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About Carers Tasmania

Carers Tasmania Ltd is the Peak Body for unpaid carers in the state. The organisation was
formed in 1993 in response to the need for greater focus on carers at a state-wide level.
Since then, the organisation has grown to be the pre-eminent authority on unpaid carers,
providing a comprehensive range of peak and service delivery outcomes.

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

A carer is a family member or friend who provides unpaid care and 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 illness. The caring role mostly
goes unrecognised and unpaid because it is generally embedded in everyday family
relationships.

Caring can involve tasks such as dispensing medication or providing reminders, assisting
with domestic or personal care activities such as cooking and shopping, showering, or
feeding, attending appointments, advocacy, supporting the implementation of strategies
recommended by specialists, providing encouragement or support to attend family and
social events, school, or work, and/or emotional support and supervision.

In Tasmania, the estimated number of carers is approximately 80,100". Tasmania has the
highest ratio of carers (1:6) and the most dispersed, given the regionalised nature of the
state.

Carers Tasmania’s values drive everything we think, say, and do.

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

Care in 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.

Integrity always— we are transparent, act ethically, own when things do not go to plan and
do what we say we will.

Quality every time— we do not accept ‘good enough’ because carers deserve our very best
every time.

Speed that matters— we are agile and do not 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

Twitter

Facebook


https://www.carerstas.org/are-you-a-carer/ongoing-illness/
https://twitter.com/CarersTas?ref_src=twsrc%5Egoogle%7Ctwcamp%5Eserp%7Ctwgr%5Eauthor
https://www.facebook.com/CarersTasmania

Contents

ADOUL Carers TaSMANIA ... ..cceiiieeeieiiee e e e e e e e e e ettt e s e e e e e e eeeatenaaaeeeaaeeeennes 1
= T o o T | Qo 1
LISE OF FIQUIES ..ttt 0
] o =1 o =R 0
List Of @bDreviatioNS ...........ueeeii e 2
0 1Yo o 3
EXECULIVE SUMMANY ....ooiiiiiiiiiiiiiiiiii ettt 4
LI LT = L= T T 7= T = R 5
2020 National Carer Survey: Key findings for Tasmania ...........cc..ccooovviiiiiiii e, 5
Cultural BackgroUNd ..........cooiiiiiiiiiii e 7
Lo BT = 1] o ISP 7
HOUSENOIA INCOME.... .. e e e 8
FINANCIal SUPPOIS ... et e e e e e e e e e e e aaaa s 8
The Caring RelationShip.........ooooo i 11
Who is being cared fOr? ... 13
B (=37 LT e T e )[R 16
When the Caring role @NAS...........uuuiiiiiiiiiiiiiiiiiiiiiiii bbb seeeeennanene 18
Health and wellbeing Of Carers ... 20
Personal WeElIDEING.......cuu e e et e e e e e e e s 21
o] aTo] [oTe Toz= | Mo 1S == 21
= o IR0 o USRI 23
Carers Confidence in using the internet. ... 25
SEIVICES AN SUPPOI ... .ottt e e e e e e e e e et e e e e e e e e s eatbt e e eaeaeseerraaaaanns 26
AGEA CArE SEIVICES. ...ttt 26
National Disability Insurance Scheme (NDIS).............uuiiiiiiiiis 28
The local area coordinator (LAC) / NDIS planner. ... 29
NI S T =T o P 30
Challenges with the NDIS and other disability SErvices............ccccocuuuveeiiiiiniiiiiiiiiiiiienns 31
Mental health SEIVICES ... ... e e e s 31
Hospital @nd GP ViSItS ... ... esnennnnnnnnnnnes 34
Carer GAtBWAY ......coiiiiieiiii e 37
107 0] o] 813 o] o [PPSR 40
Appendix A: 2020 National Carer Survey QUEeStionNaire .............cevvvvveeeeiieieieiiiiieeeeeeeeeeeeeee 41

Appendix B: Participant Information and Consent FOrm ............ooovvvviiiiiiiiiiiiiiiiieieeeeeeeeeeee 64


https://carerstas.sharepoint.com/sites/PeakBody/Shared%20Documents/2020%20Research%20Projects%20Engagement/2020%20National%20Carer%20Survey/CTAS%20National%20Carer%20Survey%20Report%2021.03.2021.docx#_Toc70594227

List of figures
Figure 1: Number of carers in each region responding to the 2020 National Carer Survey ...6

Figure 2: Cultural background of Tasmanian Carers..............cceueeviiiiiiiiiiiiiiiiiiiiiieeieeeeeeeeeeeee 7
Figure 3: Gross household income by gender.............ooouiiiiiiiie i, 8
Figure 4: Income support received by Carers. .......ccoooeuiiiiiiiiiiii e 8
Figure 5: Carer’s experience of financial stress.............coooeeeiiiiiii i, 9
Figure 6: Percentage of carer making contributions to meet carers needs. ......................... 10
Figure 7: Represents the relationship of the care recipient to the carer............................... 12
Figure 8: Represents the relationship of the second care recipient to the carer................... 12
Figure 9: Gender of care reCipieNt............oviviiiiiiiiiiiiiiiiiiiieeeeeeeeeeeeeeeeeee e 13
Figure 10: Cultural background of the care recipient ... 13
Figure 11: Language spoken by the care recipient. ... 13
Figure 12: Aboriginal or Torres Strait Islander origin .............ccooiiviiiiiiii e, 14
Figure 13: Condition experienced by care recipient 1 (CR1) .......ooovviiiiiiiiiiiiiieee e, 14
Figure 14: Condition experienced by care recipient 2 (CR2) ...........eeeiiiiiiiiiiiiiieeeeeeeeeeee, 14
Figure 15: Care recipients place of reSidence. ............couuieeiiiiiiiiiiiiiicc e, 15
Figure 16: Help received DY Carer. .........ooovviviiiiiiiiiiiiiiiiiiiiiiiiieeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeee e 15
Figure 17: Length of time care recipients can be left alone............ccccvviiiiiiii 16
Figure 18: Type of support provided by the carer. ............cccooiiiiiiiiiii e, 17
Figure 19: Former carers reasons for CEasing Care. ............cuuuvuveeeeiiiiiiiiiiieiieeiiiiieeeeeeeeeeeeeee 19
Figure 20: Experience of social connectednEssS ...........cuuuiiiiiiiiiiiiiiiiice e 22
Figure 21: Employment status of Carers..........cccoooiiiiiiiiiiiii et 24
Figure 22: Most common impact of caring on career trajectory. ........ccccoooeiiiiiiiiiienieeeeeeennn, 25
Figure 23: Carers confidence in using the internet for online support services..................... 25
Figure 24: Carers confidence in using the internet to find information. ............ccccccvvniiinnn. 25
Figure 25: Carers confidence tin using the internet to stay connection............cccccccvvvvvennn. 25
Figure 26: Types of Aged Care Service provided to care recipients. .........cccccvvvvvvevieeieennnn. 27
Figure 27: Needs @S @ Carer.........ouiiiiiiiiiiiiiiiiiiiiiieieeeeeee ettt 27
Figure 28: Provide information. ............ooviiiiiiiiiiiiiiiiiieeeeeeeeeeeeeeeeeeeeeeeeeeeeeee e 27
Figure 29: Challenges when accessing aged care ServiCes. ...........uuuvveeeeeeeeeeeeeeeeeeeeeeeeeeene. 29
Figure 30: Carer inclusion and supports in the NDIS.............oooiiiiiiiiiiiiiiiiieeeeeeeeee 30
Figure 31: Challenges with accessing disability services..........cccccvvviviiiiiiiiiiiiiiiiiiiiiieiieeee 31
Figure 32: Mental Health Services being accessed. ............ccccoviiiiiiiiiiiiiiiie e 32
Figure 33: Carer inclusion and support in mental health services............ccccccvviieeiiiiiiinnnnne 32
Figure 34: Challenges with accessing mental health services. .............coovvviiiiiiiiiiiiiiiiiiennne. 34
Figure 35: Carer inclusion and support by general practitioners (GPS).........cccccccvvvvvviivnnnne. 35
Figure 36: Carer inclusion and support by hospital and community health services ............ 35
Figure 37: Use and demand for care support SErviCes ...........ouuvveveeiiiiiiiiieeiieiiiiieeeeeeeeeeeeeene 37
Figure 38: Awareness of Carer GateWay............coevviiiiiiiiiiiiiiiiiiiiiieeeeeeeeeeeeeeeeeeee e 38
Figure 39: Awareness and use of the Carer Gateway. ............coovvveiiiiiiiiiiiiiiiiiiiiiieeieeeeeeee 39

List of tables

Table 1: Demographic characteristics of Tasmanian sample.............cccccccieiii e, 7
Table 2: Financial stress and distress by household size and labour force status................ 10
Table 3: Current and former carer status..............ccoo e 18
Table 4: Percentage of carers and level of carer satisfaction .............cccoooinnn. 20
Table 5: Carers PWI score in comparison to the general population. ......................ooooo. 21

Table 6: Education and employment status of carers.............cccveeeiiiiii 23



Table 7: Flexible working arrangements used by carers..

Table 8: Aged care services and level of satisfaction of care ............cccccceeeiiiiiiiiee

Table 10: NDIS services and level of satisfaction of care



List of abbreviations

Auslan Australian Sign Language

CALD Culturally and Linguistically Diverse

FS Hawthorne Friendship Scale

GP General Practitioner

IWB International Wellbeing Group

K5 Kessler Psychological Distress Scale (5 items)
K10 Kessler Psychological Distress Scale (10 items)
LGBTQI+ Lesbian, gay, bisexual, transgender, queer, intersex and other sexuality, sex, and gender diverse
LOTE Language other than English

N Number of respondents

NDIA National Disability Insurance Agency

NDIS National Disability Insurance Scheme

PWI Personal Wellbeing Index

SDAC Survey of Disability, Ageing and Carers

TAS Tasmania

HACC Home and Community Care

COVID 19 Coronavirus

CHSP Commonwealth Home Support Program

HCP Home Care Package




Foreword

Carers Tasmania is delighted to release the results of the 2020 National Carer Survey for
Tasmania. The 2020 survey represents a collaborative partnership between each of
Australia’s state and territory carer association to conduct the survey nationally for the first
time.

2020 was a challenging year for all Australians. We have been impacted by and responded
to the unprecedented strain of the Coronavirus pandemic which saw Tasmanian carers in
lock down caring for some of Tasmania’s most vulnerable people whilst managing
considerable restrictions placed on service delivery across the community service sector.

Tasmania has approximately 80,100 carers, which represents 15.5 % of the Tasmanian
population. This is the highest per capita rate of carers of all Australian states and
territories'.

Carers Tasmania would like to extend their recognition and gratitude to the Tasmanian
carers who took the time to respond to the survey and in so doing have provided information
to guide Carers Tasmania in representing carers views and advocating for improvements in
services and support to Tasmania’s carers.

David Brennan
CEO
Carers Tasmania

April 2021



Executive Summary

The National Carer Survey is conducted every two years to understand the experience of
carers and find out how services and supports for carers can be improved. In 2020 the
survey was conducted nationally across all Australian states and territories. More than 8,500
carers from across Australia including 1,024 (12%) from Tasmania completed the survey
between April and June 2020 when many Tasmanians were in lockdown due to the
Coronavirus (COVID-19) pandemic.

The survey also coincided with Carers Tasmania acquiring a wholly owned entity, Care to
Serve Ltd, through which carer services are provided. Care2Serve (trading name) is one of
ten national organisations providing Carer Gateway services within the Integrated Carer
Support Service reform from the Commonwealth. Care2Serve also delivers Home and
Community Care (HACC) on behalf of the Tasmanian Government’s Healthy Tasmania
initiative. The National Disability Insurance Agency (NDIA) recently contracted Care2Serve
to provide Community Connector services for ageing unpaid carers of someone with
disability.

Carers were asked to complete 75 questions which asked carers to share their opinions and
experiences of their caring role. Participants were asked about:

o the caring relationship

o their caring role

e services and support

e paid work

o their health and wellbeing
e carer demographics

1024 surveys were received in Tasmania comprising 735 online and 289 in hardcopy



e The oldest survey respondent was 93 years of age.

e 92.6% were current carers and 7.4% were former carers.

e The typical respondent was a female primary carer with a median age of 61 and a
household income below $49,999 per year.

e The typical person being cared for was an adult male (median age 55) with physical
disability who is not able to be left alone for more than a few hours.

¢ The average number of hours spent caring per week was eighty hours.

o The average number of years in a caring role was 12.65.

¢ Nearly half of the carers who responded were experiencing moderate to high levels of
distress, and 81% were feeling some degree of isolation.

o Carers reported they had 11.92 hours per week for themselves and 42.8% reported
that they never got time out from their caring responsibilities.

e Over 50% of carers reported that when accompanying a care recipient for a visit to a
general practitioner or hospital they were not asked about their personal needs and
there are insufficient support options and facilities for carers (seating, overnight
rooms, transport support).

o Only 22.4% of carer were currently employed. These carers felt emotionally drained
when they finished work and that this impacted on them in their caring role.

o Most respondents (58.2%) were primary carers, those individuals providing the most
support to the person(s) they care for.

o More females (74.9%) than males (24.7%) responded to the survey, reflecting the
larger proportion of primary carers in the overall population who are female.

¢ Respondents were most likely to care for their child, including adult children (45.1%),
and/or partner (37.0%) and one in four respondents (25.9%) cared for more than one
person.

e The most common group of people being cared for by survey respondents were
people with physical disability (36.1%), followed by people with a chronic condition
(29.2%) and people living with a mental iliness (26.4%).

Tasmanian Carers



Spotlight on Tasmanian Carers

e Tasmanian carers were most likely to be female and aged over 65 years of age.
e They are mostly not in the labor force.

o They speak English and have completed year twelve or a higher academic
qualification.

¢ Most have a household income below $49,999 per year.

e They are most likely to be providing care to partner or parent with a physical
disability, or one who is frail or aged.

The Australian Government’s Survey of Disability, Ageing and Caring (SDAC) data
indicated that there are approximately 80,100 carers in Tasmania. Based on the SDAC data
over 10% of Tasmanian carers responded to the National Carer Survey. 1024 Tasmanian

carers responded to the survey representing carers from all three Tasmanian regions (see
Figure 1).

Figure 1: Number of carers in each region responding to the 2020 National Carer Survey

Table 1 provides a comparison of the 2020 National Carer Survey Data for Tasmania,
Australian population estimates and the SDAC data for Tasmania. Tasmanian carers are

more likely to be female, older and either not in the labour force or unemployed than their
national counterparts.



2020 National Carer Tas Population Population estimates

Survey Tasmanian estimate (SDAC 2018) (ABS 2019a)
Data (proportions of
person’s %)
N Valid % % of population
Total carers 948 - 80,100 2.65 mil
Primary carer 33
Gender Female 551 74.9 51.7 57.3
Male 182 24.7 474 42.7
Non-binary/other 3 A Not provided Not provided
Age Mean (years) 61.4 } - 51.2
Up to 24 years (Young 10' 13 7.0
carers) 208 4é 8 7.0 56.0
25 to 64 years 392 49'0 56.0 34.0
65+ years ’ 34.0
Education Bachelor or higher 171 235 18.1 25.6
Certificate/diploma 259 35.5 32 34.3
High school 148 20.3 Not provided 11.9
< High school 151 20.7 Not provided 28.0
Employment Employed 189 224 46 53.7
Unemployed 56 6.6 40 S5
Not in labour force 600 71.0 52.5 429
Disability* 222 31 15.5 32.1

*% age of carers who had experienced any long-term iliness or disability themselves during the last 12 months.

Table 1: Demographic characteristics of Tasmanian sample

The youngest Tasmanian carer responding to the survey was twelve years of age and the
oldest carer was 93. The mean age of all current carers in Tasmania was 61 in comparison
to 51 nationally. 49% of Tasmanian carers were aged over 65 years.

Cultural Background

Most (82%) of Tasmanian carers identified their cultural background as Australian (see
Figure 2).

Figure 2: Cultural background of Tasmanian carers

Four percent of carers spoke a language other than English. The most common languages
spoken other than English were Polish and German (9.7% of carers), French, Dutch, Tai,
Bengali, and Nepali (all 6.5%).

Education

Carer were asked about the highest level of education they had attained. 36% of carers held
a Certificate or Diploma which was on par with national data. However, 20.3% of Tasmanian
carers in comparison to the national figure (11.9%) had only completed High School (year 12
or equivalent). Most carers (91%) were not currently enrolled informal education.



Household income

Carers were asked about their annual household incomes prior to tax. 64.7% of carers had
an income of less than $60,000 per year and 27.2% of carers had a household income of
less than $30,000 per year which is considerably less that the minimum wage in Australia of
$38,521 per year.

There was more than twice as many female carers (76.5% of all female carers) than male
carers (23.5%) receiving less than the minimum wage (See Figure 3).

Household income by gender
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Figure 3: Gross household income by gender

Financial Supports

Carers were asked if they received any financial support from the Government. 12.2% of
carers did not receive any income support whilst 47.9% of carer received a carer payment

Receipt of income support

Carer Allowance

Carer payment
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Age pension

Other centrelink payment(s) M Percent (%)
Disability support pension

Commonwealth rent assistance

Newstart Allowance

o
=
o
N
o
w
o
N
o
o
o
o)
o

(see:

Figure 4).



Receipt of income support
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Figure 4: Income support received by carers.

Once my daughter moved into her home for over 63 days a year, I lost all
carers payments/allowances. I care for her directly most weekends, also get
called on in emergencies regularly by carers. Carers payment/allowance has
been my only contribution to family finances for many years and when it
stopped I was very depressed as I felt I was nothing. It felt like the government
did not recognise the many hours of care I still put in and I felt like the high
intensity care I still provide isn't important, and still feel the government
regards me as useless

Carers experience trepidation and stress around being in receipt of payments if the care
arrangements change due to the person, they care for dying, or having to move into a care
facility.

There are many carers who dread what will happen to them after the person
they care for dies. They are looking at JobSeeker (Newstart) and the financial
commitment taken on in consideration of their career - e.g., rent or mortgage -
they could lose their home. For many they have lost contact with career/work

and are emotionally and physically long-term exhausted.”

Carers were asked about the types of financial stress that they had experienced in the last
twelve months. Figure 5 shows the number of carers and the type of financial stress they
have experienced. 23.5% of carers were unable to raise $2,000 in a week for something
important. 16.6% of carers spent more money that they received in a month. Carers also
reported seeking financial help from family and friends (9.4%), being unable to pay
registration or insurance on time (8.9%), having to pawn or sell something (8.7%), not being
able to pay gas, electricity, water, or telephone bill on time (10.6%), seeking assistance from
welfare/community organisations (5.8%) and in some cases being unable to heat or cool
their home (3.9%) and going without food (5%).



Figure 5: Carer’s experience of financial stress.

Financial distress varied dependent on household size and participation in the labour force.
Unemployed carers reported the highest rate of finacial distress when compared to their
working peers and those voluntarily out of the workforce. Just under half of all respondents
expereinced at least one form of financial stress in their household in the year prior to

completing the survey (See Table 2).

Household Labour force
size participation
ke 5o
| o ° ° ° o T | ° 2 3%
c o c 0 - cC O c 0o = [¢) O _ o o !
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CD:,QD q,):ﬁ' 0 35 q,):l-O = O 5 Q ~— o w = O
3L g3l  S3L S3L Sg3lEL sl 35
- = N C = M o < = 0 ocfWwWo i N> Z &
No experience ||| 55.6% 65.2% 49.1% 35.1% 19.0% 48.9% 29.1% 60.6%
of financial
distress in past
12 months
One financial |J| 14.3% 15.6% 14.7% 19.3% 22.2% 19.5% 12.7% 16.3%
stress
experience in
past 12 months
Two financial ||| 12.7% 8.1% 5.2% 15.8% 9.5% 9.8% 7.3% | 7.9%
stress
experience in
past 12 months
Three financial J|| 7.9% 3.3% 3.4% 7.0% 15.9% 6.9% 7.3%  4.2%
stress
experience in
past 12 months ||
Four financial §| 9.5% 7.8% 27.6% 22.8% 33.3% 14.9% 43.6% 11.0%
stress
experience in

past 12 months
Table 2: Financial stress and distress by household size and labour force status

Carers reported that they were regularly paying for medicines (46%), health services and
equipment (21%), transport (36%) and insurance (22%) for the care recipient. Financial
stress may be attributed to the high rate of expenditure on the costs of care. Carers were
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asked about the financial contribution they made to the cost of caring. Aimost half of all
carers paid for medicines (46%), health services and equipment (21%), insurance (22%) and
transport (36%) (See Figure 6).

Figure 6: Percentage of carer making contributions to meet carers needs.
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The Caring Relationship

Care provided by families and friends occurs in the context of an existing relationship and is
often part of a loving relationship. The issues, needs and challenges faced within a care
relationship differ depending on the nature of the relationship, as well as the age, gender,
health of both the carers and the person receiving care, the nature and severity of the
condition or illness of the person being cared for, cultural expectations, the resources
available within the family unit or care network, and the capacity to access external support.

People have very different values, expectations, and experiences of caring and being cared
for. For some people, caring is an extremely positive experience, while for others it is
stressful and difficult. Care relationships also change over time and involve different decision
points and support needs depending on where people are at in the caring trajectory.

Carers were asked how their caring role had affected their relationships with the person they
care for and other family and friends. Many felt socially isolated and had lost their friendship
circles. Others felt a loss of intimacy in their relationship with the person receiving care.
Increasingly the care relationship becomes transactional rather than affirming and
sustaining.

[ am 73 and have Chronic Fatigue Syndrome which mostly manifests as mental
fatigue. My energy levels have declined until now I feel exhausted most of the
time. My wife did have a loving, generous nature. Now, although she is not
aggressive, I am constantly badgered with inane questions and irrational
behaviours caused by various obsessions. I am too tired to show kindness or
consideration and I cannot cope. [ am in the process of applying for permanent
residency for her at a nursing home. One of the obsessions is social phobia and
consequently she doesn't want to see anyone at all under any circumstances.
Because of this, although they are sympathetic, her friends, family and my
children stay away and anyway, are either too far away or have their own
problems.

255 respondents were both current and former carers. A former carer is a partner, relative,
friend or neighbour who has completed their caring role because of the death of the person
they were supporting or because the carer no longer has any involvement in caring. There
were 76 respondents who were former carers only.

It effects the time I have to spend with my other family members. It affects the
relationship I have with my partner and the time we have to even talk or
engage with each other.

12



Key Findings for Tasmania

e Care recipients were more like to be male.

¢ Most respondents were caring for one person with little or no assistance from other
family members or friends.

e The most common group of people being cared for by respondents were people with
physical disability, followed by people with a chronic condition and people who were
frail and aged.

e The typical person being cared for was an adult son with physical disability who is
not able to be left alone for more than a few hours.

o Most respondents provide 40 or more hours of care per week, and more than half
had been caring for 10 years or more.

This section outlines the Tasmanian results of the National Carer Survey relating to the
person/people being cared for because of their needs arising from a disability, chronic
condition, mental ill health, or advanced age.

The relationship between the care giver and care receiver is depicted in Figure 7. Eighty
percent of carers care for only one person. Where there was only one care recipient the care
providers were either a partner or spouse (45.7%) or adult children (33%). 13.2% of carers
were caring for a parent or parent-in-law, 2.6% caring for a brother or sister and 1.6% caring
for a friend.

Figure 7: Represents the relationship of the care recipient to the carer.

13.6% of carers are caring for two people and 5.4% are caring for three or more people.
Carers who are caring for one person are most commonly providing care to a partner or
spouse (45.7%) or child (33%).

Carers who are caring for more than one person are most likely to be caring for a child
including adult sons and daughters (91%), parent or parent-in-law (46%) or partner of
spouse (20%) (See Figure 8).

Figure 8: Represents the relationship of the second care recipient to the carer.
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Who is being cared for?
Males accounted for 55% of people being cared for and females (45%) (See Figure 9).

Figure 9: Gender of care recipient

The cultural background of the care recipient in 81.5% of cases was Australian (see Figure
10) and English was the most common language spoken (see Figure 11).

Figure 10: Cultural background of the care recipient

Figure 11: Language spoken by the care recipient.

Aboriginal and Torres Strait Islander people represent 4.6% of the Tasmanian population’.
Only 5.6% of care recipients identified as Aboriginal and Aboriginal and Torres Strait
Islander (See Figure 12).

" Aboriginal and Torres Strait Islander Population Tasmania, 2016 Census data summary
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Figure 12: Aboriginal or Torres Strait Islander origin

Figure 13 represents a breakdown of the primary conditions, ilinesses, or disabilities of the
care recipient 1 (CR1) by Tasmanian respondents to 2020 National Carer Survey.

Respondents were most likely to be providing care for person with a physical disability
(38.6%) or a chronic health condition (28.3%), 24.6% were aged or frail. Respondents to the
survey were able to include multiple conditions. It is likely that comorbidity such as mental
illness and an alcohol and drug dependency or chronic health condition and frailty due to
ageing is present in some care recipients.

188 or 19.8 % of all carers who responded to the survey were caring for more than one
person. Of those caring for more than one person the care recipient 2 (CR2) was most likely
to be a male child (including adult child). The mean age of the CR2 was 40.89 years and the
most prevalent condition was Autism Spectrum Disorder (58), frailty due to ageing (50),
mental iliness (47) and chronic health condition (42) (See Figure 14Figure 14.

Figure 13: Condition experienced by care recipient 1 (CR1)

Figure 14: Condition experienced by care recipient 2 (CR2)

15



Most care recipients (81.9%) lived in the same household as their carer (see Figure 15). In
instances where the carer was caring for more than one care recipient the second care
recipient was likely (65%) to also live with the carer.

Figure 15: Care recipients place of residence.

Carers were asked if they received help taking care of the care recipient from other family
members or friends. 56.6% reported that they were the only providers of care whilst 36.3%
had some help with care some of the time (See Figure 16).

Figure 16: Help received by carer.

Carers were asked if they were able to leave the person they cared for alone, and if so for
how long. In 37% of cases care recipients were only able to be left alone for a few hours at a
time and a further 21.4% were unable to be left alone at all.13.8% of care recipients were
able to be left alone for less than an hour. Figure 17 represent the length of time the care
recipient can be left alone.
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Figure 17: Length of time care recipients can be left alone.

The mean number of hours spent by carers in the caring role was 83.83 hours per week.
97.2% of carers had been in a caring role for more than two years and the mean length of
time carers had been in the caring role was 12 years.

The caring role

Many carers do not realise the significance of their caring role and view it as a normal,
unnamed part of their life.

The caring role and the tasks undertaken by carers varies depending on the nature of the
caring role, who they are caring for and the type of illness experienced by the family member
or friend receiving care. How care is provided includes:

e General household and daily living tasks including cooking, cleaning, dishes, washing,
ironing, grocery shopping, and gardening.

e Personal care such as dressing, washing and toileting.

e Emotional care such as providing emotional support and companionship. Supporting a
disabled sibling such as playing with them, assisting those with nonverbal skills.

e Family care such as looking after younger siblings, getting them to and from school and
to activities.

e Medical care and management including giving medications and injections and changing
dressings, help with medical appointments by accompanying a parent to a Doctor’s
appointment and acting in a support and advocacy role.

e Physical care walking, moving around, pushing a wheelchair, organising, or providing
transport to appointments.

e Financial care and support such as managing the family budget, attending to financial
transactions.

Carers were asked about the type of support they provided for the person they cared for
(See Figure 18Error! Reference source not found.). Over 70% of carers were checking on
the care recipient to see if they were okay. 9.4% provided transport, 78% helped with
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household chores including cooking, cleaning, and shopping. 79% were providing transport
to appointments or assisting them with navigating public transport systems. 75.6% provided
administrative support. Other areas were carers provided support were in personal care
(58.9%), communication (assisting with reading, writing, or helping the care recipient
articulate themselves in conversation), advocacy (54%), organising finances (58%) and
cognitive and emotional tasks (66%).

Figure 18: Type of support provided by the carer.

Carers were asked if they felt confident that they had the necessary skills for what they were
doing in their caring role. Most carers 33% felt confident in their caring role. The level of
confidence varied from somewhat confident (20.4%) to very confident (22%) with only 2.1%
of carers not feeling confident in their role as carer.

Carers frequently experience feelings of isolation, resentment, and anger in their role as
carer and commented that their relationship had “transformed the husband/wife relationship
to carer and care recipient”. Carers also commented on their lack of time for themselves,
and having no energy left.

“We are now more isolated- not helped by current pandemic. At first, I felt
resentful and angry, now accepting although sometimes resentful. He depends
on me totally, even when he does not recognise me and shows how much he
loves me. It is an honour and privilege to be able to care for him. He is a
lovely-although difficult at times-man-It has isolated us from some of our
friends. My role is now a carer rather than a partner”.

The caring role affected the carer care recipient’s relationship with several carers
commenting that they felt socially isolated and rarely had time to see other family members
and friends.
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No longer in a loving relationship once a carer. Relationship becomes defined
by the caring role. Family relationship are affected as frequently the care
recipients needs take precedence over the rest of the family.

Carers also commented that they were experiencing poverty, and significant financial
hardship and in some cases had ended up with no savings or superannuation.

“As I am getting older, 1 find it more difficult to constantly be providing
emotional and practical support. [ worry a great deal about what is going to
happen when I am no longer able to give support or simply, I am no longer
here. Other family members help but o know they are not going to be able to
provide the support I am currently giving."

Care recipients with psycho-social disabilities and mental iliness present a challenge to
carers as the external presentation of the care recipient often masks their internal world.
People do not understand how an individual that presents his/herself as articulate, talented,
attractive, and capable can also have a mental iliness.

Since mental illness can be episodic, my experience currently is atypical of my
total experience, as my son is currently able to live well enough independently.
But in the first 10 years, the stress and grief and financial loss was quite
considerable and many of my responses to this survey would have got reversed
answers, back then.

When the caring role ends

The caring role may change over time with some current carers also being former carers to
another care recipient (see Table 3). Twenty five percent of current carers had also been
former carers and 7.4% or respondents were no longer in a caring role. The median number
of years former carers had spent in a caring role was nine years.

Carer Status Count %

Former carer only 76 7.4%
Current carer 948 92.6%
Current and former carer 255 24.9%

Table 3: Current and former carer status.

53.9% of former carers had ceased in the role of carer more than a year ago. This was due
to due to the care recipient dying (28), someone else taking over the caring role (12),
because they could no longer continue in a caring role (14) or for other reasons (23) (See
Figure 19).

19



Figure 19: Former carers reasons for ceasing care.

“There are many carers who dread what will happen to them after the person
they care for dies. They are looking at JobSeeker (Newstart) and the financial
commitment taken on in consideration of their career - e.g., rent or mortgage -
they could lose their home. For many they have lost contact with career/work

and are emotionally and physically long-term exhausted.”
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Health and wellbeing of carers

Key Findings for Tasmania

Nearly half of the carers who responded reported high or very high psychological distress.

One third of respondents felt highly socially isolated.

Carer wellbeing is considerably lower than that of the general population.

Most respondents felt that their family members and friends recognised and valued their caring role, but less than one in
five felt recognised and valued by government.

The isolation that occurs with friends and family who wish not to participate
with the person you are caring for EG visit only Easter, Christmas, Birthdays,
Anniversaries.

Carers were asked about the level of satisfaction in various aspects of their life (see Table
4). Most notably 60% of carers were very satisfied with their future security. However, 44%
of carers were extremely dissatisfied with their feeling of safety and their standard of living
(30%). Most carers had some level of dissatisfaction with their health, feeling of being part of
the community and their life overall.

Satisfaction with
Level of health achieving standard personal feeling feeling future life
satisfaction in life of living relationships of part of the security overall

safety community

Extremely 11% 9% 30% 11% 44% 19% 23% 24%
dissatisfied
Very dissatisfied 15% 7% 17% 6% 15% 10% 10% 13%
Moderately 13% 8% 14% 6% 10% 10% 10% 12%
dissatisfied
Slightly 1% 8% 10% 6% 6% 9% 8% 11%
dissatisfied
Neither satisfied 17% 22% 16% 16% 13% 31% 20% 16%
or di isfied
Slightly satisfied 9% 10% 4% 9% 4% 6% 7% 7%
Moderately 8% 12% 4% 9% 2% 8% 5% 7%
satisfied
Very satisfied 8% 12% 3% 11% 3% 6% 60% 3%
Extremely 8% 13% 3% 26% 3% 1% 1% 7%
satisfied
NB: percentages have been rounded

Table 4: Percentage of carers and level of carer satisfaction

Creates social isolation as we exist on the margins of society mainly within the
disability sector. Family and friends gradually distance themselves.

The 2020 National Carer Survey included three validated scales designed to measure health
and wellbeing. The domains measured were subjective wellbeing (the Personal Wellbeing
Index), psychological distress (Kessler 5-ltem Scale of Psychological Distress) and social
connectedness (the Friendship Scale). It should be noted that these health and wellbeing
measurements are likely to have been impacted by widespread restrictions on gathering and
public movement in many parts of Australia at the time the Survey was conducted, due to
the first wave of the COVID-19 pandemic. Results should therefore be interpreted carefully.
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Personal Wellbeing

The Personal Wellbeing Index (PWI, Cummins et al. 2003, IWB 2013) measures satisfaction
with life across seven domains, which can either be assessed individually, or collectively as
an overall indication of personal wellbeing. Values are calculated to be expressed in the
range from 0 to 100% for each domain and the overall index. Table 12 shows the mean
scores for the overall index and for each of its domains, as well as a comparison to the
scores calculated for the general population of Australia (the ‘normative mean’, obtained
from Khor et al., 2020).

Tasmanian survey respondents reported low levels of satisfaction in health, achieving in life
and community connectedness. 70% of respondents were satisfied with their standard of
living and 74.6% felt personally safe (see Table 5).

At times isolation, boredom, anger and resentment. Our whole lives have been
taken away by a muscle wasting condition. Seldom go out - too difficult. And
fed up [with] friends and relatives telling us what we "should" do.

Dimension 2020 Tas 2020 normative Difference
Carer Survey mean (Kohr et al (%points)
mean (%SM) 2020) (%SM)

(N=)
PWI 60.6 75.3 -14.7
Standard of living 69.6 78.2 -8.6
Health 55.3 74.4 -19.1
Achieving in life 54.9 73.4 -18.5
Personal 59.6 79.3 -19.7
relationships
Personal safety 741 79.6 -5.5
Community 56.1 71.2 -15.1
connectedness
Future security 58.3 71.2 -12.9

Table 5: Carers PWI score in comparison to the general population.

Psychological distress

Psychological distress was measured using the Kessler 5-ltem Scale of Psychological
Distress (K5), which is categorised to indicate low to moderate (score of 5 — 11), or high to
very high levels (score of 12 — 25) of negative emotional experiences by people in the
previous four weeks prior to completing the survey.

Carer’s levels of psychological distress ranged from low/moderate to high/very high. The
lowest score was five and the highest 23 and the mean score on the K5 was 10.03 indicating
a moderate level of psychological distress amongst carers. 64% of carers reported low to
moderate distress levels. Of interest is a higher prevalence of psychological distress in
carers than recorded in previous surveys which may be attributed to the COVID-19
pandemic.

1t is soul destroying, lonely and sometimes thankless work. People often say
chirpily 'yvou must look after yourself’ not realising there are no options to do
that when your loved one is still at home. Family/spouse carers become
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invisible in time. People don't want to hear the challenges you face so you
learn to not talk about issues to avoid people's eyes glazing over with
compassion fatigue. I would rather jump off a bridge than undertake the carer
role again and certainly will never ask anyone to care for me.

Carers were asked several questions relating to their experience of relationship during the
previous four weeks. 66% of carers felt that they were able to relate to others at least half of
the time. 48.3% of carers felt isolated from other people about half of the time during the
previous four weeks. 62% reported having someone to share feelings with and felt that they
were isolated from other people and 50% felt that they had someone they could share
feelings with.

Although there are services for carers I feel very alone in my personal and
social life.

Carers were asked how easy it was to get in touch with others when needed during the
previous four weeks. 35% of carers felt that they were almost always able to get in touch
with someone when needed. Figure 20 depicts the overall level of social connectedness felt
by carers over a four week period. 23.9% of carers felt highly socially connected, a further
19.4% felt some social connection and 17.9% felt socially isolated.

Figure 20: Experience of social connectedness

| have had poor mental health before, during, and after my role as carer for my
elderly grandmother. | did not feel entitled to access respite services as my
grandmother's personal care needs were minimal. While | recognise now that |
should have sought support and would have the skills and confidence now to
do so, | was unable to then. I'm not sure how this could have been overcome.
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Maybe as a requirement of getting the Centrelink Carer's Pension there should
be areview of the caring role and how the carer and care recipient are coping,
If adjustments need to be made, and plans going forward e.g. servicesto
access.

Paid work

Carers were asked about their paid work and the impact that their caring role had on their
employment. 189 carers responded to the question relating to employment status (See
Table 6). 71% of survey respondents were not in the labour force and the average age of
those not in the labour force was 66 years. This would suggest that many are of retirement
age. 71% of those not in the labour force were women and 28.4% men.

Employed (%) Unemployed Not in labour
(%) force (%)
Total (N=845) 224 6.6 71
Age (Mean) 51.0 years 54.5 years 65.9 years
Gender Female (N=600) 82.7 80.0 71.5
Male (N=202) 16.8 18.2 28.4
Non-binary (N=1) 0 0 0.2
Education Bachelor or higher 36.7 20.0 20.0
(N=189)
Certificate/diploma 45.8 47.3 31.5
(N=285)
High school (Yr. 12 11.3 21.8 23.2
or more) (N=163)
Less than high 6.2 10.9 25.3
school (Yr. 12 or
equivalent)
(N=160)
Disability 235 52.7 30.8

(N=783)
Table 6: Education and employment status of carers

55.9% of respondents were in permanent employment (part time or full time), a further
14.9% on either a part time or full-time fixed term contract and the remainder either casually
employed (18.6%), self-employed (8.0%) or an independent contractor (0.5%) (See Figure
21).

“You didn’t ask about my salary? Only partners? I do not want to be treated
benevolently I would like to be treated as holding an important role in
society”.
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= Permanent employment (part
time or full time)

m Fixed term contract (part time
or full time)

= Casual employment

Self-employed

= Independent contractor

Figure 21: Employment status of carers

2%

Carers were asked about flexibility in their workplace and the working arrangements
available to them to accommodate their caring role (See Table 7).

Type of flexibility Count
Flexible start/finish times 83
Working from home 39
Job sharing 7

Paid personal leave (from the ten accruable 62

days per year) to be used for sick leave and/or
carers leave

Paid carers leave in addition to the 10-day 27
entitlement

Unpaid carers leave (from the 2 days most 19
workers are entitled to)

Additional unpaid carers leave granted by 13
employer

Annual Leave (holidays) 65
None of the above 28
Other flexible work arrangements 24

Table 7: Flexible working arrangements used by carers.

%
43.9%
20.6%
3.7%
32.8%

14.3%

10.1%

6.9%

34.4%

14.8%
12.7%

Over 60 % of carers had access to either flexible start and finish times or the ability to work
from home. Many (32.8%) took paid personal leave to enable them to undertake their caring
role. Carers were then asked about the impact of their work on their caring role. 46% of
carers felt that they were often so emotionally drained when they finished work that it
impacted on their ability to provide care. 46.6 % of respondents felt that they missed work
activities due to the amount of time that they needed to spend caring and 32.5% felt that
their caring responsibilities impacted on their capacity to concentrate in their job. 47.2 % of

respondents felt that they were able to develop close friendships in their job.

When I was caring for my grandmother my mental health suffered as I never
had a break from my role, and felt alienated from my peer group who were
pursuing marriage and work (I cared for my grandmother aged 21 - 28).
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Carers were asked about the impact that their caring role had on their employment. Carers
reported experiences such as having to quit work or reduce their hours of work in order to
undertake their caring role. Figure 22 depicts the most common impacts of caring on
employment.
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or looking for working hours qualifications than prepared to
work to care have become anticipated to meet demands

out of date care of job

Figure 22: Most common impact of caring on career trajectory.

There are many carers who dread what will happen to them after the person
they care for dies. They are looking at JobSeeker (Newstart) and the financial
commitment taken on in consideration of their caree - e.g. rent or mortgage -
they could lose their home. For many they have lost contact with career/work

and are emotionally and physically long-term exhausted.
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Carers Confidence in using the internet.

Carers were asked about their level of confidence in using the internet to find information,
access online support services and to stay in contact with friends and family. The level of
confidence varied across the activity the carer was undertaking. Overall carers were

confident in accessing online support services, using the internet to find information about

caring and staying in contact with family and friends (see Figure 23, Figure 24, Figure 25).

Corvlichen co ks ing thee Inbacnet 0o scce s onling
EifaCnT S8 iles

Figure 23: Carers confidence in using the internet for online support services
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Figure 24: Carers confidence in using the internet to find information.
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Figure 25: Carers confidence tin using the internet to stay connection
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Services and support

Aged care services are designed for people over the age of 65 years (or over 50 years of
age for Aboriginal and Torres Strait Islander Australians). These services include home
support (cleaning, community transport, aged care services) via the Commonwealth Home
Support Program (CHSP), Home Care Package (HCP) designed for those with more
complex needs (personal care, nursing and allied health services, assistive technology and
social support services). Aged care services may be funded privately or via and aged care
package or other government funded service.

The National Disability Insurance Scheme (NDIS) provides government funded services to
people under the age of 65 years who have significant or permanent disability.

The following section outlines carers response to a number of questions relating to their use
of these services.

Key Findings for Tasmania

. 172 respondents were caring for someone with a Home Care Package (Level 1 to 4), 157 with a
Commonwealth Home Support Programme (CHSP) and 273 respondents were caring for an NDIS
participant.

e  Aged care and NDIS services were much less likely to meet carers’ needs than the needs of the people they
were caring for.

e  The mental health services most used by people being cared for were private psychologists and
psychiatrists.

. Respondents found accessing information about aged care, disability, and mental health and carer support
services difficult, and coordinating those services complex and time consuming.

e Long waiting periods to access services or assessment were a common challenge across all service types.

e  Carers were particularly unlikely to be asked about their own needs when accompanying the person, they
care for to the GP, a hospital, or community service.

e  Carers reported having limited time away from the caring role, and most are constantly thinking about their
caring responsibilities when undertaking other activities.

Aged Care Services

Nearly half (45.7%) of respondents indicated that nobody they cared for currently needed
aged care services (See Figure 26).

Type of aged care services used

500 433
400

100 . . 37 19 15 64 23
O || — —— - —

No Aged CHSP Home Care Private  Residental Doesnot Other Aged Needs aged

Care Package Aged Care Aged Care know which Care care
Services (Level 1to  Services type services services,
4) but cannot

access

Type of Aged Care Service
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Figure 26: Types of Aged Care Service provided to care recipients.

Care recipients in 18% of cases had a government funded Home Care Package (Level 1, 2,
3 or 4) and a further 16% used entry level, aged care services subsidised by the
Commonwealth Home Support Program (CHSP). Fewer than 10% indicated that the older
person they were caring for were accessing residential aged care (2%) or other aged care
services (6.8%).

1 totally feel that when it all boils down, we have to accept it and get on with it.
Although on paper it appears, we are acknowledged and assisted we definitely
are not. We are encouraged to keep our elderly at home, but are not assisted
physically, mentally, or financially, it's most certainly the hardest job I've had.

Carers of people using aged care services were asked to respond to a range of statements
about the nature, quality and impacts of those services on themselves and the person they
care for. Over half (61%) had been provided with all the information they needed as carers.
Under half of all respondents (46%) were asked about their needs as a carer (See Figure 27
and Figure 28) when accessing aged care services.

Figure 27: Needs as a Carer

Figure 28: Provide information.

65% of carers felt that the aged care services received by the person that they cared for
enabled them to have a break from proving care. Although carers were able to have a break
from their caring role by utilising aged care services only 42% of carers were able to keep
their job or return to work having finished in their caring role (See Table 8).

Aged Care Services (%)
Giving break from providing care 44.7
Enabling to stay in work 27.2
Meeting Care Recipient Needs 53.5
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Meeting Carer Needs 40.9
Meeting Quality and safety expectations 52.1
Easy to organise 42.6
Care Recipient not eligible 3
Services at a lower level that required 7.5
Long waiting periods for assessment 54
Long waiting periods for service 10.2
Not available locally 2.8
No culturally appropriate services available .8
Quality or safety concerns 4.1
Cost too high 4.7
Difficult to find information 8.0
Takes too much time/energy to organise 7.6
Care recipient did not want services 7.7
Other 5
None 9.4

Table 8: Aged care services and level of satisfaction of care

53.5% of carers felt that the needs of the person they cared for were being met and 52.1% of
carers felt that their expectations for quality and safety of care were being met.

National Disability Insurance Scheme (NDIS)

The care recipients of 43% of carers were not receiving services from the National Disability
Insurance Scheme (NDIS) and 29% had a NDIS plan. Just under 5% of care recipients
although needing NDIS support had not been able to access these services at the time of
the survey. A further 1.3% used disability services outside of the NDIS.

Carers commented that the NDIS focus[ed] only on the recipient [were] not interested in [the]
needs of carers. Some carers reported feeling pressured to apply for NDIS funding by
service providers.

Was pressured to apply for NDIS because our current service is underfunded

and there is more funding in NDIS. Was turned down and needed to provide

more information. Still haven't gotten this information to NDIS because it is
causing too much emotional upset to deal with it.

Many carers were able to access the supports and services that were required through the
NDIS however others reported long, and drawn-out waiting periods and challenges having
the care recipients needs met.

We have been trying to get a home mod done so that my son's wheelchair will
fit through the doorways of our home. This has been ongoing for 5 years. We
have days where we cannot get him out of bed. We have had so many reports
done, gone through rule changes, been told all our information was lost due to
the portal crashing, our story has had to be repeated over and over due to staff
changes - it is exhausting!

Carers were asked a number of questions about the supports provided through the NDIS.
Whilst 44.6% of carers felt that the care recipients’ needs were being met only 24.6% of
carers felt that their needs were being met (see Table 9).
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NDIS Services (%)
Giving break from providing care 37.8
Enabling to stay in work 254
Meeting Care Recipient Needs 44.6
Meeting Carer Needs 24.6
Meeting Quality and safety expectations 43.8
Easy to organise 28.3
Care Recipient not eligible 3.9
Not enough funding 5.8
Services outside the NDIS not available 4.0
Services at a lower level that required 5.8
Long waiting periods for assessment 8.1
Long waiting periods for service 8.5
Not available locally 74
No culturally appropriate services available .3
Cost/Co-payments too high 3.7
Difficult to find information 11.6
Takes too much time/energy to organise 9.9
Care recipient did not want services 4.1

Table 9: NDIS services and level of satisfaction of care

Carers were asked about their experiences with the NDIS and other disability services.

Figure 29 reflects how common a range of key challenges were among carers accessing

aged care services with or on behalf of the person(s) they care for.
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Figure 29: Challenges when accessing aged care services.

The local area coordinator (LAC) / NDIS planner...

We have a wonderful LAC and a great team of therapists, but we have lost
valuable time in early childhood just waiting...
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Local Area Coordinators (LAC) are employed to assist individuals with understanding and
accessing the NDIS. A LAC is frequently the main point of contact for the NDIS and will
connect people with disability to support services, activities in their community and other
government services. The role of the LAC also included working directly with communities to
encourage accessibility and inclusiveness for all people living with a disability.

Carers were asked about their experiences with LAC when providing care for NDIS
recipients. Approximately 45.9% of carers reported that then were asked about their needs
as a carer and similarly 47.1% said that they were provided with information.

Carers were asked if they had any comments to make regarding the NDIS. Several
commented on their frustration with LAC and the process of developing NDIS plans for the
recipient.

LAC being unfriendly, won't listen to needs, makes up the plan to suit herself
make her job easier. Do Not know where to go or who to speak to get a new
LAC.

NDIS Plans

NDIS Plans outline the individual goals for the NDIS recipient and the supports that are
required to achieve those goals. Carers were asked about how the support included in the
care recipients NDIS plan impacted on them. 50.6% of carers were able to have a break
from their caring role and 34.3% were able to stay in work as a result of the supports and
services that were provided to the care recipient through the NDIS.
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Figure 30: Carer inclusion and supports in the NDIS.

Carers were asked to comment on their experience with NDIS Plans. Some expressed that
they have been extremely happy with our NDIS plans and how they have been organised.
Other’s experiences were not so positive expressing more challenging experiences.
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NDIS Planner has been extraordinarily difficult to contact and telephone
support/communication with/ from them has been non-existent to date apart
from one email which has remained unanswered/followed up.

Challenges with the NDIS and other disability services

Many carers faced challenges when accessing disability services. Carers provided
comments on their overall experience with the NDIS.

Really quite disgusted by the whole process which was demeaning... It felt like
charity and made us feel like beggars. We do now have a reasonable 2-year
plan which is used for psychiatric, counselling, OT and exercise physiologist at
this point. Nothing for social needs. He never leaves the house, and he's 28
and relies on me for all of his emotional, social and prompting for even basic
hygiene. It's very difficult and exhausting. Sorry to sound so negative. I love
them both dearly, but caring at this level, while working part time as well in
disability, is the toughest gig I've ever had on my plate.

Figure 31 reflects how common a range of key challenges were among carers accessing
disability services with or on behalf of the care recipient.
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Figure 31: Challenges with accessing disability services.

Mental health services

Carers of people accessing mental health services were asked to respond to a range of
statements about the nature, quality and impacts of those services on themselves and the
person they care for. Carers were asked about their experiences with mental health
services, whether they cared for someone who uses mental health services, including
government funded community services, hospital services and Medicare subsidised clinical
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support (e.g., psychology appointments) that assist people experiencing mental ill health or
living with a mental iliness (See Figure 32Figure 32: Mental Health Services being ).

Figure 32: Mental Health Services being accessed.

33.9% of carers said that they were asked about their individual needs when accessing
mental health services with a care recipient. 41.6% of carers were provided with information
that would assist them in their caring role. A smaller percentage of carers (20.6%) felt that
mental health services available to the care recipient enabled them to have a break from
their caring role and 14% were able to stay in work as a result of the services available

(Figure 33).
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Figure 33: Carer inclusion and support in mental health services
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Carers of people accessing mental health services were asked whether they or the person
they care for had experienced any of a range of commonly reported challenges when
accessing mental health services.

NW Tasmania has appalling mental health care. we travel to Launceston. We
previously used to go to Melbourne.

Some carers reported a lack of understanding from providers of the needs of the care
recipient.

The agency refused to accept the person because he was agitated and
distressed during a preadmission interview. The staff member took this
behaviour as a personal insult and not part of the behaviour of someone who is
unwell, anxious and afraid and refused admission. This resulted in suicidal
behaviour, a period of homelessness and a great deal of distress for the patient
and family (including myself) until we could persuade the person to seek
treatment again.

Of the carers surveyed 51.6% were not caring for someone who required mental health
services. Of the 48.4% of care recipients who were accessing mental health services. 5.9%
were using hospital based mental health services as an admitted patients or accessing
services through out-of-hospital care. A further 15.5% was seeing a private psychologist or
psychiatrist and 4.5% were using community mental health servcie such as drop in clinics, or
rehabilitation programs.

After four calls to the ambulance service my Son was finally admitted to
hospital for 8 weeks, he was discharged, one week later he was admitted to the
psyche ward after attempting suicide by overdose. He also while in hospital the
first time tried to take his life twice, the nursing staff were unaware, and my
Son was laying by the bed with a plastic bag on his head while the nursing staff
discussed whether they should locate him as he wasn't in bed. They decided no.
He also cut at his left wrist after taking off his id tag and [ was the only one
that noticed.

A small percentage of care recipients (4.6%) needed mental health servcies but had been
unable to access them.

Was to see a psychologist was on waiting list but psychologist died and was not
referred to another.

Carers reported that the mental health services provided were at a lower level than was
required, there were long waiting periods for services, services were not available locally,
were not culturally appropriate and the costs and co-payments were too high. The most
reported challenge was the long wait for service access (25.5%) (see Figure 34).
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To provide full time care to a person with a mental illness means using all my
savings to try to make their life a little better & then realizing that my money is
gone & [ am in debt.

30
25
20

% 15

Figure 34: Challenges with accessing mental health services.

Hospital and GP Visits

Carers were then asked about their experiences when the person they care for accessed
health services, including general practitioners (GP) or family doctors, community health
services and services within hospitals.

Psychiatrists and specialist doctors-finding me (carer) offensive for
questioning over the types of medications differing from theirs and me being
too overprotective and caring. Domestic and personal provider service
personnel being under-trained, under-educated...I complained to HR who
agreed and told me it was common to receive complaints ... Is Tas more of an
exception than the rule i.e., "the mainland". Yes, I think so.

Fifty percent of carers felt that the care recipient’s general practitioner provided them (the
carer) with information however, GPs did not tend to ask carers about their own needs for
support (see Figure 35).
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Figure 35: Carer inclusion and support by general practitioners (GPs)

1 objected to the Privacy Act where our family member was concerned, as most
of the time she was unable to think clearly, and we were treated as if we didn't
exist, when we asked for help.

Carer’s experiences with accompanying the care recipient on a visit to the hospital or
community health service reflected their experiences with GPs with 50% of carers feeling
that their needs were not considered however information was provided to the carer in 50%
of cases (see Figure 36).
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Figure 36: Carer inclusion and support by hospital and community health services

Respondents were asked to comment on their experiences with health services. Many
commented that although staff were pleasant and supportive many of them needed more
specialised training in aged care and training to better understand the needs of and how to
communicate with people with dementia.

All staff I enchanted at the Royal and St Johns need training and
understanding of how to communicate with someone with Dementia. My
experience is, mention the word dementia and everyone demeanour changes, it
is absolutely shocking!

Comments ranged from carers feeling they were treated with extreme care and respect to
feeling unheard and unacknowledged.
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My needs as a Carer are rarely addressed and I am often treated as an
obstacle in providing care to my father, especially when I ask questions to
better understand what is happening. Some services do at least try, but they
are in the minority.

Many carers reported poor communication between medical practitioners (GPs and

specialists) which resulted in an inconsistency of care. Pharmacists were spoken of
positively:

Specialist appointments once a year are a waste of time - achieves nothing -
Jjust ticking off another patient - like xmas cards - better off talking to
pharmacist everyday if required.

I have been told to sedate my daughter next time she needs an X-ray, because
she had a meltdown. When I asked for help because of being over stressed, the
doctor stated “what do you have to be stressed about “in an inappropriate
way. Another doctor told me to sign forms to take my sons rights away
because his has autism. Having to fight for everything because there is no
understanding of complex diagnosis.

After very disappointing care at our only public hospital my husband refuses to
go there again. They are totally understaffed and do not have any concept on
how to care for someone with high care needs. We have private health cover
and prefer to go to a private hospital but if an ambulance comes to assess my

husband, they are required to contact the private hospital to see if they will
take him. As they said no in the past; we now order a maxi taxi (he has electric
wheelchair) and just head straight to the private hospital emergency dept - and
they accept him.

Carers were also asked about support services that they were currently using and what they

needed (See Figure 37). Carers were most in need of planned respite and carer specific
face to face information sessions and workshops.
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Figure 37: Use and demand for care support services

Carer Gateway

The 2020 National Carer Survey was conducted between April and June 2020, concurrent
with the launch of a range of new, in-person services under the National Carer Gateway.
The Carer Gateway is an Australian Government initiative delivered in Tasmania through
Care2Serve. Care2Serve offers practical information and advice to carers and help with
access to services, supports, counselling and coaching services.

It was therefore timely to ask respondents about their awareness of these services, so that
results can be compared in future years as the service system matures. Carers’ current use
of, need for, and the most common types of carer support services were also captured to
allow for comparison over time, as the use of Carer Gateway services develop and other
associated service reforms (e.g., in the aged care and disability sectors) progress.

I haven’t really found the help I need as a carer. I didn't feel I fitted in Carers
Tas. I hate the name care2serve. I hate how everything is couched in terms of
needing a break so you can care for loved one - motherhood type speak.

Do carers count as actual people with need for support as people not just so
they can continue caring?

Figure 38 depicts the percentage of Carers that were aware of the Carer Gateway. Although
63% of respondents had heard of the Carer Gateway only 13.8% of respondents had used
the gateway to access services.
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Figure 38: Awareness of Carer Gateway

Carers were asked to respond to several statements about their caring role and their
capacity to take time out from caring and the quantity and quality of that time.

Planned respite is too costly for pensioners. We are both full pensioners and it
is with hardship to provide a break for me if I have to pay for his respite as
although we own our own home there is still maintenance to be met as well as
the usual ongoing costs.

42.8% of carers felt that they never got time out from their caring responsibilities and 58.6%
of carers felt they were able to take just enough time out from their caring responsibilities to
keep going. Only 33% of carers felt they were able to take the time out from their caring role
to relax and recuperate and slightly more (35.9%) were able to pursue their own goals and
interests when they were taking time out.

Most carers were unable to disconnect from their caring role with 80.3% reporting that when
they had time away from their caring responsibilities, they were still constantly thinking about
the needs of the person they care for.

Carers felt that there were often long waiting periods to access services and that carer
services were at a lower level than required, often not available locally and did not meet the
needs of the carer. 8.9% of carers reported concerns about the quality or safety of the
services available and 10.5% felt the costs of services including co-payments were too high.
Carers also felt that it was difficult to find information about the services that were available
and how to access them.

Carers were asked about their current level of awareness of the Carer Gateway (See Figure
39). 50% of respondents had heard of the Carer Gateway however they were not using it. A
further 36% reported not having heard about the Carer Gateway.
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Figure 39: Awareness and use of the Carer Gateway.

Carers were then asked about their uptake of a variety of types of support services and if
they were currently using them of if they would like to use more of the supports offered.

Some carers expressed that there were additional supports that could be offered to carers
that were more practical and appropriate to their needs.

From what I've seen, Carer Gateway doesn't provide the type of care I need.
When my husband has been in the hospital, I would like to have an overnight
room available to me and/or I would like transport home. I've been left
standing at bus stops in the middle of the night hoping the bus will take me
home. You don't know how scary and lonely that is. If something happens to
me, I would like to know that I can call on a person to check on my husband.

Areas of greatest need for carers were face-to-face workshops and information, planned and
emergency respite and counselling. Whilst the Carer Gateway offers these supports there
are other stressors carers face on a day-to-day basis that could be alleviated through
additional supports.

At home, I've got a mountain of paperwork to deal with, but there are no
services to help with that. I can have the lawn cut for $50 or get the house
cleaned for 8100 but I can't get anyone to sit down with me for a day and make
some progress on the paperwork so that my stress level can go down so I can
deal with my husband's situation better.
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Conclusion

This summary report has provided an overview of the Tasmanian results from the 2020
National Carer Survey. A valid sample of 1024 current and former carers of diverse
circumstances and backgrounds responded to the survey, resulting in important insights into
the health and wellbeing of Tasmanian carers. The survey responses also provided insight
into the impacts the caring role has on carers.

The results presented provide an informative snapshot of Tasmanian Carers during the
COVID-19 pandemic and offer a detailed analysis of carers health and wellbeing and their
experiences of inclusion and support.

The findings of this report will be used by Carers Tasmania to advocate for improved
services and supports for carers and most improtantly the need for carer recognition.
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Appendix A: 2020 National Carer Survey Questionnaire

CarersNSW 2020 NATIONAL
CARER SURVEY

E
é Australia

Thank you for taking the time to completa this survey. By sharing your opinions and
exparionces, you will help the Natioral Network of Carer Associations advocato for greater
recognition and support of carers across Australia, Please take the time to read the enclosed
Participant Infarmation and Consent Form prior to particpating,

Tharo ara two ways you can comprare the survey:
1} Online via the webste http /ot ' 2020Nstiona CarerSurvey by 30 June 2020
2} By completing this form and retuming it in the reply pad enyelope provided, no ister than 30 June 2020

The survey shouid take you spprosemately 20 minutos depending on your meponses. You can loave sy question
Blanke if it ddoas nat apply to you, or i you wauld prefer nat 1o aniwer Yaur resperses will e anarymaus

A the and of the survay, you vl be asked whathar you would tke 1o be comtacted for a fellow-up study on the
long-term effects of carng In 2022, You can parscipate in this survey regardiess whather you chaose to be part of the
foluw-up study

By completing and returring this survey you indicate that you have read the enclosed Participant infoemation
ard Consent Form, that you volantarily agree to participate, and that you are at least 16 years of age.

If you have any quastions showt this gavey, plkasse contact the Carors NSW Research Tearm on {02 9280 4744
of emal ressarch@care s org.

SCREENING QUESTIONS

1. Inwhich state or territory do you live?

) Austrafian Capitsl Territory ) New Soush Wales
) Nerethem Temtory [ Queensiand

7] South Austraia [0} Tasrnania

] Victoris ) Wastern Australe

2. Do you look after scencone (or help look after someone) who has a disabllity, mental liness, drug or
alcohol dependency, chronic condition, dementia, terminal or serious lliness, or who needs care due to
ageing?

) Yas (go to Question 3}
) Nez currently, bt | bave in the past (go to Quastion 3)
[ No dmfarturately you da not it our resprondent prohle, Thank you for your inderest |

3. Is/was the person you care(d) for a family member, friend or neighbour?

) You (H you curruntly provide care pleass go te Queition 4, ¥ you no longer provide care plese
go to Question 18)

[ Ne, | enrn far th paraons) e paid wire (o moses, waspoet warker) (Usdarturataly you do rat B oo
reseondent profia. Thark you far your niterass )

3 Nes, | o foar tha pearsandy) e o foemal wekuitise (Unfarmunately you da not fit aur sespandant peofile
Thark you far your inteeest)

AlL CARERS « AN AUSTRAUA THAT VALUES AND ALL CARERS * AN ALSTRALIA
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SECTION 1: THE CARING RELATIONSHIP

4.

How many people do you care for?

The follawing questons ane about the persco/peogie you tare for because of their needs arising from o disebdiny,
chronie condtion, mantal (1 hashth or advanced aga. Hyou cam for mone than ane person, phkase comgplomw boh
columns, thinking sbout tha two peapia you provica tha most cara far,

PERSON 1 PERSON 2

5. What is this person's gendar? 5. What is this person's gender?
] Femals ] Female
) Mua ) Mae

7.

9.

[2) Nerbnary / gandar diverse

) Their gender identity ise't listed
They dertily as:

] Prefer not to say

How old & this person? &
years

What is this person's relationship to you? r

Thiy ace iy

[]  Parent or parent in low

] Parirer o spouse

[ Omild fndd. sdult aonm o daugheen
[T Brother or saser

L] Gandpirene

] Frend

[ Neighbour

[ Other, pleass specily

What is this pearson's cultural backgrousd? 8.
{e.q. Izafian, Chinase, Australlan, otc |

Dcees this parson speak a language other 9.
than English at home? (c.g Vetramese
Foabar

[ Yas, they spuak

[ No, English only

) Non-brary / gender diverse

[} Their gandar dentity isn't [nea
They iderady 33

[ PFreler not to sy

How old is this person?

yeoars

What Is this person's relatlonship to you?

They aes my:

) Pamet ar parent in hw

(1 Panner or spouse

L Childind. adult s or daughien
[ Beother or wster

0 Gandpaenm

1 Friend

[ Neghbow

L1 Qther phease specily:

What is this person's cultural backgroued?
@.g ltalian, Chinese, Australian, etc)

Does this person spoak a language other
than English at home? lo.g Vietnamese,
Aunlan

) Yies, they speak

1 No, Erglish oniy
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PERSON 1 (continued)|

10,

"

12,

I8 this person of Aboriginal or Torres Steait 10,
Islandor arigin?

i] No

[0 Yes, Aborigral

(] Yas, Torres Strait lslsnder
[ Yas, both

[ Prefer not to say

For what conditions / disabilities / llsesses 1.
does this parson need your care?

Please tick af that apphy evan if the persen you

cam Sor has rot smcaved an officinl dlagnoss

[ miysical chsability

] Sersory mpairment (e.g. loss of heenng or
loss of vaon}

) Frodty due to ageng

) Intelioctual dsability

[0 Autiam Specium Disorder

) Mental dneas

[0 Drug or slechol depandenty

] Dementia

) Chvenic beatth condbion

) Temminal ar serous ilness

[ seepivad tean injury. stk

[ Neurdlogical condition le.g oplepsy,
Padorsons deense, multiple sclerosis!

] Crher. please specify:

Do you and the person you care for live in 12,
the same household?

7] Yos

[ Ne, they live separainly

7] No, they ve with snother family momrber or
friend

) No, they live m a core facility {e.g.. nursing
home)

[7] No, thay ive m supported socommodston /
8 group homa

) Oahee, plomss sgmeily:

PERSON 2 (cominued)

Is this person of Aboriginal or Torres Strait
Istander origin?

(2 No

[ Yes, Abonginal

[ Yes, Toerms Stratt Isfander

) Yez, beth

[71 Frefer not to =y

For what conditions / disabilities | linesses
does this person need your care?
Pleaze tick all that npply, even (f the pemen you
carn for has not eceled an offical diagnass

[ Physica cSsabaty

[ Senscry imparment (e.a lass of haaring or
loas of vision)

[ Frolty due to ageing

[ Intefloctuol dissbilay

1) Auram Spectrum Daorder

2 Mental iliness

[ Dvug ce alcoho! dependancy

[ Damentin

[0 Chone haalth condition

[ Terminad or senous dineas

2 Acquered braln injury, stroke

[ Naurological conditian (0.9 opilopay,
Parkinson’s deaase, multiple scieross)

[ Orther, plesse specify:

Do you and the person you care for live in
the same howsehold?

2 Yer

) No they live separanshy

[} No, they live with another fanvily mambar ar
friend

[ No, they live in o cave facility Jo.g., nussing
home)

[ No they live i supported sccommadstion /
& goup home

2 Daher, plawse specily
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PERSON 1 (continued)

13

14,

13

18.

.

18

19.

Do any other family members / friends help
take care of this persen?
) | am the oriy one who provides cam

[J | provide the mast care, but others halp with
CAm Ao etiney

] Somecns alse provides the most care, bua !
halp with care sometmas

How long can this person be left alone?

] Not at of

) Lass than a6 how

) A fow haurs

] Ova day

[ & fow dlays

) Mere than a few daye

On average, how many hours per week do you
spand caring for thic person?

bonits P wioek

How long have you been caring for this
person?

FERSON 2 (cominued)

13

14,

13

16,

Do any othar family membars / friends help

take care of this parson?

() | am tha oaly one who provides case

(2 | pravde the mast care, but sthers help with
e sometimies

[ Someces slse provides the moa cve, bur !
finlp with care sometimus

How long can this person be left alone?

L Net arall

[ Lass than an howr
[ Afew haus

) Orwe cay

[ A fow days
0 Moa thae a fow days

On average, bow many hours per week do you
spond caring for this person?

hines pes wenk

How long have you been caring for this
person?

O Less than 1 year ) Less than | year
0 years 0O yews
Have you previcusly cared for anyone who you are no longer caring for?

3 v

[ No (Please go to Question 22)

Please indicate who you have previeusly cared for, but are no longer caring for. i you cared for mere
than cne persen in the past, ploase think of the person you cared for most recently:

. Porestor parent in law

L) Partner or spouse

L) Cmid irel. adult son or daughter)
2] Brother or sster

7} Grandparent

) Frend

[ Neghbour

How long did you care for this persan?

) Lessthan 1 yeae
0 poarn

How long ago did this caring role end?

[0 Loss than & yaar ago
2 . yeany 090
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21

Why did this caring role end?
Feane tick af thel apply

I The paman | cared for no kangermequined cam
L] Tha persan | carsd far passad away
[} Someone eke tack ovar the caning rala, pliase tell us who (e,g. thelr child, sbling, or frand)

) | eouldn't cortinua csing
) Other, ploase wpecify:

1f o are a former carer, and you s nat cumently rovidieg care for someone, pleass go to Quastion 40

SECTION 2: YOUR CARING ROLE

Ploase tick dl the types of suppert you previde to the personls] you care fer, Ploase also rank the 5
tasks that require the most effort from you [5 = most effort, 1 = less effort),

Fleasa ek ad that aaply

Tick  Rank
Peraral care 0.9, #3ting, showering, thewsng) D
Mcbllity (9. walking, getting out of bed) [
Comenumcation (e.q. eading, weiting, halping them artculats thesmalvas in convwesaticors) L =
Interpeatitg o tranaliting for tham from or ineo anatar language Ll
Advocacy leg. helping them dispute = trestrment or » decson) R
Cognitive oe cmot;ﬁ;l @aks {e.g. mokluing decizions, managing difficuk fealings) B ]
Help with arganising finances {e.g. heiping them budgeong, assisong with online banking) O] =
Handing tha Soancie (s, 5 making frarsial dasitions for e, moniging thair et O
c:nll:muvc wppﬁn (e.g. filling out forms, sending emails or making phane calls on their -
alf) "
;_*;;'-d;tmg SUPPON SErVices or Gire warkes (eg in;ng and booking services, dealing ‘-]- e
with servios proviceny) = —
Health care {e.g. asssting with taking medizabon, inectans, o wound cave) 0
Trarspant [0.g. ditving theen te appaintmants, taking pablic ranspan with tham) J
Hoosahold choees (B g cleaning, cookng shoppingl =)
PTq;My nan:m;(c.g'. nTu;mg lawnz, deaning gutiers! 1 F
Sodal suppot (e helpng them (o engage n rdationsups ared @ the commanity! 2
Cheoang on them, saeing whather they are okay O
Behaviswal suppon |e g. dealing with bohavourns such as agaressan of social withadrawal " |
Diher, please specify:
6
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24,

Do you fuel confident that you have the necessary skills for what you are doing in your caring role?
) Very contidant 1 Carfident I Somenhist cordidere [ Natatall econddeant 7] Prefar sot 1o say

Please tel us how your caring role has affected your refationships with the person you care for, your
fomiby or friends?
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SECTION 3: SERVICES AND SUPPORT

25.

Does someone you care for currently use aged care services?
Floase tek a8 thint apply

Aged care sarvioss we services designed for people over the age of 65 years [or over the sge of 30 yeers for
Abovigina svd Torses Strair slsmoler Austrabanal. They may be governmeont funded or purchasad privatoly

() No, nohody that | care for cumently neads aged care services (Please go to Question 28)
) Yas, somecns | care for uses entry-leyel, aged care sarvees subsidised by the Commonmesith Home
Support Frogram [CHSP). such as cloaning, commursty transport, of basic n-home wppart

(2] Yes, someane | carn for has 8 Hama Care Package (Level 1, 2, 3 or 4), 8 govvenenam fueded packege of
suppon that enabiay thom 10 purchasa aged care servicns, sudh as Personad Zirk, o resse

[] Yaes, someona | cara lor pays for ansd caen serdess prvatedy, such as claaning, or inhome suppen
) Yas, samwane | cire for lives in resdential aged care, for example a nursing horme or care facility
) Sameane | cira for s recehing aned care seraces, but | don't know which services thay aem usng
] Onher, ploase specify: [Please go to Question 27)

) Sampane | care for neads aged care sarvices but & ourently unabila to acoass these services
(Please go te Question 27)

Please indicate how much you agree with the following statements:

Neithar
Strongly Strangly
Agre= agree nor  Disagree N/A
yree Koaadie disegruw
When the person | cars for accesses aged care services.
| am asked about vy - - - - . -
rwec as 0 corur 8 d U O ] !
.l am provded with all the — \ —~
infarmaton | need = = ~ o u -
The aged care services recoived by the parson | care for...
gve me a break fram — = :
providing care . " | (W] (W} r
Aanabla me 10 kean my - - - .
|ob, or go back 10 work < 2 . 0 . a
A SN S ] Cl 0 W W W

person | care for

. meet my needs as & carer > 2,
fag. are avalable when | . 0 (W (| r (M
can't provids cane)

el rmy expectatons for - - - - -
quality and safery L J o W W} C
e Casy 10 organse O 0 D Cl 0 0
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Have you or the person{s] you care for experienced any of the fallowing challenges with aged care

sarviees? Plaase tick a8 that apply

1] The pemsan | care for was net aligile tor the requined services

[ The service recand was ata oy lavel than what was requined

L] Thems was i foag wating panod 1o get assasied

] There was a long waiting penod 10 320658 Services

) The services weuind wem sot avallabio acaly

] Them wace no cdnasly appropriate services avaiable (r.g sccommodating lor ol badkground,
language spoken, or gender Identty)

2 Them were cancerns about the quality o safety of the servees

) The cost of senvices (iIncluding co-payments) sas oo high

1 1t was difficul o find indormation about whas services ware avallable and haw 1o access them

2 It wock we much tme and energy 10 organise the savices

[ The person(s) | care 1or did not wint 1o use serwces

) Other, ploase descrive.

] Neow of the above

Please lmave sy comments you might have on your expenence with aged care manyices:

Does someone you care for currently recelve support through the National Disablity Insurance Scheme
{NDISI? Flaase tick all that apply

The National Disainity lnsurance Scheme (NOVS] provides government fLnded servicos te poopie under the
age of 45 years who e a significant or parmanen! dissbibty

I_) No, ncbody | care far curremtly needs disabiity services (Please go to Question 31)
1) Yes, someone | care for has a Notional Dysabilty msurance Scheme plan (NDIS plan)

|} Someone | care for needs the NDIE, tut has not been able to acoess these services to date
(Please go to Question 30)

[T Someons [ cane for uses disstéity ssrvces outside of the NDIS (Please go to Question 30}
) Othee. please specify; (Please go to Question 30)
) | dont know (Plesse go to Question 30)

Hew much da you agree with the follawing statements?

Nuither

Strengly Strongly
agies Agres sgree nor  Disagree dsagres N/A
The locai aves coordinater (LAC)/ NDIS planner...
L ashed sbouy needs
izﬁ'?t 3 0 0 0 0 o O
. provided me with all the 0 1 N [ 0 0l

indormation | needad
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Neither

priviod Agres m:r Dissgres disagren NiA
The supports inciuded in the NDIS plan (for the person | cace for)...
o beeak from -
WI":c:w 0O 0O 0 (] (M (]
.. enable me to
|ob.orgo“;chk:zzy O Cl 0 § (8 (W
et the reeds of th
parson | care far () [ D W o O
L. /mest rmy needs 33 & carer
(rq. 2re ovalable when | 0 0 (R 0 (] o
taiporklecsy . ———
~Jmest ctatiars for
qnmy-%m o 0 O () (] !
..-cuvyww-nu D D G D D D

20.  Have you or the parsonis) you care for axparienced any of the following challenges with the NDIS or

other disability services? s sck all thaz apply

[] The persan | care for was not dligile for the NDIS

[ The persan | eare for did nar receive enaugh funding in ther NDIS plan

] Services outsica tha NOAS [either in sddition 10, of instend of the NCIS| ware not avsilable

[ Thers was & long waiting penod 10 gat sssesied

] There wos a lang wamting penod 10 access services

[ The services squited ware not avsilable kbeally

3 There were no culturally appropeiate seraces avadable (a.g. accommodanng for cultiral badkgraund,
language spokan, or gender identty)

[ The cost of servcas (Inchuding co-paymants) was 100 high

2 1t was difficult 1o find intormation about what secvices vwane avillatle 3nat how 1o access them

I It took too much tene and energy 10 organiss 1he sarvices

] The persan(s) | cane for dicd nat wiint 1o Lsa sarvices

) Onher, plense describe

) Noow of the abavw

Pleasa loave sny comments you might have on youraxpadence with disabay senvices:
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Does someone you care for currently use mental health services?
Pleass tick of that spply

Mental health services inciude govarnmaent funded community senvices; hospital seeices and Medicare
subgiaised clnwcal support fe.g. psychology sppomntments) that asist people experienang mevital il health
or living with a meotal iness,

[7) Ne, nobody | cane far curtently needs mental health services (Please go to Question 34)

) Yes, sameane | care for uses hospital based mental heath services as admitted patient or in out-of-hospital
cam

) Yer. someane | care for soes a private peycholog st or peychiatrist

) Yos, someone | care for uses community mental heakh services, sch 35 crop-in cliniss, or rehuoditation
pregrams

) Sommane | cate for needs mertal hesth srvcms But hae not been able to access thees seryices to date
[Please go te Question 33)

) 1 dor'tknow [Please go to Question 33)

) Onher, ploass spacify; [Please 9o to Questicn 33)

How much do you agree with the following statements?

Naither
Strongly Strongly
sgree Agree m: Disagree i N/A
When the person | care for accesses montal hoalth services...
ol am askod about
mawow 9" B OB & B 0
A am provded wen all the 0 0 0 0 0 |

indarmation | reed

The muntal baalth swevicws recuived by the pursan | care for...

-give m= a break fram

providing cara (m iJ [ O (] O
. anable me 1o keep m

ohogorckowor O O @ & B N
. et the needs of the

person | care for C = s Y i -
. maat my needs 25 3 carer

(eg. 2ra-avalablo whan | () D O Cl (] 0
can't pravide care) _

. meat my sxpectatons for

vty ot oy 0 a o 0 0 s

_are easy to orgaryse (] o (™ (W] (] (.




33,  Mave you or the personis) you care for experienced any of the following challenges with meatal health
sorvices? Flease tick o thar apply

] The parsan | care for was net sligle tar the requined seeyicns

] The service recanad was At a e level than requird

L] Them was & fong wanting panod 10 sccess senvices

(] The servicas wquired wem nof available oaly

] There ware no oulturally aparopriate sarvices avaibbie (0.g accommedatng for aftural background,
languame spoken, or gender identty)

[ The ces of sarvices (nchuding co-payments) s&s 100 high

) e was difficul 1o find inloemation sbiout what services wore available and how 1o access therm

) It took tao much tene and enuigy 10 arganise the services

[ The person(s) | care for did not want o 150 serwees

) Onher, ploase descrite

[ None of the above

Please lnave sy cammients you might haus on your sxpanence with mectal health senices

The fallowing questions are sboat when the pevson pou came for accesses health seraces, including a genesal
practitiorer (GP) or family docior, cormmanity heaith senvces and sarvices within o fospital. Pleass indicute how muoch
you agmee with the fallowing siatemants

34, How mudh do you agree with the following statements?

Neuither

Stron

Q'r Agree agres nor  Ditagres w. NiA
When | accompany the perscen [ care for to visit « GP...
| am asked abow =
o o 0 o o o 0 ¥
drestielte, @ o o@e @ B 8

When | accompany the person [ care on 8 visit to the haspital or community health senvice...

| am asked abaia
mo:;:au Carr - D D D D G D

Jam vt all the .
mmm o = G = 0 J

ﬂ\emnmm:’m
ort apticns and
facmmbrumhg (] o o a (W] a

SRANNG, cunrnight moms,

transpon suppot)




35.  Please leave any cemments you might have oa your experience with health services:

36. Which of the following carer support services do you curreatly use?
Which would you like to use more?

Support type using this to use this

Carer peer support (faos ta faos care supporn groops) O 0
Onlneg foruems o groups O Q
ln-;am:n u; m:dhgmnding deugnod spodﬁed',; addue o Q B
challenges relsting to the canng role)
Carar counseliing oree the phona o o
Carer coeching or memoring fworkng on personal gos's and madience s O
rabting to tho canng olo, one-to ono)
Emosgonty respio (care in a faclity ar in tha homa provided when you o 0O
ary suddenly unabls to provide cam for o perad of tire)
Flyned msgite {tam. in a facilty o in the home booked n advance so
that you nre abile to perticpate 0 other sctivtins or take 8 fonger biresk Q o
rou omieg),_ o Lo
Cater spedic onlng information or taming (ouSss O ()
Carer speciée: face-to-face indormation vessions or workshops O |
Cthat ploass spacy:

() o

37,  Have you heard of the Carer Gateway 7

[J No
(0] Yes, and | have used it {e.g. callod tha 1800 rumbegr, visited the wobsite, accessed servicas from a Caror
Gatewoy Servce Provider in my local sree)

|.J Yes, but | have not used it

Pl baarew 1y cammuunts you might bave on yaur expeience with the Caner Gutewey:




How much do you agree with the following statements:

Nelther
Strongly Agres agres nor  Disagres Strongly N/A
“ m

| t time out froon -
mr"::‘g; respoashilitins & . = o v ti

| am e 1o take just

weaugh tene out frgem my

cafing meaponsbiEtiss tn 0 i o u o L
keep gaing

| am atda to take just

enaugh tme out from

my canng respensiiliting

o keep on top of othar = = o o 0 o
naponsbilities, 0.4

househiold chares

| am stde to regularly teke

enough tme out from

my canng responsiullities - W (W N Ci (W
to property miax and

recuperate

| am abla o nﬁl eraugh

tima out from my canng

nesponsbilities 15 purtue 0 0 0 B O .
g own goak and intessts

Whan | ave tene ;’mhm

my eoving responsiblities |

am stil corstantly thnking 0 Q (W] [ W} J
about the neads of the

pemplo?'gfw

Hive you exparianced avy of the following chalenges with carer support services? Plasse 1ok all that apply

[0 The werview reoarmd was at & Lwor leval tham what was reduire

O] Them was 4 fong waiting penod 10 ACoess Senvices

) The wervces | neoaded wene not aailatle locally

1 Tha services availstie dhd nat meet iy needs (0.g- avaibble whan | neadad tham|

[ Thems were no colturally appropnatia senvcas avaiable (kg accammodating tar castaral bagkgraund,
language spohen, of gendar identty)

[ | weas concerned about the quaity or safecy of the services avalabie

[ The cost of senvices (iInchuding co-puymaents] was 10e high

[ 1t was difficult 1o fnd arformation sbout what services vere availatle 30 how 10 accass hem

[ 1t tock tae much tvne and energy 10 erganize 1he services

| dory see myself as o carer

) My canng role is & prvate matter

[ The persan | care for dees not tiink | need or want services

[ Theme is 0ot anaugh banscon to the servces

) 1 do not want or need sy or move senvices 1o help me b my cue ole

7] Service praviders Uik the penon | cae for is the only onw whe needs Iwip

[ 1can't organise another carer of respite 1o take enough tene out

) Nora of the atove

L) Cuher, ploase ol us , "
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SECTION 4: PAID WORK

“'

41,

43.

Which of the following have you experienced as a result of your caring role? Flease noc all that sppry

O | have lacked the knowledge and confidance to apply for jcbs effectrvaly

1 My skills o qualihcatmons have bocome cut of data due to trne aut of the werkforca
O | ical less prepared 1o maet the demands of my ob

[ 1 have wedoed in a jab lowiar than ry skillset

(O | reduced my working haurs

[ | ehanged mdustry/occupation

| tumed down a new job ar geemotsan

0 1 quit woring ar Ipoking for wark 1o be abile to cane

) | retired aardier than anticpated to be able to care

(3 | could nat find any jobs in my field that would alow me to costinue with my canng mspansibiitses
O | have been deniad an eppartunity by an amployes

) anempleyar has changed my warking canditions

0 Nors of the sbave

] Onher, ploase specify:

What Is your occupation?

Do you currently have a paid job?

J Yas

) No, out | am nonng for were (Please go to Question 49)

) Mo, wed L nut leuiong for wirk [Please go to question 50)
How many hours per weuk do you ususily spend doing paid work?

howrs

I you have mmare thon ane pavd job, pledse refer 1o your main job (e, whene you spend the mast howry) in aswenng
the hllowng questons

ac

Which of the following apply to you?

) | ama permanent employee (erber part tme or full me}
) | have a fed-term contract {either part time or full tmed
L) | have a casual job

) | am self-employed

) | am an mdependen: contractor

] Onher, please specify:

I yous are o lanver carer, and you se not currently pvoviding care for someone. please go 10 Quest-on 50
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45.  How much do you agree with the following statemenats?

Strongly
Agree agree nor  Dissgree
s disagres

Nefther

| Fave to miss canng
activities due 1o the amount
of tima | must spand on my
job

(@)

a

O

0

| am often s0 emotionly

drairwd wheo | finish wark
that 4 affects my ablity to
provide care

ma efactive at work do
nat help me to ba 2 bettar
canmy

| have 1o miss work
activities due to the amount
of trme | must speand caring

Becouze of my caring
responabilities, | have »
hard trne concentrating on
i d

Behavicwr that u effective
ardl recary far ma
as a carer (=g beirg
compassionate] would be
Countvprodctve at wark

How much do you agree with the following statements?

Strongly -
Agree agree nor  Disagree
e disagree

Naithar

The jcb allows me to plan
bow | do my work

(]

a

8

()

The job invoives
padonrieg & vanety af
tases

[

a

0

O

Tha resultn of my work are
likedy te sgrificontly affect
the lives of other people
Tha jcb involves
r:::ning mlatrely smple

| hawe the opgomunity w0
dovelop dase Tnendehips in
my jeb
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A7,

How much do you agree with the following statements?

Strongly :
agres Agree agree nor  Dissgree

Neither

N/A

Being in paid work. .

Holps me 10 undestand
different dewponts and
this hefpe ma be a batter
carer

Makes me fee! good and
thé heldps me ha a bartar
canar

Cl

o

Hulow me losl pemonally
fulltied and this helps me
b @ better caew

My involvement in caring...

Helps me acruim shilks and
this halps ma be a bartar
employes

2

Puts 1e 0 & good mocd
acef this helps me b a
batier arpicyoe

Encourages me 10 use my
work fime in & focusad
mannar and thes helps me
be a battar amgloyee

Sas o —————— § A

Which of the following flexible working arrangements are you using in your carrent job to accommodate

your carieg role? Flease tok o that spply
[ Flexible start / frush timas

) Werking fom home
[ Job sharing

[ Pad parsonal leave tirom the 10 accruable days per yeor to be used for sick eove and/or caners leave)

] Pad carers leave n addition to the 10 day ertitfement
) Urpaid carers lesve (fom the 2 days most workers are entitled o)
[ Addtional urpaid carers lesve granted by employes

O Arvwal leave (holideys)
[0 Nore of the sbave

0 Other, please specify:
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49.  How much do you agree with the following statements?

Naither
oy Mgrwe  agresver Dissgres LoV N/A
isagree
! had trouble finding work, becaue. ..
-..my =kif's weran't - =
recognised o U O 0 () &
1t woulkdn't be possible to - = _
respond % an emergancy = - { (W (] (9!
-..the type of wark would
have kept me from
sufficienty checting on the . o U L J O
peson | cara for
the Semands on ume
would have bwen oo hignh 0O l = ) ! =

to keep Up my canrg role

hane wasn't @nough

support for carees by the =
prospactive amaloyer {e.g 0 2 U O 0 t
lack af flonibiling

At woukin't be possitie to

tote enough posd leove 1o () -
keep up the ranng role

SECTION 5: YOUR HEALTH AND WELLBEING

50. Ploase indicate how satisfied you arn with sach of the following:

Cl
O
O
Cl

Complately Completely
dissatinfied Noeutral satinfied
0 1 Ve % SLml” 5 & \Jr B 9 10
Your andard of Aving ) O (N w S 1 (R o 0 o 3 o = A D ]
Your heakh -l shui e B o Cl g . B l
s s | 08 3¢ O 0088 0
achisving in life
Yeur persona| a B8 'S 8 .8 888 0
relatiorships
How safe you fesd 0 88 Q-8 C O g a 0
Fealing part of yowr - — -
community - - Qo a = C = -
Your future security 2l o T w1 G o B 0 8 099 J

C
&
C
O
C
Cv
0
O
C
C

Your e avarall B



51

In the past 4 weohs, about hew often did you feel:

Neneofthe Alittleof Someofthe Mostofthe Allof the

: tine the time tima time time
Nervous O c t 0 g
Without hope O a o C a
Resthess or jumpy O a O 3 &)
That everything was #0 efon (=] 0 a a 0
Sao sad that nothing could chosr o ») (] | i

o

Hew many hours per week de you have for yourself?

“Tane for yowsa™ s tme whiere you can pursae actwhes of your chaice - that are not relsted 1o canng
responsblities, work, o to Houelold end offwer chares

houss

How often have you experienced the following?

Almost Most of the  About half Occasionally  Not at

whways tme the tme
Durlng the past foar woeks...
It has bren 1o relate to
o i 0 al o Q o
| et lsolsted trom gther people D c O 0 0
m;l:zl- to share my D O D O D
Admost Most of the  About half
shays  time  thetme Occatiomly Netwrsl
| found it to touch
'_"'f" mb-w:_':yhn?:‘:d«f = O a O O 0
Whan with athar . alt
Mmge™ o o 8 @ o©
o O O (] ()

| falt alone and frisnctoss
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54, How satisfied are you with....

Completoly Completedy
dissatisfied Noutral satisfied
0 1 23 4 & & 8.9 10 N/A
...your relationshi
ihumney: O DB0DOO0 @O SODO0 0O =]
ur reiatonship
SRy o et 0 goOoo o osooo o ]
relatonshi)
whpotiges O ODODOO0 0O OODODO O 0
Our relatonhil
g 0 SEHE S ORNE & W
5.  How much do you agree with the folowing statement?
Neither
s dhr:' ’ duagree VA
I feel thatmy cavng roke &
rwcgnised and vadosd by (] 0 0 0 0 0
iy oMty
1HHowl $hat my cacing role =
recognised and yaloed by o 0 0 0 0 w
my family
| feci thatmy camngrole =
recognised and valued by O 0 0 0 O 0
my friends
| foal thar my canng rok = ) .
recognised and valuad by o O 0 0 0 .
svice provicken
1 {enl that my camng role s
reccqnisad and vaked by cl 0 Cl () () a

the govemment”
56.  During the lnst 12 months, have you had any long-term iliness or disability that has lasted, or is likely to
last, at least 6 months, which has boon made worse by your caring role?

] Ve (pleags spaciy: J
1 Wy, st foren of support wodd improve your health

] No



SECTION 6: ABOUT YOU

61,

63,

65,

How cld are you? yoars ola
what |s the postcode where you lve?
What is your gender?

1] Female

) Mem

L) Novbnary / gender diverse

L) My gerder identity st listed. | sderly as
) Prefes not to say

What is your eultural backgreund? (v o, Haban, Clirssse, Austaben ete )

Do you speak & language(s) other than English at home?

1 You, | spwak lv.g Viotnarwae. Auslen)
[T) No, Englih enly
) Prefer not to say

Are you of Aboriginal or Torree Strait Idander origin?

[.J Ne

) Yes, Anongina

I} Yes, Torres Strait lsboder
] Yes, both

) Prefer not to say

What is the highest level of education you have completed?

L) Lass than high schood iynar 12 or azuvalant)
] High schoot year 12-0r eguivalant)

L) Cortifizaze / diploma

[ Bathelor dagraa o higher

] Cahoe, ploass spacify;

Are you currently enrolied in any formal sducation™

7] No

[ Yes - high schoo!
[ Ye: - TAFE { apprenticeshp
) Yaz - unwersity

(] Onhes, please specify:

Do you consider yourseif to be:

L) Lashian, gay, or homossxaal

() Straight ar hatarcd el

) Bisexual

[0 Cusar

2] Nee listed, my sexual onantatico i
(7] Prafornat 1o say
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&7,

How confident we you.

Very cnll-""‘"""‘ Not at all

N/A

a P— confident confidant confident

el . @ w o m p
s n d @ B B
craciwihedey 08 B 8O

What Is your household's yearly income (before tax)?

Pleass mtiude your parnacs ard / ot famiy mambens’ pical income from al scoroes (o.g. wages, pensicn,

wivastient incormel. Mease tck your best estimate.

(] Up to $9.999 per year (31 - $189 por wisk)

[ $10,000 - $19,959 pac yoar (3190 - $379 par wook)

[ $20,000 - $29,959 pic yoar 15380 - $579 par waek]

[2) 830,000 - $39,999 par yasr (3530 - $74% par waek]

[ $40.000 - $49,559 par yaar (5770 - $959 por waek]

(7] 850,000 - $59,959 pac yaar ($750 - $1.149 par weak

1) $60,000 - $79,559 pwe yaar (51,150 - $1,529 por wank)
) $80,000 - £99,959 par yaar (51,530 - $1,519 par waakl
L] $100,000 - $124.599 par year ($3,920 - $2,399 por woek]
L] $125,000 - $149.999 por year (32,400 $2,879 par week)
() $150,000 or mom (32,840 par weok or mani

[} Prafor not wo say

Incdluing you, wwmmplommhmw
—_ Children urvder the age of 15
o Childanagad 151018
Adults aged 18 104
 Adults aged 65 2rd older

Do you receive any payments from Centrelink? Plegse tick all that appiy

1) Carar Allowancs (curmently $131 90 per fernight

[0 Cavar Payment (ourently up to $933 40 per fartmight for<ingles and $1,407 00 for cougdas)
7] Mewstart Aowance

) Age Pension

[7) Disabsiity Suppart Pangion

1) Commonmwealth Romt Assistanca

) Other, please specify

() 1 don't inow

7] Nena'of the sbavw
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70,

7.

in the last 12 monthy, did any of the following apply to you? Panse 1ok oll that apcly

[0 You would have been unable to rase 52,000 in & week for samething impertact
T You could not poy rent ar montgege payrrents on ime

O You spend more money thao you mceived in s month

) You could not pey gas, electricty, water, or telephcoe bl on tme
[0 Yeu could not pay regisiratian or nsurance on time

[0 You pawned ar scid samething

O Yeu went sathout meals

[2) You were unzble to heat or coal home

[0 You scught assismance from welfsre/comeminity erganisatians

[ You scught finarcial help from fiends or famiy

0 Neoe of the sbove

Did you reed to pay for any of the following for the personis} you care for at least once in the last 12
months?

=] Meadiane

[0 Support sanvices

[0} Transport {indudng parong)

[ Insyance

[ Hausieg

[0 Houseg madfications

[2! Specid trairing

[2) Hasith services and eouipment

() Other, please specify:
) Nere of the atove

Are you s member / affiliste member of, or registered with, the Carers Association in your state or
territory |e.g. Carers NSW, Carers WA...)?

) Yes
] Ne
L] Don't knew

73, Optional: Is there anything else you would like to tell us about your experiences as s carer?
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You have finished the survey - thank you for yoar Input!

Rernurnibsee. i yau fewl upsst o have any concerns sboat anythng bom S wevwy, sw stroncly sneowscs you 1o call
the Carer Gatevay (1800 422 737, open Mondsy to Frday. 8am 1o Spm), which wi affar suppart and canr spaciic
SETWCLS I YOur aea,

If you are in distress, please cal Ufelne {13 11 14, open 24 hours, 7 daysl, or contact yoar (nzal GP {intps2/Avew.
healthdrect. govau/ausiralanhedth.sanaces). In an emeigency, please cal 000

I poui wish to cantact an Aborigiral of Torres Steait wande! Health Sevice. plesse contact the tevwce nesred to

you. A bt of services is avalabie undar hitpy heslthirdonet scu edu aukey-resourceshasirh-professioralsbantih-
worknre/map-of aberigral and-isdandar healthmedisal-saricos

74

OFTIONAL: Please participate in the folfow-up study in 2022 and help us track the impact of caring
ovur bme!

I} you sgree to pariapate, we will contact you for the nex carer survey n 2022, Your answers will be assigned
& nndamly generated unigue identdie wlowing & Camparnson ovir brw, Ne rdarmation identdyng you
pononally wif be stored i the datasel. Pleaw refur to the accompenyng Paticipant dcrmation snd Consent
Fam for datsils

1 Yas | wou'd like 10 partcgats in the folkow-up Mudy:

Flease provice your contact ceails baiow,

OFTIONAL: Ax » thank you for participating in the vervey, you can win an Apple iPad 3268 Wi-Fil
The prize will be drawn on 30 July 2020, tha minnar will be contacred via emal

] Yas | woud lite to parhogane in tha prize deawt
Fleasn provick your cantaes datails bekow.

lmwmm&ﬂmwdyndhrmmmmcmdﬂm
Nanw

Ervall

Sereet ackdirass
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Appendix B: Participant Information and Consent Form

Eioy S Ar University £
MACQUARIE UINIVERSITY NSW 2109 Y0 AD- AUSTRALIA

Chief lnvestigntoe: Dr Lukus Hofstsetter
Department of Sociology, Macguarie University & Carers NSW

2020 National Carer Sarvey (Project 1D 6233)
Participunt Information and Consent Form

This is nn invitation to participate in a study conducted &s a collboration of the National
Netwark of Carer Assoctatsons with researchers from Magcgquarie  University, The
University of New South Wides, the University of Sydnay, the University of Technology
Sydney, and the University of Queenddand. The purpose of the research is to sdentify and
highlight rarers’ strengths and the challerges they face m mring for a family member ar
friwnd. This research is lod by Carers NSW with funding from the NSW Department of
Communities and Justive

The research team:
A/Prof Hugh Bairbridge  UNSW lubeinbridpes s adinan
Ms Kirsten Bard-late  Caner Representative
D Margiret Boalos Carers Vietosia Maugaet Houks Suuensvicciauga
Ms Diaruse Brookes Carer Represéntative
D Myra Halton UNSW o harsitonings edua
Manquarke Univessity &
Caiets T lpkashitoureninewonLay
Dr Lukas HoSstautter NSW
Ms Saeub Judd-Lam — Carers NSW suhi@cronseona)
Unmversity of
D Jauk Laem Queensland Elam@Engedua

Ms Marianoe Lews Carers Scuth Aastrtin Murmunoe Levws @G- asna
A/ProfKate OTonghlin  Unnersity of Sydney  kateokughlipnsdnevatiig
DrAbner I'oos UNSW W0 A s 20k 0

Mz Cathy Thomean TNSW

cm.thameonsumsw adn.an
D M Zeppel Mocquaris Univessity  mcameeppel cmugedum
What we would like you to do:

17 vou choose to take poert, yoo will be asked to complete the survey guestionaalee. The
survey is tnonymons, and ynu do not bave to snswer any goestions you da not want to. 1t
should take spproximately 20 mioutes o complete the survey, which you can do at any
time thit saits you. Plesse complete the online survey or retam the paper survey in the
reply pasxd envelope provided by 3o June zozo,

You will be asked questions on the following topios:
o Yoursell (e, your age, gender, cultural badkgrouml, employnsent)
*  The pesson(s) you cars foe (e thear relationstip o youo, the level of care required)
o Access 1o services and support (e wliet seevioes are pou nsing?)
*  Your health and wellbeing [eg. do you feel stressed?)

By submitting a completed survey, you are indicating your consent to
participate.

Participsom Infe and O Fom
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At the end of this sarvey, you will have the option to reglster for participation in « fotlow-
up study in 2022 by praviding Carers NSW with contact detuils. These details will coly be
ased to continet you foe the follow-up study, apd not for aay other purpese, Your conbect
details will e stoved In o separate database dod will not be part of any analysts, I you do
not wish to participate in the follow-up study vou still can take past in the survey,

You tan alsy choose (o enter a prive draw. One participant from each state or territory
can win an Apple (Pad 32 GBI WiFy The prize draw will be conducted on 30 July 2020,
the winper will be contacted via email or post.

1€ you have any questions or wonld Hke assistance t compiete the survey, please contact
Carers NSW Rescarch Team on (02) 9280 4744.

Possible risks, inconveniences amnd discomforts

18 &5 not envisaged that you will experscace asy discombort as a result of participatisg in
this survey. However, if your participation csises any isses of conoem or discomfort. yon
are eacouraged to call vither of these serviees:

Carer Gateway Lifeline Australin
(Sara = spm Moaday te Friday) (24 bours)
18500 422 737 134014
Lifeline Test
In an emergency. call Triple Zero 000 (Apm — Midnight, 7 days o week)
0477131118

1f you wish to contact an Abonginal or Tomes Strait Isander Health Steviee, plesse
cuptact the service nemest 0 you, A Bst of services w8 svillable under
h

Coampleting the survey |5 completely veluntary and you may withdraw year paricipation
at any tme Any partially completed sunveys will be excluded from the final analyss.
Refusal to participate will not affect your relationship with Carers NSW or any of the
collaborating universities

Henefits of the research

This research will help 1o direct the advocacy and support work of the National Network
of Carer Associations in Anstrakia, Findings will be tssed to klentify areas of greatest need
woongst caners gerass Australiv, aod the particulay needs of GiTerent carer groups (g,
different geagrapioe locations, different core recipsent conditions, ete.). Survey resulls
will he published in a repoct that will be made publicly svailshle anling, along with
foctshects. Results will ako be published in 2 number of peer reviewed jonrnal artides
and will also be presented at relevant coaferences. Each member of the research team
will have dccess (o the information collected, however, as survey responses are
anvaymous, you will not be personally identified in any part of the research,

The ethical sspects of this study have been approved by the Macynare University
Human Research Ethics Committes. If vou have any comploints or reservations about
any ethical aspect of your participation n this research, vou may contact the Commitiee
throogh the Director. Research Ethics & Integrity {(tedephane (02) 0850 7854: email
cthigs@Emgaduap).  Any compliint you make will be trvated In confidence &l
investigated, and you will be informed of the outeomse.

Participant Tnformsitivn end Cossontt Form ¢
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