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Executive Summary

Providing daily informal care is a reality for over 80,000 Tasmanians. This care is provided by people
of all ages (some as young as five or six), ethnicities, socioeconomic circumstances, and family
structures. Similarly, people of all ages and many stages of illness or impairment require care. Carers
provide support for individuals, family members or friends who may be living with physical disability,
mental health, alcohol, and drug problems, be aged of frail of living with a life limiting iliness. The
caring role mostly goes unrecognised and unpaid because it is generally embedded in everyday
family relationships.

Policy has now shifted to enabling aging in place and those who are frail and aged, or have a long-
term condition, mental health condition or disability to being supported in their own homes.

Carers have diverse views about their needs for recognition, services and supports. Many carers say
that the systems of supports and services available to them is complex, fragmented difficult to
navigate as multiple levels of government as well as multiple State agencies and services providers
are involved in a person’s care. Service providers are viewed as lacking understanding, care and
compassion and inflexible and reactive. Carers feel that there is a lack of continuity of care and
quality choices they need particularly for respite care which impacts on their health and well-being.
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Introduction

Carers Tasmania is recognised and funded as the peak body for carers in Tasmania. We represent,
advocate, and provide services and support to Tasmania’s 80,000 family and friend carers providing
unpaid care and support to a family member or friend who are living with a disability, mental illness,
chronic condition, or life limiting iliness, addiction or who are frail and aged. Informal carers are key
contributors to the Tasmanian community, with an estimated economic replacement value to
Tasmania of $2,209 million per year.

The Tasmanian Carer Action Plan 2017-2020 recognised the commitment of unpaid cares and
outlined how carers can be supported in their caring role.

Carers Tasmania has assisted with the review of the 2017-2020 Plan and the development of the
2021-2024 Action Plan.

Key statistics about caring in Tasmania.

According to data from the Australian Bureau of Statistics 2018 Survey of Disability, Aging and Carers
(SDAC):

e There are 80,100 carers, representing 15.5% of the Tasmanian population.

e Females accounted for 41,400 (51.7%) and males 38,000 (47.4%)

e There were 6,200 young carers (under the age of 25)

e 3.5% of all Australians were primary carers.

e Almost half (54%) of primary carers had a disability.

e Almost half (48%) of all carers lived in a household in the lowest two income quintiles.’

The following table provides a comparison of data from the 2018 SDAC survey and the 2020
Tasmanian Carer survey.

2020 Tas Tas Population estimate (SDAC
Carer Survey 2018) (proportions of
person’s %)
N Valid% %
Total Carers 1024 - (80,100)
Primary 881 86 33
Carers
Gender Female 600 74.8 51.7
Male 202 25.2 47.4
Age Mean (years) 61.2 - -
Up to 24 years 10 1.3 7.0
25-64 years 398 49.8 56.0
65+ years 392 49.0 34.0
Education Bachelor or higher 189 23.7 18.1
Certificate/diploma 285 35.8 32
High school 163 20.5 Not provided
<High school 160 20.1 Not provided
Employment Employed 189 22.4 46
Unemployed 56 6.6 40
Not in labour force 600 71.0 52.5
Disability 783 30.7 15.5
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What did we do?

Carers Tasmania as the peak body for Tasmanian carers undertook a series of community discussion
across Tasmania as part the State Government review of the Tasmanian Carers Action Plan 2017-
2020. The community discussions will help inform the new Tasmanian Carer Strategy and Action Plan
2021-2024.

Who did we ask?

Twenty-one community discussions were held across Tasmania. Over 150 people attended the
discussions representing all ages and types of carers. In addition, a number of written submissions
and several one-on-one face-to-face discussions and calls were received.

Carers Tasmania also circulate a number of target surveys so we could better understand the needs
for services and supports for Aboriginal people (Lutruwita Aboriginal Carer Survey), culturally and
linguistically diverse (CALD) carers, Young Carers and LGBTIQ+ carers.

What did we ask?
The community sessions commenced with a discussion on the current Tasmanian Carer Action Plan’s
three objectives:

1. Increase the level of recognition of carers.

2. Improve the level of support and services to carers.

3. Involve carers in the development and evaluation of policies, [programs and services that
affect them in their caring role.

The first segment of the discussion focused on the carers thoughts on the three objectives and if
they felt anything was missing. Throughout the discussion, carers were asked to keep in mind areas
a number of specific areas including:

® Employment and training
® Social support

® Hospitals

® Mental health support

® Guardianship

The actions under each objective were then considered and participants asked to reflect on if they
felt these actions had been achieved.
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Tasmania and the Social Determinants of Health and Health

Economics

Tasmanians experience poorer health outcomes than Australians as a whole. Tasmania has the
second lowest life expectancy of all states and territories in Australia and lower than the Australian
average of 84.5". Tasmanians have the highest prevalence of chronic disease and multi-morbidity in
Australia. Four in five Tasmanians (83%) have a chronic condition and 65% have two or more chronic
conditions’ (See Figure 1).

Health Risk Factors for Tasmanians

Inadequate vegetable consumption, <2 serves daily (Ref 12)

Insufficient muscle strengthening activity, <twice weekly muscle
strengthening activity (Ref 10)

Insufficient moderate/vigorous activity, <150min moderate/75min

.|
Inadequate fruit consumption, <2 serves daily (Ref 11) .
|
]
vigorous/week or combination (Ref 9)
—

Alcohol consumption levels causing lifetime harm, =>2 standard drinks at
least weekly (Ref 8)

Alcohol consumption levels causing occasional harm, =>4 standard drinks
at least yearly (Ref 7)

Obese BMI (Ref 6)
Overweight/obese BMI (Ref 5)
Low birth weight babies(Ref 4)

Smoking during pregnancy (Ref 3)

Daily smokers (Ref 2)

Current smokers (Ref 1)

0 50000 100000150000200000250000300000350000400000450000500000

Figure 1: Health Risk Factors for Tasmania. v

Tasmania has greater socio-economic disadvantage than Australia overall. The median personal
income in Tasmania is $573 ($662 nationally) and the median household income is $1100 (51734
nationally). Almost one-third (31%) of Tasmanians have a weekly household income less than $650".
Educational attainment is lower in Tasmania than other jurisdictions with 43% of Tasmanian
students completing year 12 in 2015 (See Figure 2).

The demand for informal caring will continue to grow as the population ages and life expectancy
increases. Informal carers are already essential to the sustainability of the health and disability
system because they care for people with a range of needs that may otherwise require support from
publicly funded services.
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Social Determinants of Health for Tasmania

Dwellings with no internet connection (Ref 1)

Children developmentally vulnerable on 1 or more domains (Ref 2)
Labour force unemployed (Ref 3)

Dwellings with no motor vehicle (Ref 4)

Eligible population completed year 10 (Ref 5)

Dwellings rented from the government housing authority (Ref 6)
Pension card holders (Ref 7))

Health care card holders (Ref 8 )

Median personal income ($) (Ref 9)

Median household income ($) (Ref 10)

Jobless familes with children aged less than 15 years (Ref 11)
Single parent families with children aged less than 15 years (Ref 12)
People who speak English not well or not at all (Ref 13)

Population >65 years (Ref 14)

Population <24 years (Ref 15)

0 50000 100000 150000 200000 250000 300000 350000

Figure 2: Tasmanians Social Determinants of HealthVi

In 2020, Deloitte Access Economics produced a report estimating the total value of informal care
provided in Australia“il. Data from the 2018, Survey of Disability, Ageing and Carers (SDAC) 2018,
estimated that 2.8 million Australians provided informal care in 2020. This includes around 906,000
primary carers and 1.9 million non-primary carers who together provided nearly 2.2 billion hours of
care in the year. Deloitte Access Economics valued informal care $77.9 billion in 2020 (considers the
cost of replacing each hour of informal care with a formal sector equivalent).

As many informal carers will have to partially or fully withdraw from the labour force to provide care
Deloittes also calculated lost earnings - or opportunity cost - from this reduced employment. This
was valued at $15.2 billion.

Key finding of the report was:

e Informal carers are estimated to spend an average of 35.2 hours per week providing care.
e 60% of all carers are female.
e Nearly 36% of primary carers fall within the lowest socioeconomic levels.
e The caring role places a significant burden on carers including:
e Forced reduction in work hours.
e Withdrawal from the labor force altogether.

Not considered in the Deloitte’s report in the opportunity cost model are the circumstances and
needs of young carers, whose caring responsibilities may reduce their participation in education,
training and employment and reduce their income, not only at the time of caring, but these effects
may have life-course impacts. There is a clear need to develop a longer-term opportunity cost model

8|Page



which estimates the life-course impacts of caring at younger ages, potentially affecting educational
achievement, workforce opportunities and earnings.

This is a significant component of informal care provided by family and friends in terms of the overall
health sector. This contribution is deserving of recognition and lead to greater recognition and
inclusions of carers in the health system. Currently, carers often find that they are invisible to
treating physicians and most times the valuable information that they have about a patient is not
sought or is ignored.

The Carer Action Plan needs to also recognise the bottom-line savings to the Tasmanian Health
Budget from informal care. The table below summarises the actual cost saving of patients being
cared for at home and the replacement cost of care at home.

Approximate cost per bed night (THS) $3,000
Replacement cost of informal care at home $866
Difference $2,134

Tasmania has over 80,000 informal carers across the state. If just five percent of them saved
someone being hospitalised for one night, this would equate to $12,000,000 per annum. The
economics of identifying and supporting carers of patients is undeniable.
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Recommendations

Funding of Carers Tasmania

Funding for Carers Tasmania as the Peak Body for Tasmania’s 80,000 carers comes through the
Department of Communities. Informal care in Tasmania provides substantial support to some of
Tasmania’s most vulnerable individuals, which would otherwise be provided for by the Tasmanian
Health Care System.

As such, the funding arrangements for carers Tasmania as the peak body for Tasmanian carers
should be reviewed including consideration for joint funding arrangements between the Department
of Health and Communities Tasmania.

Carer Recognition

Achieving carer recognition can via two mechanisms:

1. Tasmanian Carer Recognition Legislation and accompanying Charter and principles
2. Recognition programs and activities aimed at increasing community knowledge and
awareness of carers.

Carer recognition through legislation

Tasmania is now the only State or Territory in Australia yet to pass formal Carer Recognition
Legislation. Carer recognition would formally acknowledge the role of carers and the important role
they play in supporting and caring for some of Tasmania’s most vulnerable people including those
with disability, alcohol and drug dependency, mental illness and who are aged and frail. Aside from
recognising, the significant role carers play the legislation would assist in promoting and valuing the
role of carers through promote and value the role of carers, increase awareness.

Cross agencies partnership agreement

Services and supports for carers are provided across all government departments and agencies.
Improving the way primary health care supports carers and their families through strengthening the
pathways between primary health care, health and social service providers, and non-governmental
organisations would reduce confusion for the carer. A whole of government through a Partnership
Agreement across government agencies would help to improve the health well-being of carers.
Providing choices and opportunities for carers to participate in family life, employment, education
and training, social activities and have their voices heard/ listened to and they are part of decision
making that affects them.

A partnership Agreement would result in better service integration which would in term minimise
boundaries and improve cross-sectoral support for all carers.

Carer recognition card

Carers felt that the introduction of a Carer Card would allow them to be easily identifiable as a carer
and remove the need explain their caring role. The Carer Card would act as verification of the carer
as an unpaid valuable member of the community and help carers feel recognised and valued, helping
to reduce stigma, social isolation, and loneliness. The Card would also provide access to
information, advice, support, services to maintain their own health and wellbeing.
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As part of the carer car a program to provide discounts products and services to carers could be
initiated where local business is identified as “Caring for Carers” .

Carer recognition for events and activities
Carer recognition can also take place via events to highlight the contribution informal carers make to
the Tasmanian community. Events would include such things as:

e National carers week events across Tasmania

e Carers awards to acknowledge the important and often overlooked role of informal carers.

e Carer Grants Program to support Carer Support Groups to host grassroots events across
Tasmania to promote and raise awareness of carers and encourage carers to connect with
services and supports.

Events and activities
Carer recognition can also be achieved through the development, coordination, and delivery of
events such as:

e Peer Support Groups (Face to face and Virtual)

e Social Networks (e.g. art, craft, book, film groups)

e Self-care workshops (mindfulness, massage, art, and music therapy)
e Retreats

Statewide biennial carer conference

The funding of peak bodies to convene a statewide biennial conference is commonplace in other
states and territories, most notably New South Wales. The conferences bring together carers, service
and support providers, and all levels of government providing the opportunity to explore practice
and ideas, research, and initiatives to support carers. Carers are able to connect with other carers in
the community, learn and participate in activities to enhance their health and well-being and
connect with services and supports.

Public awareness campaigns
Public awareness campaigns to increase community awareness and recognition of carers. This may
include such things as:

e magazine, radio, bus, social media activities, billboards, outdoor advertising, postcards,
bookmarks...

e Displays in libraries.

e Connect with film and TV programming, Serial producers to raise public awareness of carers
through popular programs.

e Chats with Carers on local radio.

e Carer’s column in Newspapers

e  Work with the community including CALD, ATSI and LGBTIQ+ communities to increase self-
identification among informal carers, empower people in their role as informal carers, and
promote the supports and services available to informal carers.

e Carers would like to see representatives of the government attend Carer group meetings to
get information from those on the front line.

Carer recognition in the health system
Carers frequently report that they feel invisible within the health system despite the important role
they play in caring for and maintaining the health and wellbeing of the person, they care for.
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Caring roles are complex and the relationship between carers, the care recipient and a treating
health practitioner can alter frequently depending on the state of the care recipient. This is
particularly the case with conditions such alcohol and drug dependency, mental health issues which
can be episodic and dementia. The age of the care recipient also affects this relationship.

The health system needs to recognise, respect, value and support the important role carers play in
the health, wellbeing, treatment, care, rehabilitation, and recovery of the people they care for.

Carers rely on the health system (medical practitioners, allied health, and specialists) to provide
them with information regarding the diagnosis, rationale for treatment, treatments processes and
likely outcomes for the care recipient. In many cases carers report that due to patient
confidentiality they are unable to access the information they need in their caring role. Carers need
to be provided with enough information to assist them in their caring role. This is particularly the
case for carers with adult children with ADHD, Autism, and the like. Lack of inclusion of Carers in
consultations and understanding of iliness, medications ... puts the care recipient at risk.

| found on many occasions when my children have to attend a hospital or emergency
department, we need parent’s permission. | have to say | am a full-time carer for these
children, and they are my grandchildren.

I make every decision or decide what is best for the children. | have folders with their
paperwork, birth certificate, medical reports, health issues, medications, court documents,
and have to take them with me wherever the children and me go. It seems over and over
again, there is the situation that you have to explain you have full time care of these
children; because over and over again when you go through a public system you never see
the same doctor thru emergency department twice.

Routine identification of carers in hospitals
e Carers identified in hospital setting when attending with care recipient.
e Early recognition of caregiver burden and access to supports and services for carers.
e develop needs assessment instruments and supportive interventions with a holistic and
person-centred approach to meet the various and complex needs of carers.

| was provided with a recliner chair to sleep on, and a pillow and blanket. After | requested
it. I was not advised of any other seating or the kitchenette until my Son had been there for
a few weeks. Also | was not informed of a Social Worker or anyone to support me.

If my son is admitted to hospital, | sleep beside him in a small bed that is provided and
provide 24 hr supervision of his care (supported for short breaks). If he is in High
Dependency, | will leave him to nursing care. These visits can be between 7-10 days
(experience has proven that he is in danger on regular wards). Care in hospital is a
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terrifying experience - nursing and medical staff have little experience in dealing with a high
level quadriplegic. His father and | don't leave his side unless he is in ICU or high dependency
wards.

Routine identification of carers at the GP
e Carers want to be supported with services and supports to ensure they maintain their
physical, mental health and well-being.
e Carers want to be routinely identified and respected when attending medical consultations
with care recipients.
e Carers card similar to working with vulnerable people.

Education, Training and Employment

Carers experience a range of barriers to education, training and employment. Research tells us that
by year nine boys who spend two or more hours per day caring were the equivalent of 1.9 years
behind their peers in Year NAPLAN reading. Girls caring for two hours or more per day were 1.6
years behind in NAPLAN reading. Both boys and girls in Year 9 caring for two or more hours per day
were approximately fifteen months behind their peers in NAPLAN numeracy . Unless more is done
to identify and support young carers in schools, the cohort will continue being less likely to complete
high school and pushed further to the fringe of the Tasmanian community.

My son is seen as an adult and | am totally disregarded as a carer. This also happens within
education e.g. TAFE Tasmania + college (Grades 11-12). It has also happened with his
employer.

Young carers are less likely to have completed year 12 or equivalent than their peers are, and
nationally, over 60% of primary carers aged 15 — 25 are not studying?. Less formal adult learning
opportunities may provide the flexibility, crucial to combining caring and study for the young carer
cohort.

Carers Tasmania has been advocating for the routine inclusion of a question regarding caring in
primary and secondary enrolment for some time. This would result in young carers being identified
and provided with the flexibility, services and support they need.

The University of Tasmania should be encouraged to formally recognise and increase awareness of
student carers. This could take the form of greater flexibility in course delivery. University policies
should accommodate the needs of carers by incorporating flexibility (attendance requirements,
assignment deadlines, online learning) and the provision of financial support such as scholarships or
bursaries.

Informal carers gain a wealth of skills and experience whilst caring for family and friends. These skills
are generally undervalued. TAFE programs should offer carers recognition of prior learning for their
caring activities and alternative examination processes should be developed to recognise the skills of
carers work they do.

Young carers need assistance with transition from school to work. Proposed PESRAC reforms such
as the Job Ready Fund career education, work-based learning, VET in schools, apprenticeships and
traineeships for school-aged learners, and industry engagement will benefit young carers *
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Carers develop a range of skills and experience in their caring role. These include personal care,
medical care, communication skills, conflict resolution and behavioral management skills. These
skills are readily transferable to organisations that manage care and provide services and supports.
Carers should be provided with recognition of the skills they have developed in their caring role and
fast tracked with appropriate training and linked with vacancies to meet some of these needs.

For carers who are employed on a casual-, part- or full-time basis, their caring role can be a source of
stigmatisation and may be associated with limited opportunities for professional development and
lower salaries. Carers also face difficulties with accessing and retaining work and balancing their
work with the care responsibilities. Carers Tasmania identifies value in considering carers as
potential workers in the Vocational Education and Training Sector. Certainly, in areas of aged care
and disability, carers hold specific expertise and knowledge and may be an untapped cohort, well
suited to working part time in order to combine caring and work.

The University of Tasmania

Services and Support
The interface between informal care and formal services is often complex and fragmented, making
the system difficult to navigate particularly where multiple agencies are involved.

Service providers are often viewed as lacking understanding, care, and compassion, and as being
inflexible and reactive. Carers feel there is a lack of choices for respite care and express concern
regarding the quality of care when it is available.

Improving services and supports in the health system.

Patient registration forms in GP Clinics and hospital admission forms as well as allied health patient
forms include space to nominate a next of kin. Next of kin is typically used on estate planning
documents such as wills and testaments and determines who the estate of a person will go to.
Carers questioned the value of nominating a next of kin on medical forms and felt that it was more
appropriate to nominate a carer or enduring guardian, as an informal carer is not necessarily a/the
next of kin.

Carers felt that training needs to be provided to hospital staff such as doctors, nurses, and specialists
to ensure the carers role is understood and their needs are met including referral to Carers Tasmania
and the Carer Gateway. Carers also felt that training also be provided through the University and
the RACGP to ensure that medical practitioners outside of the hospital are adequately trained on the
role of carers and the services and supports that are available to them.

Identifiers for aspects of illness in hospitals (person needs assistance with: eating and drinking,
cutting up, using a straw, walker, hoist, unable to weight bare, cannot speak, deaf, blind).
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Left for hours with no food and hot drink and hours before taken to the ward.

Carers also expressed the need for recognition of carers and the provision specialised training to
medical staff on the complexity of care for those will mental health, dementia, and Autism.

It was also noted that there is a lack of services and supports in rural and remote areas and that rural
health and wellbeing clinics should be established in these areas.

Improving transport services
Whilst several options exist for carers to access transport in urban areas these services become
limited in rural and remote areas of Tasmania.

Disability Parking Permit regulation require the disabled person to be always present in the car.
Transport access schemes such as taxi travel discounts do not apply to carers when travelling as part
of their caring role. This places considerable burden on the carer.

Transport assistance not available as our town is considered rural and too far away for
economical costs.

Services and supports are required to assist carers to access transport when they are no longer able
to drive or unable to drive because of disability or distance to travel. Services and supports may
include volunteer driver program, transport concession rates, carer-parking permits for Carers.
Although there is a government Patient Travel Assistance Scheme (PTA) carer’s felt that they were
not provided with the necessary information regarding their use.

Carers acknowledge the value of the Tasmanian Companion Card however they felt that due to the
Companion Card having a photo ID which identified a person receiving care that its uptake was not
utilised, particularly by carers of people with mental health illnesses. A carer card which identified
the carer was felt as a more appropriate way to access discounted or free transport services.

Insufficient disabled parking bays, and far too expensive!

Improving financial outcomes for carers

Caring responsibilities can significantly and adversely affect carers’ financial situations. Many carers
gave up full time work to become fulltime carer. The 2020 National Carer Survey revealed that 64%
of Tasmanian carers had a household income of less than 59,999 per year. 58% of carers reported
that at times, they were unable to pay rent or mortgage payments on time, went without meals,
spend more money than they received in a month, and could not pay gas, electricity, and water or
telephone bills on time and south assistance from welfare/community organisations.

| am most concerned that if | survive my partner, my income will reduce to the point
where | will be unable to pay my bills. | have no idea how much | will have to live on.
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Since | cared for him for 12 years, it seems a shame that | might have to live in poverty
after saving the taxpayers so much money over so many years.

Carers would benefit from access to free financial counselling and support, access to reduced rate
loans and government subsidies to improve the financial wellbeing of carers.

Improving housing and accommodation supports

The 2020 National Carer Survey revealed that 64% of Tasmanian carers had a household income of
less than 59,999 per year. Carers are statistically more likely to live in low income households often
because of the impacts of caring on employment. The combination of low income and extra costs
associated with caring and high rental costs can make it difficult for carers to afford an appropriate
place to live or modify their housing to make it suitable for the person they care for. Many carers
are likely to require financial assistance to be able to afford appropriate housing.

Mr Richardson receives a carer's pension. His son Zakary has cerebral palsy and epilepsy, and
receives a disability pension. "The rent's just gone through the roof ... every cent is already
spoken for...” (ABC News, Welfare advocates concerned perfect storm brewing in Tasmania as
rental demand outstrips supply)

Improving access to respite services

Access to in home respite was considered essential, particularly for those carers caring for family and
friends with dementia, autism and other mental health issues who will either not leave the home or
leaving the home places the person at risk.

Alternative models for respite for carers such as off-season AIRbnb should be considered where 24-
hour in-home care can be provided so the carer is able to receive respite.

Several unused buildings such as the former St Helens District Hospital were identified as possible
locations for respite services.

Legal supports to carers

Carers frequently find themselves needing to make legal, financial, medical or lifestyle decisions on
behalf of the person they care for. Supporting carers to access information and support regarding
Advanced Care Planning, Enduring Powers of Attorney and Guardianship is needed.

Improving access to technology
Carers Australia suggests that carers are more likely to be disproportionally represented in groups
with low digital inclusion rates.

Government services increasingly rely on individuals to have access to information through
computers, smart phones, and other digital devices*. Many carers rely on these government and
community services and on social security. Access to the internet in many parts of Tasmania can be
sporadic and unreliable resulting in digital exclusion. Digital exclusion can compound for people
living in rural, regional, and remote areas of Tasmania with unreliable coverage. Older carers can
experience issues with technology and systems and may be uncomfortable (due to hearing, sight, or
shaky hands) with online systems.
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Carers stand to gain considerable benefit improvements with digital inclusion and infrastructure®
provided appropriate support is provided to assist carer with costs associated with access and
training in the use of technology.

Carer Research

Understanding Tasmanian carers and their support and service needs can be achieved through
developing a research collaboration between Carers Tasmania and the University to determine
demographic profiles of Tasmania’s informal carers to inform future planning, taking into
consideration Tasmania’s ageing population, rurality, and remoteness, changing family structures
and CALD, ATSI and LGBTIQ+ diversity.

Supporting Carer Diversity
Tasmanian carers are highly diverse, experience-varied circumstances and have different needs for
services and supports. Carers in CADL, ATSI and LGBTIQ+ communities.

ATSI and CALD Carers
Understanding the ways in which culture influences caring is important for effective and ethical
engagement with culturally and linguistically diverse (CALD) and ATSI communities.

Many languages do not have equivalent terms for concepts like ‘carer’ and ‘disability’, and the ways
in which certain conditions are discussed may be influenced in complex ways by cultural norms
including shame and stigma, gendered roles, and religious beliefs. How care is provided within the
family unit can be very different depending on the individual and cultural norms associated with
caring. CALD carers from a non-English-speaking backgrounds may also find it difficult to access care
supports and services due to language barriers and the need for translation and interpretation
services, a lack of social support or a a distrust of authorities or government services before arriving
in Australia.

We must support Aboriginal carers and carers from culturally and linguistically diverse backgrounds
to access:

e culturally and linguistically appropriate information about caring.
e culturally and linguistically appropriate supports and safe services.

Strengthening navigation across all parts of the care and support system to ensure ATSI and CALD
carers are aware of, and supported to access, available assistance for themselves and those they
care for.
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LGBTIQ+ Carers

LGBTIQ+ carers can face challenges in their caring which are unique to their situation. LGBTIQ+
carers report experiences of invisibility, exclusion, discrimination, and fear of discrimination in the
community, including from family, friends and peers, employers or other carers. They also
experience:

e Fear of exposure or judgemental attitudes from service providers

e Lack of traditional supports through loss of contact with family/culture

e lack of social and legal recognition of relationships and ‘family of choice’

e Invisibility in caring situations can lead to isolation and exclusion from decision making
(unable to advocate for the person they care for)

¢ Inability to maintain intimate relationships or to ‘be themselves’ in care situations.

e Judgemental attitudes from service providers or other service users

I sometimes fear community nurses (who visit my mother 3x per week) knowing I'm gay in case
they say something like 'oh yes you seem like a tomboy' or something like that, if | am wearing
casual clothing at home (as most of us do) - | guess I'm a bit afraid of well-intentioned but
stereotyping comments, stereotyping me in a way | feel is 'not me'. Mostly nurses assume | am
heterosexual, and | haven't corrected them as | don't have the energy, somehow, to deal with it
in case they were to say something about my appearance (I'd probably only correct it if | were
dressed in something really nice, but which | don't have the energy to dress in unless I'm going
out). I know it perhaps sounds silly to be so sensitive at my age, but | hate any personal
comments like that as they do not feel positive for me.

LGBTIQ+ carers need to be supported to access appropriate and safe services including emotional
support, legal and financial.

Look, I just really want the same respect is everyone else. | would like to see more continued
expansion of LGBTIQA+ awareness and understanding programs. The world is a very
complicated place, and the more people realise how different and wide-ranging humanity is the
more accepting they are off difference.

Young Carers

It is estimated that around 7 percent of carers in Tasmania are aged under 25 years*' . Young carers
need to be identified early so they can access and be supported in school, study their work
environments and beyond and provided with the opportunity to live active, engaged lives where
they receive all necessary supports and services.
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Identification of Young Carers (Under 18)
Routine identification of Young Carers under 18 years of age through:

e Education (identification through school enrolment)

e Youth Justice Services (Department of Justice and Department of Health) (identification at
first contact)

e Child Safety (Department of Communities) (identification at first contact)

Routine identification of Young Carers (18-25) through:
e College, TAFE and University

Supporting Young Carers

Safe, respectful, nurturing environments need to be created in Schools. Young carers can be
supported to finish school and achieve their goals via the provision of access to additional learning
supports such as tutoring, training of teachers on the specific needs of carers, and employment
subsides for business who employ young carers.

Young Carers Program
Support Carers Tasmania to develop a Young Carers Program, which provide opportunities for young
carers to connect socialise and have time away from their caring role.

Young Carer Program aimed to make a difference to the lives of young carers through providing
specific emotion support, information and referrals, opportunities (Bursary programs, educational,
employment and support services tailored to the needs and circumstances of young carers) and
events.

Health and Wellbeing of Young Carers

Many young carers do not disclose to their school community their caring role. Young carers may
experience more stress, anxiety, low self-esteem, depression, eating and sleeping disorders as they
navigate their schooling and caring responsibilities. We need to provide for the mental health and
well-being needs of young carers through the provision of support and services for young carers at
the right time in the right place for young carers.

Support after the caring role ends.
The caring role may end for a number of reasons. These include the person receiving care dying,
being moved into a clinical care setting or the carer being unable to continue in the caring role.

The caring role has a significant impact on carers including:

e Physical, mental and emotional health and well-being of carers.

e Financial stress

e Reduced or loss of employment — carers who leave employment because of their caring role
are unlikely to re-enter the workforce once their caring role ends.

e Social isolation and social exclusion and loss of social connection

Coming to the end of a caring role is also a very challenging time that may also be
accompanied by bereavement. No longer providing care can mean the end of important
support relationships as well as a loss of identity. Social contacts may have fallen away while
caring and can be difficult or impossible to return to.
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These and other impacts do not end when the caring role ends. Carers need to be provided with
ongoing financial support after the caring role ends and in many cases psycho-social for grief,
bereavement, and loss.
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TASMANIAN CARER ACTION PLAN

RECOMMENDATIONS
# ACTION RESPONSIBLE AGENCIES  TIMEFRAME
RECOGNISING CARERS THROUGH LEGISLATION, A CARER CHARTER AND PRINCIPLES
1. | Legislate to recognise Carers through Carer Recognition Legislation to include: Whole of Government (led by | December
e Funding of peak body to represent the interests of and advocate for carers. | Communities Tasmania) 2021

e Clearly define a carer and the roles
e Development of a Carers Charter and Principles to
o recognise carers as valuable members of the Tasmanian

community.

recognise the contribution carers make.

respects the carer relationship.

supports carers and the people they care for.

outline the rights of carers.

recognise the diversity of carers (ATSI, CALD, LGBTIQA+, Young

carers, Aged)

o Interests beyond the caring role

e Establishes a joint role within the Department of Health and Human Services
and the Department of Communities Tasmania to lead health and social
policy related to informal carers and coordinate relationships with government
agencies and non-governmental organisations.

e Governance including Carers Advisory Council with representatives with
lived experience.

o Ensure lived experience representation on relevant committees and boards
across government.

¢ Informal care as a valid form of employment.

e Public reporting and review.
RECOGNISING CARERS THROUGH EVENTS AND ACTIVITIES

O O O O O

2. | Fund Carers Tasmania to convene a biennial Tasmanian Carer Conference Communities Tasmania July 2022
3. | Recognise carers through the funding of a small annual carer grant program Communities Tasmania Annually to
(administered through Carers Tasmania) for organisations to recognise carers in 2024

National Carers Week
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# ACTION RESPONSIBLE AGENCIES = TIMEFRAME

RECOGNISING CARERS THROUGH EVENTS AND ACTIVITIES

4. | Recognise carers through funding for National Carers Week and an annual carers | Communities Tasmania Annually to
award to acknowledge the important and often overlooked role of informal carers 2024

5. | Invest in awareness campaigns (e.g., social media, outdoor advertising, lived Communities Tasmania Ongoing
experience radio interviews and newspaper segments ...) to recognise and
acknowledge carers and highlight the contribution carers make to the community.

6. | Review the structure, role and function of the Carer Issues Reference Group Communities Tasmania Jun 2021
(CIRG) to include lived experience and chaired always by the Minister.
Convene annual regional roundtables for the Minister and Department to hear Communities Tasmania Jun 2022
current issues for carers and lived experience.
Strengthen pathways across primary health care, and health and social service Whole of Government (led by | Dec 2021
providers through the development of Cross Agency Partnership Agreement to Communities Tasmanla)

ensure the identification and referral of carers to the Carer Gateway for supports
and services.

CARING FOR CARERS PROGRAM

Initiate a Caring for Carers Program to recognise carers and offer discounts on Communities Tasmania Dec 2021
products and services.

10. | Increase awareness of support groups specific to conditions (dementia Autism, Department of Health Jun 2022
ADD, Mental Health, cancer) through the development of resources (brochures, Communities Tasmania

posters) and awareness raising.
RECOGNISING CARERS AND IMPROVING SERVICES AND SUPPORTS IN
THE HEALTH SYSTEM

11. | Review hospital admission forms to include a space for nominating a carer and Department of Health Dec 2021
Enduring Guardian
12. | Establish processes to ensure the routine identification of informal carers in the Department of Health Ongoing

Tasmanian health system and provide information on available supports and
services including referral to Carer Gateway.

13. | Establish carer peer support services and Carer Liaison Officer within all Department of Health Mar 2022
Tasmanian hospitals to support the needs of carers and provide access to supports
and services for carers including referral to Carer Gateway.

14. | Fund a revision and reprinting of the I Care: A resource for family and friends Department of Health Dec 2021
supporting someone in hospital.

22| Page



ACTION

RECOGNISING CARERS AND IMPROVING SERVICES AND SUPPORTS IN
THE HEALTH SYSTEM

RESPONSIBLE AGENCIES

TIMEFRAME

15. | Fund the development of a Carer Brochure that integrates acute primary and Department of health
secondary services for carers, providing Tasmanian specific information and
includes the Carer Gateway
16. | Develop a needs assessment instrument and supportive interventions to meet the Department of Health Jun 2022
needs of carers in the health system and reduce carer invisibility.
17. | Provide spaces/room in hospitals for carers to go to when accompanying a care Department of Health June 2021
recipient to hospital. The spaces should provide information and support,
refreshments, and somewhere to rest.
18. | Liaise with the University of Tasmania and professional bodies to ensure education | Department of Health
and training on carers roles, responsibilities and support needs is provided to
health care professionals.
19. | Continued access to Telehealth Services in rural and remote areas of Tasmania Department of Health
post COVID
20. | Work with professional health bodies such as the Royal Australian College of Department of Communities, | Dec 2021
General Practitioners (RACGP) - Tasmanian Faculty, The Pharmacy Guild — Department of Health
Tasmania to develop a mechanism for the routine identification of carers and
referral to the Carer Gateway for services and supports.
21. | Initiate processes to ensure that paid support workers are trained to an appropriate | Department of Education
level and accredited to provide care in specific areas such as mental health, Department of Health
dementia, and medication management. Department of State Growth
22. | Develop an accredited education and training package (which includes continuing Department of Education
professional development (CPD)) for health care workers to improve awareness, Department of Health
and increase skills, knowledge and understanding of the informal carer role. This Department of State Growth
will enable health care workers to:
e recognise and involve carers in diagnosis, treatment, and care.
e support the care relationship.
e work positively with informal carers using services and supports.
23. | Provide specialised training to medical staff on complexity of care for those will Department of Health

mental health issues, Dementia, and Autism.
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ACTION

RECOGNISING CARERS AND SUPPORTING THEIR EDUCATION, TRAINING

RESPONSIBLE AGENCIES

TIMEFRAME

AND EMPLOYMENT NEEDS

IMPROVING

with Carer Responsibilities in Tasmanian Government Schools brochure.

24. | Routinely identify young carers in compulsory education through the inclusion of Department of Education Feb 2022
relevant questions at enrolment/ re-enrollment and ensure all young carers are
referred to the Carer Gateway for services and supports.

25. | Ensure that young carers are an identified cohort for inclusion in the VET in Department of Education / Jun 2022
Schools and School-Based Apprenticeship programs. TAS TAFE

26. | Recognise the skills of carers and develop processes to fast-track training within Department of Education
the Vocational and Education and Training Sector.

27. | In consultation with Carers Tasmania review and update the Supporting Students Department of Education Jun 2021

OUSING AND ACCOMODATION SUPPORTS

traveling as part of their caring role:
e Taxis to include carers, who are eligible for concessions, when traveling to
pick up a care recipient and returning home.

28. | Review eligibility criteria for housing assistance to include carers and ensure that Department of Communities
social housing policies are flexible and allow for special consideration where (Housing Tasmania)
complex caring situations exist.

29. | Fund a Carer Support Officer within Housing Tasmania to work directly with carers | Department of Communities
in need of housing. (Housing Tasmania)

30. | Develop a training program for staff within Housing Connect to increase awareness | Department of Communities
of carers and ensure they understand the diversity of caring situations and the (Housing Tasmania)
possible implications of policies on carer’s housing security.

31. | Increase the number of social housing properties that are accessible for people Department of Communities
with disability and their carers. (Housing Tasmania)

32. | Reduce the waiting times for social housing for carers and those they care for. Department of Communities

(Housing Tasmania)

33. | Investigate alternative options such as Airbnb to provide accommodation for carers | Department of Communities
travelling with care recipients for treatment Housing Tasmania
IMPROVING TRASPORT SERVICES FOR CARERS

34. | Review the Transport Access Scheme (TAS) to consider the needs of carers when | Department of State Growth
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# ACTION RESPONSIBLE AGENCIES TIMEFRAME

¢ Disability Parking Permit to enable carers to be the only passenger in a
vehicle displaying a Disability Parking Permit when dropping off or picking
up the person they care for.

35. | Provide free transport through Metro Tasmania for carers when accompanying a Department of Communities /
care recipient on public transport Department of State Growth
36. | Investigate transport concession rates for carers using UBER, Maxi Taxis etc. Department of Communities
_EEE&WBE
37. | Establish a financial counselling and support program for carers Department of Communities

38. | Lobby the Australian Government to ensure that carers receiving the carer payment | Department of Communities

receive a superannuation contribution

39. | Provide employment incentives for carers looking for jobs and employers looking
for new staff through the proposed locally led job networks

DING OF THE NEEDS OF CALD, ATSI, and LGBTIQ+

40. | Fund the development of a toolkit to support organisations to increase participation | Department of Communities

of CALD, ATSI, LGBTIQ+ carers in their consultation and capacity building

activities.

Fund the development of a Carer representation program to ensure the voice of Department of Communities
lived experience is heard across government.

Fund Carers Tasmania to provide an advocacy service for carers addressing Department of Justice
Enduring Guardianship and Power of Attorne

Fund programs to improve digital inclusion of carers in rural and remote areas of Department of

Tasmania

YOUNG CARERS

Establish a Young Carer Advisory Council to advise the Tasmanian Government on | Department of Communities,
issues relevant to young carers. Membership should include (young carer Department of Health,
representative, Secretary of the Department of Health, Secretary of the Department | Department of Education

of Education and the Secretary of the Department of Communities, CEO of carers
Tasmania and CEO of the Youth Network Tasmania (YNOT).

45. | Fund Carers Tasmania to deliver a Young Carer Program to strengthen young Department of Communities
carers resilience and wellbeing, reduce their social isolation and increase
connection to their peers.
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# ACTION RESPONSIBLE AGENCIES TIMEFRAME
46. | Establish a Tasmanian Young Carers Day in School (during National Carers Week) | Department of Communities

to recognise and celebrate young carers. Department of Education
47. | Fund Local Councils to deliver Young Carer Holiday Programs aimed at supporting | Department of Communities,
young carers, through their Youth, Arts and Recreation Centers. Department of Premier and
Cabinet (Local Government
Division)
48. |Collaboratively design educational/individualised learning pathway for young carers. | Department of Education
49. | Develop transition programs for young carers from education to employment to Department of Education

ensure an alignment with PESRAC recommendations.
UNDERSTANDING CARERS
50. | Establish a collaborative research group (Carers Tasmania, University and

Department of Health and Communities) to better understand the service and
support needs of Tasmanian carers to inform future planning for their needs.

51. | Establish a scholarship program for Master, PhD at UTAS on topics relevant to Department of Communities
carers role in a Tasmanian context.
FUNDING OF CARERS TASMANIA AS THE PEAK BOBY FOR TASMANIAS

INFOMRAL CARERS
52. | Review of funding arrangements for the peak and consideration of joint funding. Department of Communities
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APPENDICES

APPENDIX 1: Locations of community discussions

Hamilton/Ouse

Campbell Town

Brighton Bridgewater

Deloraine
Devonport
Launceston
Beaconsfield
Georgetown
Scottsdale
Burnie
Smithton
Queenstown
Dodges Ferry
Moonah
Huonville Franklin
Dunalley
New Norfolk
St Helens
Kingston
Midway Point

Geeveston
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