carerstas.org/ctas-road-to-recovery-survey-report/
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stress. The carers who felt the biggest burden were those who relied on family,
support services and schooling for their children. Furthermore, 40% of carers
reported that the time spent in their caring roles had increased throughout the
COVID-19 restrictions.

When considering these difficulties, we envision that the Carer Recognition
legislation will play a crucial role in ensuring that carers remain a priority group
throughout any crisis, for example COVID-19. We hope that the legislation will
amplify the importance of identifying and recognising carers as a priority group as
they are already exposed to many layers of disadvantage and will ensure that they
have the flexible access to the supports and information that is most useful for their
individual situations.

Recommendation 12

Ensure that the Ministerial Carers Advisory Council is the coordinating point
for all matters relating to carers.

8. Do you have any other suggestions to help us develop the Carer
Recognition legislation?

Carers Tasmania look forward to observing the draft Carer Recognition legislation
and welcome the opportunity to be involved in further consultation on the draft as
well as assisting with the promotion of carer consultation on the draft.
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5. Conclusion

Carers Tasmania are pleased with the Tasmanian Government’s commitment
towards the development and implementation of the Carer Recognition Legislation.
We are hopeful that consideration is taken on our recommendations, which have
been composed by understanding the experiences, needs and voices of carers in

Tasmania.
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6. Summary of Recommendations

Recommendations for the legislation to make a practical difference

1. Government must supplement the Tasmanian Carer Policy 2016 with a carer
strategy to ensure the rights and principles of the legislation translate to policy.
The strategy should be updated within three months of proclamation.

2. Government must fund additional projects and programs to raise awareness of
carers and caring across the Tasmanian community, to educate carers on their
rights and skill them to assert their rights, and to ensure individual advocacy is
properly resourced.

3. The legislation must mandate identification by all Tasmanian Government,
Tasmanian Government owned enterprises, local government and wider
community to facilitate a practical difference in the areas of identification,
recognition and referral for carer support.

4. The legislation should include the development and implementation of a carer
card, enabling the ability to facilitate a practical difference in the areas of
identification, recognition, financial support and referral for carer support.

5. The Tasmanian Government must advocate for federal programs to include the
routine identification, inclusion and referral of carers throughout any assessment
and planning process for the person being cared for.

6. Government must invest in engagement with and education of General
Practitioners, medical practice managers, and Pharmacists to support
identification of carers facilitate a practical difference in the areas of
identification, recognition and referral for carer support.

7. Government should invest in a full VET in Schools program complemented with
post-compulsory navigation support for your carers, and in programs for older
carers seeking return to the workplace.

Recommendations on the carer definition

8. “Carers provide unpaid care and support to someone with disability, mental ill
health, a chronic or life limiting condition, alcohol or drug dependence or who
are frail or aged.”

Recommendation on carer involvement in the Carer Issues Reference Group

9. Expand representation of the current Carer Issues Reference Group to include
six informal carers that represent the key aspects of the carer definition.

Recommendations on governance

10.Improve governance through the creation of the Minister’'s Carer Advisory
Council, inclusion of carers in the Ministerial portfolio title, and ensure regional
annual engagement with carers.

Recommendations on reporting structure

11.Ensure reporting to the House of Assembly is a requirement of the legislation
and that reports are widely distributed to carers and the general community.

Recommendations on supporting carers through any crisis
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12.Ensure that the Ministerial Carers Advisory Council is the coordinating point for

all matters relating to carers.

Recommendations for the Tasmanian Carer Principles

1.

2.

Carers have the right to be recognised, acknowledged, and treated as
individuals in their own right both including and separate from their caring role.
Carers have the right for equal access to recognition and support regardless of
age, gender identity, sexual orientation, cultural and linguistic background,
religious belief, abilities, geographical location, or socio-economic status.
Carers have the right to be routinely identified by Government and workplaces
and supported with programs, initiatives, and referrals to support their caring
roles, improve their wellbeing and maintain their connectedness to wider society.
Carers have the right to be heard and involved in the planning and provision of
care for the person for whom they care, recognising that each has their own
rights and responsibilities.

Carers of all diverse social groups have the right to co-design development and
evaluation of policies, programs and services that affect them and those for
whom they care.

Carers have the right to access programs and initiatives that optimise their
health, social and personal wellbeing, and support economic security through
educational and employment opportunities.

Carers have the right to complain about decisions and services that affect them
and their caring role and for their complaints to be resolved promptly and without
fear of reprisal to them or to the person for whom they care.

Carers have the right to expect properly resourced support from Tasmanian
Government and Local Governments.

Carers have the right to access the essential services that they need to live,
including affordable housing and financial support.
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