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Caring for others and yourself: the 2025 Carer Wellbeing Survey

Each year, the Carer Wellbeing Survey calls on current and past carers across Australia to tell us about their
experiences of being a carer. Results of our previous surveys are available at
https://www.carersaustralia.com.au/carer-wellbeing-survey/.

This survey is conducted by researchers from the University of Canberra in partnership with Carers Australia and the
Department of Social Services. The results help us better understand the needs of carers and are used by Carers
Australia to support their work advocating for carers across Australia and by the Department of Social Services to
inform their delivery of services to carers.

For information about how we ensure your privacy is protected and further details about the funding and conduct of
this project, please see the information sheet provided.

Participation in this survey is completely voluntary. All survey participants aged 14 or older who complete the survey
before 30 April 2025 can enter our prize draw to win one of 13 prizes worth a total of $5,000.

If you need help completing the survey or have questions about it, you can call the research team on:

1800 981 499 (Monday — Friday, 9am — 4pm) or you can email us at carerwellbeing@canberra.edu.au.

First, we want to check you are aged 14 or older.

How old are you?
Years:

If you are aged under 14, we won’t ask you to complete the survey — but do encourage you to get in touch with the Young
Carers Network which has a wide range of resources that can help you in your role as a carer:

https://youngcarersnetwork.com.au/

If you are 14 or older, you are eligible to complete the survey — the questions start below.

Have you ever looked after someone (or helped look O Yes, CURRENTLY doing this
after someone) who has a disability, mental iliness, drug
or alcohol dependency, chronic condition, dementia, (O Not currently, but I have in the past

terminal or serious illness, or who is frail or needs care , .
. (O No, I've never done this

due to ageing?

Note: Doing this type of role even for a short period

counts as looking after someone.

You indicated that you either currently or in the past have looked after someone Not .

with a disability, mental illness, drug or alcohol dependency, chronic condition, currently, P've

dementia, terminal or serious illness, or who is frail or needs care due to ageing. Yes, bu.t I have L5 e
) currently in the done

Have you done this... doing this past this

...As a family member, friend or neighbour (unpaid)? O O O

Note that receiving a Carer Payment or Pension is still considered unpaid care.

...As part of volunteering for an organisation that does caring work? O O O

...As part of paid work?

This applies if you are paid a salary or wage for your caring, not a government O O O

payment.



https://youngcarers/

The rest of this survey asks questions about the caring you do that is not in a paid or volunteer capacity. Please
answer the rest of the caring related questions about the caring you do/did for your family, friends or neighbours
only. If you do not do any caring in an unpaid capacity, this survey is not applicable to your circumstances and you do
not need to continue.

Do you think of yourself as being a ‘carer’? Yes, all the time

Select one Yes, sometimes
No, not really

Unsure

We want to understand how long you have had a role as a
carer.

More than 20 years ago
11-20 years ago

When did you start being a carer?
6-10 years ago
Select one
2-5 years ago

13-23 months ago (between 1 and 2 years)
7-12 months ago

3-6 months ago

Less than 3 months ago

Are your current caring duties permanent or episodic? Permanent — | have an ongoing carer role

If you care for more than one person, please answer for the
person likely to need care for the longest time.

O 0000000000000

Episodic — | am sometimes required to be a carer, but
there are periods when the person | care for needs little

Select one
or no care

How long are your current caring duties likely to last? Likely to last 6 months or more

If you care for more than one person, please answer for the
person likely to need care for the longest time.

OO

Likely to last less than 6 months before stopping (for
example, you might be caring for someone recovering
from major surgery who is expected to make a full
recovery and needs no further care)

Select one

Don’t know
How many people do you currently care for? None
Select
elect one One
Only include those you care for who have a disability,
illness, drug/alcohol dependency or frailty, including Two
children with special caring needs; but do not include Three

children with everyday caring needs associated with

standard childcare. Four or more

OO0OOO0OO0O00O0O0OO0|0

For your current or most recent caring duties, about how <5 hours O 40-49 hours

many hours a week would you typically spend on your

caring responsibilities? >-9 hours (O 50-59 hours

Select one 10-14 hours (O 60-69 hours
15-19 hours O 70 or more hours
20-29 hours (O Hardtosay
30-39 hours (O Varies




The next questions ask about the type of caring responsibilities you have. If you care for one person, please answer
the questions below asking about ‘Person 1’ you care for. If you care for more than one person, please provide
information here for the person you care for who has the highest caring needs (Person 1).

Does Person 1 you care for live with you?

OYes O No

How much assistance does Person 1 typically
need?

Select one

We know that caring needs often vary day to
day. On a day that is ‘typical’ (if there is one),
how much assistance would the person require
(from 1 'require limited assistance' to 5 'require
care for most of their day-to-day functioning’)?
If the person only sometimes requires care,
base your answer on the times when they do
need care.

Not much, they require limited Person needs care for most of their

assistance day-to-day functioning
O O O O O
1 2 3 4 5

Does Person 1 you care for have any of the
following caring needs?

Select ALL that apply

Dementia

OO0

Neurological conditions other than dementia e.g. motor neurone
disease, Multiple Sclerosis (MS), Parkinson's disease, spinal
conditions, stroke, brain cancer, cerebral palsy, epilepsy

Old-age related frailty/old-age related poor health
Terminal illness other than dementia

Autism spectrum disorder

Other developmental disorder

Mental illness and/or psychosocial disability

Drug or alcohol addiction/dependency

Physical disability e.g. related to sight, hearing, mobility
Intellectual disability

Chronic non-terminal illness (lasting 6 months or more)
Shorter term illness (likely to last less than 6 months)

Other, please specify:

OO0O00O00000000

Is Person 1 you care for your...
Select one

If the options provided don’t properly
describe the relationship you have with
the person you care for, please select
‘other’ and describe your relationship in
your own words.

Child/stepchild Sibling (brother/sister)

Grandchild/step-grandchild Brother/sister-in-law

Spouse/partner Other family member e.g. aunt, uncle

Ex-spouse/ex-partner Non-family member e.g. friend

Grandparent/step-grandparent/
grandparent-in-law

O0O0O0O0

Parent/step-parent

Parent-in-law

Other (please describe):

Are you the primary carer for Person 1?
Select one

O OO0 OOO0OOO

Yes, | provide the majority of the care for this person

| provide around half the care, and another person or other people provide
the other half

| provide less than half the care for this person




Does anyone other than yourself
provide regular care for Person 1?

Select one

Yes, another family member or friend
Yes, one or more paid care workers
Yes, another person e.g. volunteer

No, | am the sole carer

Does Person 1 you care for identify as... Male O Other e.g. non-binary, gender fluid, inter-gender,
Select one no gender
Female O Prefer not to answer
How old is Person 1 you care for? 0-4 years O 20-24 years O 55-64 years
sefect one 5-9 years (O 25-34years (O 65-74 years
10-14 years (O 35-44years (O 75 years or older
15-19 years (O 45-54years
Is Person 1 you care for Aboriginal Yes, Aboriginal  [] Yes, Torres Strait Islander

and/or Torres Strait Islander?
Select ALL that apply

No, neither of these

Does Person 1 you care for usually
speak English at home?

OO0 O0OoOO0O0 OO0

Yes, English is the main language spoken

No, speaks a language other than English as the main language

Has Person 1 ever done any of the
following types of paid or volunteer work
(whether currently or in the past)?

Select ALL that apply

Defence Force member (Army, Navy or Air Force - including reservists)

Paid work as a ‘first responder’ — this includes police officers, ambulance
officers and firefighters, as well as other first responders

Volunteer work as a ‘first responder’ e.g. volunteer fire fighter

None of the above

Carers provide a wide range of support for
the people they care for, and this support

varies a lot depending on the needs of the
people being cared for.

In the last 12 months, have you done any
of the following for Person 1 who you
care for?

Select ALL that apply

O 0 00 00 0 0 000 0 O oOooo oada

Personal care support e.g. bathing, showering, dressing, toileting
Helping with transport e.g. by driving the person to appointments,
organising public transport or taxi

Communication support e.g. assisting person to communicate with
family/friends/strangers

Technology support e.g. helping person use online appointments or
forms, pay bills online etc.

Managing/organising medications
Managing/organising medical appointments
Accessing and helping to manage formal support services such as aged or

disability supports or government services

Assisting person to access and maintain employment or
education/training

Advocating for person’s needs e.g. with school, health professionals,
employer

Assisting person in managing social interactions

Mental health support such as providing support when the person is
experiencing distress, trauma, depression, anxiety

Staying with a person to ensure they remain safe from accident or self-
harm

Doing more housework, cooking or cleaning than you would usually do in
order to help care for the person

Other type of caring activity (please describe below):

None of the above




In the last 12 months, has Person 1
received support or financial assistance
from any of the following?

Select ALL that apply

OO0 OO00O0O0

OO

O

NDIS (National Disability Insurance Scheme)
Disability services not accessed through NDIS funding
My Aged Care

Department of Veteran’s Affairs

Disability Support Pension (from Services Australia, the Australian
Government)

Age Pension (from Services Australia, the Australian Government)

Other disability payments from Services Australia, Australian
Government e.g. Essential Medical Equipment Payment; Mobility
Allowance; Youth Disability Supplement

Disability Compensation Payment from Department of Veteran’s Affairs

Disability or illness support payment from an insurance company or
superannuation scheme

None of the above

People often become a carer without
making an active decision, and it can take a
while before you realise you are a carer.

How did you come to realise you were a
carer for Person 1?

| worked it out on my own

Someone else told me | was considered a carer (e.g. GP, nurse, teacher,
friend, NDIS, My Aged Care, Centrelink)

Not applicable, | don’t consider myself Person 1’s carer

Since becoming a carer for Person 1, have
you been given advice about where to find
support for yourself and/or Person 1?

Select one

Yes, | was given advice soon after becoming a carer about supports and
services available to us

Yes, but it took a while before | was given advice about supports and
services available to us

No, | had to find information about the supports and services available
to us on my own

Not applicable

Do you feel recognised and valued as
Person 1’s carer in the health system
and/or education system (if relevant)?

Select one

OO0 O O O OO0

O

Yes

(O No

Sometimes O Not applicable

If you care for two or more people, please complete the next questions for ‘Person 2’ you care for with the second
greatest caring needs. If you care for only one person, please skip these questions and go to page 8, ‘Your health,

wellbeing and time.’

Does Person 2 you care for live with you?

OYes O No

How much assistance does Person 2 typically
need?

Select one

We know that caring needs often vary day to
day. On a day that is ‘typical’ (if there is one),
how much assistance would the person require
(from 1 'require limited assistance' to 5 ‘require
care for most of their day-to-day functioning’)?
If the person only sometimes requires care,
base your answer on the times when they do
need care.

Not much, they require limited Person needs care for most of their
assistance day-to-day functioning

O O O O O

1 2 3 4 5




Does Person 2 you care for have any of
the following caring needs?

Select ALL that apply

a0

OO0O0O0O0000000O0

Dementia

Neurological conditions other than dementia e.g. motor neurone disease,
Multiple Sclerosis (MS), Parkinson's disease, spinal conditions, stroke, brain
cancer, cerebral palsy, epilepsy

Old-age related frailty/old-age related poor health
Terminal illness other than dementia

Autism spectrum disorder

Other developmental disorder

Mental iliness and/or psychosocial disability

Drug or alcohol addiction/dependency

Physical disability e.g. related to sight, hearing, mobility
Intellectual disability

Chronic non-terminal illness (lasting 6 months or more)
Shorter term illness (likely to last less than 6 months)

Other, please specify:

Is Person 2 you care for your...
Select one

If the options provided don’t properly
describe the relationship you have with
the person you care for, please select
‘other’ and describe your relationship in
your own words.

Child/stepchild Sibling (brother/sister)

Grandchild/step-grandchild Brother/sister-in-law

Spouse/partner Other family member e.g. aunt, uncle

Ex-spouse/ex-partner Non-family member e.g. friend

Grandparent/step-grandparent/
grandparent-in-law

O0O00OO0

Parent/step-parent

Parent-in-law

Other (please describe):

Are you the primary carer for Person 2?
Select one

Yes, | provide the majority of the care for this person

| provide around half the care, and another person or other people provide
the other half

| provide less than half the care for this person

Does anyone other than yourself
provide regular care for Person 2?

Select one

Yes, another family member or friend
Yes, one or more paid care workers
Yes, another person e.g. volunteer

No, | am the sole carer

Does Person 2 you care for identify as...

Male O Other e.g. non-binary, gender fluid, inter-gender,
Select one no gender
Female O Prefer not to answer
How old is Person 2 you care for? 0-4 years O 20-24 years O 55-64 years
sefect one 5-9 years (O 25-34years (O 65-74 years
10-14 years (O 35-44years (O 75 years or older
15-19 years O 45-54 years
Is Person 2 you care for Aboriginal Yes, Aboriginal [ VYes, Torres Strait Islander

and/or Torres Strait Islander?
Select ALL that apply

O O0OOO0O0O0O OO0 |0 OO0 OOOOOO

No, neither of these
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Does Person 2 you care for usually speak
English at home?

Yes, English is the main language spoken

No, speaks a language other than English as the main language

Has Person 2 ever done any of the
following types of paid or volunteer work
(whether currently or in the past)?

Select ALL that apply

Defence force member (Army, Navy or Air Force - including reservists)

Paid work as a “first responder’ — this includes police officers, ambulance
officers and firefighters, as well as other first responders

Volunteer work as a ‘first responder’ e.g. volunteer fire fighter

None of the above

Carers provide a wide range of support
for the people they care for, and this
support varies a lot depending on the
needs of the people being cared for.

In the last 12 months, have you done any
of the following for Person 2 who you
care for?

Select ALL that apply

Personal care support e.g. bathing, showering, dressing, toileting
Helping with transport e.g. by driving the person to appointments,
organising public transport or taxi

Communication support e.g. assisting person to communicate with
family/friends/strangers

Technology support e.g. helping person use online appointments or
forms, pay bills online etc.

Managing/organising medications
Managing/organising medical appointments
Accessing and helping to manage formal support services such as aged or

disability supports or government services

Assisting person to access and maintain employment or
education/training

Advocating for person’s needs e.g. with school, health professionals,
employer

Assisting person in managing social interactions

Mental health support such as providing support when the person is
experiencing distress, trauma, depression, anxiety

Staying with a person to ensure they remain safe from accident or self-
harm

Doing more housework, cooking or cleaning than you would usually do in
order to help care for the person

Other type of caring activity (please describe below):

None of the above

In the last 12 months, has Person 2
received support or financial assistance
from any of the following?

Select ALL that apply

OO0 OO0OOQg) |0 O O 0 00 O 0 OO0 o o oooo ool OO

OO

NDIS (National Disability Insurance Scheme)
Disability services not accessed through NDIS funding
My Aged Care

Department of Veteran’s Affairs

Disability Support Pension (from Services Australia, the Australian
Government)

Age Pension (from Services Australia, the Australian Government)

Other disability payments from Services Australia, Australian Government
e.g. Essential Medical Equipment Payment; Mobility Allowance; Youth
Disability Supplement

Disability Compensation Payment from Department of Veteran’s Affairs

Disability or illness support payment from an insurance company or
superannuation scheme

None of the above




People often become a carer without
making an active decision, and it can take a
while before you realise you are a carer.

| worked it out on my own

Someone else told me | was considered a carer (e.g. GP, nurse, teacher,

Homididlveulcometcealisevoutwer s friend, NDIS, My Aged Care, Centrelink)

carer for Person 2? Not applicable, | don’t consider myself Person 1’s carer

Yes, | was given advice soon after becoming a carer about supports and
services available to us

Yes, but it took a while before | was given advice about supports and
services available to us

Since becoming a carer for Person 2, have
you been given advice about where to find
support for yourself and/or Person 2?
Select one

No, | had to find information about the supports and services available
to us on my own

Not applicable

Do you feel recognised and valued as
Person 2’s carer in the health system
and/or education system (if relevant)?

OO O O OO0 OO0

Yes (O No

Sometimes O Not applicable

O

Select one

Your health, wellbeing and time

The previous section asked about the types of caring responsibilities you have. This section asks about YOUR
wellbeing — how your overall quality of life is currently, and whether you have experienced any of a range of events
that may have affected your wellbeing over the last year. We use measures of wellbeing that are included in many
surveys which lets us compare the wellbeing of carers to other people in Australia. That means we have to use
specific wording to ensure we can compare — our apologies if some of that wording is difficult to answer. The next
section asks more about what you find rewarding and difficult about being a carer.

None A little Some Most All
In the last four weeks, how often have you felt... of the of the of the of the of the
time time time time time

Tired out for no good reason?

Nervous?

So nervous that nothing could calm you down?
Hopeless?

Restless or fidgety?

So restless you could not sit still?

Depressed?

That everything was an effort?

So sad that nothing could cheer you up?

O000OOO0OOOO
O000OOO0OOOO
O000OOO0OOOO
O000OOOOOOO
O000OOO0OOOO

Worthless?

If you are feeling distressed or need support with difficult feelings, you can contact the following services:

Carer Gateway: (8am to 5pm) 1800 422 737 Lifeline: (24 hours) 13 11 14
Beyond Blue: (24 hours) 1300 224 636 SANE Australia: (10am-10pm, Mon-Fri) 1800 187 263

A full list of free services available to help you is provided on the back of the letter sent with this survey.

How would you rate your general health? Select one

O Excellent O Very good O Good O Fair O Poor




How often do you feel the following?

Never

Hardly ever

All of
the time

Occasionally/

sometimes Often

How often do you feel that you lack companionship?
How often do you feel left out?
How often do you feel isolated from others?

How often do you feel lonely?

OO OO0

o O
o O
o O
O O

OO OO
OO OO

Thinking about your own life and personal
circumstances, how satisfied are you with

the following?

Completely
DISSATISFIED

Completely
SATISFIED

Your life as a whole
Your standard of living

Your health

What you are currently achieving in life

Your personal relationships

How safe you feel

Feeling part of your community

Your future security

Your ability to participate in paid work

Your ability to do further education or

training if you want to

Your ability to afford the things you need

Your ability to save money

®)C,

OO O OO0OO0OO0OOOOO

OO0 O 0O0O0OOOOOOOI\
OO0 O 0O0O0OO0OOOOOO®
OO0 O O0O0O0O0OOO0OOOO®
OO0 O 0O00OOOOOOO®
OO0 O 0O00OOOOOOO®
OO0 O O0O0OOOOOOO@®
OO0 O 0O00OOOOOOO®
OO0 O 0O00OOO0OOOO®
OO0 O 0O00OOOOOOO0O®

0@

OO O OO0OO0OO0OOOOO

In the last 12 months,
have you personally
been affected by any
of the following?

Select ALL that apply

O O O 0OA0

OO0 O O 0O

| had a new serious illness/injury

| experienced worsening of an existing
serious illness/injury

| experienced ongoing impacts from an
existing serious illness/injury

Others in my household or family had a
serious illness or injury (this may
include mental health or substance
abuse problems)

My caring responsibilities increased e.g.
you had a new child, cared for an
unwell family member (this includes all
types of caring, not just the type of
caring asked about in this survey)

| had an unplanned loss of job
| had an unplanned reduction in my
work hours

Another member of my household had
an unplanned loss of job

| started a new job

My income fell

O

O 00 OO0O0OOoO0oOo OO0

My home was damaged or destroyed by a
storm, fire, flood or other event

Property other than my home (e.g. car) was
damaged or destroyed by accident, storm, fire,
flood or other event

| experienced other impacts due to extreme
weather events such as flooding or fire (other
than damage to house or property)

| moved house

My household had a sudden large financial
stress e.g. a large bill that was not planned for

My household experienced financial hardship
| separated from or divorced my partner
Someone close to me passed away

| experienced a robbery/theft

| experienced family/domestic violence

Others in my household experienced
family/domestic violence

| was affected by other forms of crime
Other unexpected stress in my life

None of these




Your experiences as a carer

The following questions ask what being a carer is like for you at the moment, and how it has changed over the past
year. We ask about your choice in becoming a carer, the positive aspects of being a carer and about the challenges of
being a carer.

People become carers in different ways. Some choose to be a
carer; others feel they have no option but to be a carer, even
if they would prefer not to be.

I had no choice about whether to be a carer or not
| had some choice about whether to be a carer or not

| actively chose to take on a caring role, and could have
chosen not to be a carer

What best describes you?

If you care for more than one person, please answer based on
the person you have cared for the longest.

O O OO0

It’s hard to say which of these best describes me

How much do you agree or disagree with the following statements Strongly Strongly
about how you currently find being a carer? DISAGREE AGREE |

know

Overall, | find it satisfying being a carer

O O

Being a carer contributes to my meaning and purpose in life
| often find being a carer a positive experience
My contribution as a carer is recognised by others in the community

My contribution as a carer is recognised/valued by the government

My experience and knowledge as a carer is recognised by health
professionals

Being a carer has strengthened my relationship with the person/people |
care for

I have learned new skills due to being a carer

OO0 O O 00000
OO0 O O 00000
OO0 O O 00000 ®
OO0 O O 00000 ®
OO0 O O 00000 ®
OO0 O O 0000 0®
OO0 O O 0000 0OM

OO0 O O 000

I would have no hesitation in encouraging other people to become carers

The next questions ask how often you experience different types of challenges as a carer. We know being a carer can
involve many positive and negative experiences; this asks about the negative ones in more detail to better identify
where Australian carers may most need support and change to help support their wellbeing.

Nearly always

At the moment as a carer, how often do you feel... or always

There is not enough time for yourself

You have more responsibilities than you can cope with

Like you’ve lost control over your life

Uncertain about what to do for the person or people you care for

Like you should do more for the person/people you care for

OOOOOO@E
O0O0000O®
OO0000O0O®
OO0O00O0OO0O®
O0O0000®

Like you could do a better job of caring

Nearly always

How often do you feel that your caring responsibilities and duties Never or always

negatively impact...

Your social life
Relationships with family and friends

Your health

OO000®
OO000O®
OO000O®
OO0O0O0O®
OO000®

Your privacy
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the following well?

Not at all confident
At the moment, how confident do you feel that you are able to do I can do this well

Very confident
I can do this well

Take care of the physical needs of the person/people you care for

Take care of the emotional needs of the person/people you care for
Find out about and organise access to services for the person/people
you care for

Cope with the stress of caring/caregiving activities

Make caregiving activities pleasant for both you and the
person/people you care for

Manage unexpected events or emergencies involving the
person/people you care for

O OO0 0O000®

O OO0 O0OO0O0O®

O OO0 O0O00®

O OO O0O00®
O OO0 O0O00®

In the last 12 months, how have the following aspects of Getting
being a carer changed for you? WORSE

Getting
BETTER

Don’t
know N/A

My confidence in being able to be a good carer

My access to support to help me in my caring duties

My access to financial resources needed to fulfil my caring
duties

My overall ability to care for the person/people | care for
My ability to participate in paid work (if applicable)

My ability to progress my studies/education (if applicable)
My ability to maintain my own quality of life/wellbeing
My ability to maintain my own health

My ability to cope with the stress of my carer role

The difficulty of navigating systems e.g. NDIS,
MyAgedCare, myGov or others

O O0OO00OO0O0O0O O O00B
O O0OO00OO0O0O0O O O0O0O®
ONOGHCHONONCHCHNONONOIC)

O O0OO0OO0OO0O0OO O O0O®
O O0O00OO0O0O0O O 00

ONOGHCHONONOHCRONONCIC)

O O0OO0O0OO0O0O0O O O00Oe

O O0OO0OO0OO0OO0O0O O OO
O O0OO0OO0OO0OO0O0O O OO0

Does your role as a carer have financial impacts for you and your household?

Unsure

<
o
»

Being a carer has led to a reduction in the amount of income | earn

| have accumulated less superannuation than | otherwise would have due to being
a carer

| have not been able to take employment opportunities such as promotions due
to being a carer

My income earning ability is the same as it would be if | was not a carer

My household’s overall financial situation has worsened since | became a carer

| worry more about my financial situation since | became a carer

OO0 O O O

OO0 O O O

OO0 O O 0OF
OO0 O O O

Finding and accessing support

This section asks you whether you are currently able to access formal and informal support to help you in your role
as a carer, and the types of support you need. We also ask if you’ve accessed specific types of formal support.

help you in your caring responsibilities if you
are ill or need a break?

Are you able to call on friends or family to O No, | don’t have access to help from friends or family

O While | have some friends or family who can help, it would be difficult

Select one O Yes, | could easily organise a friend or family member to help
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In the last 12 months, how satisfied were you with
your access to different types of support as a carer?

If your satisfaction changed through the last 12
months, please answer based on your most recent

experiences. If you were a carer for only a part of the ~ Completely
last 12 months, please answer for the time you were ~ DISSATISFIED

a carer.

©
®

Completely
SATISFIED

©

Access to support from friends and family
Access to respite care services
Access to carer training and skills courses

Access to psychological support for carers

Ability to connect to other carers to share
experiences and advice

Access to financial support to help me in my role as a
carer

O O O0O00O0

O O 0000

O O O0O000®
O O O0O000®
O O O0O00O0O®
O O O0O000®
O O O0O000E
O O O0O000E
O O 0O0O000®

O OO000O0

O O O0O00O0

To what extent are the following a problem when trying to
access formal services in general, such as in-home support,
respite care, cleaning services for the person or people you
care for?

NOT
a problem

VERY BIG
problem

Don’t
know

The person | care for does not want some types of formal
support

The person | care for does not feel they need some types of
formal support

Long waiting times to access services in the local area
Lack of availability of services in my local area

Complicated application processes for accessing services

Services for the person | care for are not adequately funded
as part of NDIS, My Aged Care, Veteran’s or other support
packages

Difficulty finding high quality services e.g. you may have
difficulty finding a service that has staff with the skills needed
to support the person you care for

Difficulty getting to one or more services e.g. difficulty with
transport, or the service is located a long distance from the
place the person you care for lives

Difficulty finding a service that is culturally appropriate for
the person | care for

Poor coordination between different services accessed by the
person/people you care for

Rapid change in staff at support services e.g. the people
providing services change regularly

Difficulty affording the cost of accessing services

The services offered in my local area do not cater for the
specific needs of the person | care for

| do not know what types of services are available for the
person | care for

O OO0 OO0 O O O 0000 0L
O Oo0OO0 oo O O O 0000 O®
O Oo0OO0 OO0 O O O 0000 0@
O OO0 oo O O O 0000 Oo®
O Oo0OO0 oo O O O 0000 0®
O Oo0OO0 oo O O O 0000 O0E
O Oo0OO0 oo O O O 0000 oW

O

O OO0 oo O O O O00O0O0

O OO0 OO O O O O0O0O0OO0O O|f
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How much time do you spend navigating N/A — the person/people | care for don’t access formal support from the

government support systems such as government
Centrelink, NDIS, My Aged Care or None — the person/people | care for don’t need my help with these
Veteran’s support on behalf of the systems

person or people you care for? Less than an hour a week on average

Jaleet one | often spend between one and four hours a week

| often spend five or more hours a week

Have you received any assistance to help Yes, and it was helpful
you havigate government systems such
as NDIS, My Aged Care, Carer Gateway

etc.?

Yes, but it wasn’t very helpful

No, | needed to access help but wasn’t able to access it

O0O0O00OO O O

Select one No, | didn’t need to access help

Many people in Australia use My Health Record, to record and track their health information and make it available to
different health practitioners. This online health record has settings that allow people to give their carers access to
their record.

Do any of the following apply for any of the people you care for? Even if
you care for more than one person, if this applies to ANY of the people you

care for, answer ‘yes’. Yes Unsure

Do you access the My Health Record of the person/people you care for?

Do you access the My Health Record for yourself?

Are you a Nominated Representative for the person you care for to access
the My Health Record?

Does the person you care for have an Advance Care Plan?

Does the person you care for have an Advance Care Plan on the My Health
Record?

Has your doctor discussed the My Health Record with you (whether O
discussing it for you or for a person you care for)?

OO0 00
O OO 00|#
OO0 00

O

O

Many carers access formal support from organisations who provide services such as respite care, counselling, or
other services to carers. This support may be paid for privately or made available publicly with government covering
some or all of the costs of the service. The next questions ask if you currently access different types of formal carer
support, or if you have tried to and been unable to access it.

In the last 12 months, have you received assistance from any O No
organised services to help you in your caring role? O Yes
Select one
(O Unsure
I've
- ) I'have received/used I've never

Do you receive, or have you tried to access, received or this in the I've tried to tried to No. | don’t
the following types of carer services other i . . ’ .

. /ing yp? used this past, but not  access this, access this, need this
than respite care: in the last in the but didn’t but would type of carer

12 months last year receive it like to support

Cleaning services O O O O O
Shopping services O O O O O
Transport services O O O O O
Gardening services O O O O O
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Do you receive, or have you tried to access, the following
types of carer financial support or coordination/planning
services?

I've
received
this in
the last
12 months

I've
received
this in
the past,
but not
in the
last year

I've tried
to access
this, but

didn’t

receive it

I've
never
tried to
access
this, but
would
like to

No, |
don’t
need this
type of
carer
support

Carer Payment (an income support payment from the
government for those giving constant care to someone who
has a severe disability, serious illness, or who is frail and
aged)

Carer Allowance (a fortnightly supplement from the
government for those giving additional daily care to someone
who has a disability, serious illness, or who is frail and aged)

Young Carer Bursary

Carer assessment and planning service e.g. you were assisted
by an organisation who helped identify your needs as a carer
and plan accessing services

Intensive support (support navigating services, obtaining
referrals)

Funding to purchase small assets to support you as a carer
such as a phone, laptop

Funding to cover some or all of the costs of carer training
and/or counselling

Funding to cover some or all of the costs of respite care

Funding to cover costs of transport

O

OO0 O O O O O

O

OO0 O O O O O O

O

OO0 O O O O O O

O

OO0 O O O O O O

O

OO0 O O O O O O

Do you have access to, or have you tried to get access to,
the following types of carer training or support?

| have
accessed
this in
the last
12 months

've
accessed
this in
the past,
but not
in the
last year

I've tried
to access
this, but
didn’t
receive it

I've never
tried to
access
this, but
would
like to

No, |
don’t
need this
type of
carer
support

Psychological counselling (phone, video or in person)

Carer coaching, where a coach supported you in your role as
a carer (may be face to face or online/by phone)

Online self-guided coaching to help you build knowledge and
skills to help you as a carer

Carers skills courses (providing specific training and skills for
carers)

Support to enrol in education or training courses (on any
subject, not just on topics related to being a carer)

Carer support group (also called peer support groups, lived
experience groups. These groups may meet online, phone, or
in person)

Online forum for carers to support each other

O O O O O OO0

O O O O O OO0

O O O O O OO0

O O O O O OO0

O O O O O OO0
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Do you receive, or have you tried to access, the
following types of respite care (services that give
carers a break by providing alternative care
arrangements)?

| have

received
or used

this in

the last
12 months

received/used
this in the
past, but not

I've

in the

last year

I've tried
to access
this, but

didn’t

receive it

I've

never
triedto  No, I don’t
access need this

this, but type of
would carer
like to support

In-home respite care (day respite or overnight respite)

Centre based day respite care

Short-term accommodation respite in a small
community setting (may include overnight respite)
e.g. cottage respite

Longer term respite in a permanent accommodation
residential facility

Emergency respite care

Other respite care (please describe):

O

O OO O

O OO O OO

O OO O OO

O

O OO O

O

O OO O

Carer Gateway

This section asks you about your awareness of and experiences with Carer Gateway.

Have you heard of or accessed Carer Gateway?
Select ALL that apply

Carer Gateway provides access to services and
supports for all carers, no matter the age of the
person they are caring for. You can contact your
local Carer Gateway service provider by calling
1800 422 737, Monday to Friday, between 8am
and 5pm or visit www.carergateway.qgov.au.

OOoO OO ooag

Yes, have spent time on the website

Yes, have called the Carer Gateway phone number

Yes, have received printed information e.g. a booklet or information
pack about Carer Gateway

Yes, have accessed some services through Carer Gateway

I’'ve heard of Carer Gateway but haven’t looked at it or accessed

services

I’'ve heard of Carer Gateway but | do not need this support

| haven’t heard of or accessed Carer Gateway

Unsure

If you have accessed the Carer Gateway website, phoned Carer Gateway, or accessed services via Carer Gateway,
how satisfied were you with Carer Gateway? If you have not accessed the Carer Gateway website, phoned Carer
Gateway, or accessed services via Carer Gateway, please skip this table.

Completely
How satisfied were you with the following DISSATISFIED

aspects of Carer Gateway?

Completely
SATISFIED

N/A

Carer Gateway website overall
Information available on the website
The Carer Gateway phone call service

How your needs as a carer were assessed

Types of services available via Carer
Gateway

The quality of services available via Carer
Gateway overall

Professionalism of Carer Gateway staff
Helpfulness of Carer Gateway staff

Booklet or information pack sent to you
about Carer Gateway

O 00O O O000O0E
O OO0 O0O00O0®
O 00O O 0000
O OO0 O0O00O0®
O 00O O O0O0O0O®
O 00O O O000O0®
O OO0 O0O00OO0®
O 00O O 0000
O OO0 O0O0O00®
O 00O O O0000®
O 00O O O000OO0e

O 000 O000O0

[EEN
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Have you contacted any of the following organisations to
seek advice, support or access to carer services?

Unsure

Yes,
in the last
12 months

Yes,
more than
12 months ago

Carer Gateway (carergateway.gov.au or 1800 422 737)
Catholic Care

Emergency Respite Support (after hours service)

My Aged Care

Other organisation (please name the organisation below):

Other organisation (please name the organisation below):

Other organisation (please name the organisation below):

O O 0000

O

O O 0000

O

O O 0000

O

O O O O0000|F

If you accessed any formal support services/assistance in the last 12 months, how SATISFIED are you with the
service provided? Please write the type of service you have accessed (e.g. respite care, carer coaching, carer
assessment and planning, online course, cleaning services), the organisation/s that you have accessed this service

from, and rate how satisfied you are with it.

If you haven’t had any support from services in the last year, please skip this question.

What type of service/assistance did you access in the last 12
months, and what organisation/s provided it?

For example, cleaning, respite care, counselling, funding to buy
equipment.

Name of organisation/s

Completely
DISSATISFIED

Completely
SATISFIED

ONONCHRONONONCRVNORONC)

Type of service/assistance who provided the
accessed service/assistance
Type of service: Organisation:
Type of service: Organisation:
Type of service: Organisation:
Type of service: Organisation:
Type of service: Organisation:

ONONONONONONONONORONG
ONONONONONONONONORONG
OO0OO0O000O000O0O0
ONONORONONONONONORONG

ONONORONONONONONORONG
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If you accessed any formal support services/assistance in the last 12 months, how USEFUL have you found it?
Please write the type of service you have accessed e.g. respite care, carer coaching, carer assessment and planning,
online course, cleaning services, and rate how useful it was.

If you haven’t had any support from services in the last year, please skip this question.

funding to buy equipment.

Type of service/assistance accessed in last 12
months, e.g. cleaning, respite care, counselling,

NOT AT ALL
useful

VERY
useful

Type of service:

Type of service:

Type of service:

Type of service:

Type of service:

O O O O O|e
O O O O O®
O O O O O®
O O O O O®
O O O O O®
O O O O O®
O O O O O®@®
O O O O O
O O O O O®
O O O O O®@
O O O O O|e

A bit about you

We've asked a lot about your caring responsibilities and your wellbeing. We want to understand whether some
carers are more likely than others to have good access to support. To do this, we need to ask a bit about you and the
type of household you live in. If you have done the survey in the past, you have answered some of these questions
before; we are asking them again to check if anything has changed since you last answered them. If you do not wish
to answer some of the questions below, you can skip those you do not wish to answer.

Do you identify as...
Select one

O
O

Female

O Male

Prefer not to answer

O Other e.g. non-binary, gender fluid,
inter-gender, no gender

Are you of Aboriginal and/or Torres
Strait Islander origin?

Select ALL that apply

Ol No

‘ [ VYes, Aboriginal  [] VYes, Torres Strait Islander

How would you describe yourself?
Select one

O
O

Australian-born

Born overseas (please specify country):

If born overseas:
What year did you arrive in Australia to live?

Do you usually speak a language other
than English at home?

Select one

Yes (please specify):

No

Do you identify as...
Select one

O OO O

O

Straight (heterosexual)

LGBTIQA+

If you select this, and wish to let us know how you identify (e.g. gay,
bisexual, transgender, asexual) please do this here:

Prefer not to answer
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What is the highest year of high
school you completed?

Select one
If you are currently enrolled in

high school — please select your
most recent year of completion

(O Did not attend high school (O Year 10 or equivalent

(O Year 7 or equivalent (O Year 11 or equivalent
(O Year 8 or equivalent (O Year 12 or equivalent

(O Year9or equivalent

Have you completed any of the
following types of qualification
e.g. from a vocational training
institution or university?

Select ALL that apply

Certificate | or Il

Certificate Il or IV

Diploma

Undergraduate university degree

Postgraduate university degree e.g. Master, Ph.D., graduate diploma

None of these

Are you currently a Defence
Force family member?

Select ALL that apply

Yes, | currently work in the Defence Force

Yes, my spouse currently works in the Defence Force

oooOooooooadd

No

Where do you live?

report results.

primary residence.

We ask this because we will produce results for different
regions of Australia to help understand if those in different
locations have better or poorer access to services. To do
this, we need to ask you where you live. We make sure to
protect the privacy of our survey participants when we

If you live in more than one place, please put in your

State/territory you live in:
e.g. VIC, SA

Town, suburb or rural
locality you live in:

Postcode you live in:

The home you live in has an important influence on your wellbeing, as are the people you live with (if you live with
others). This section asks about the type of household you live in, and whether your home is suitable for your needs.

Select one

Which best describes your household?

Sole person household
Couple only household

Single parent with children household

O Share or group household
O Other (please specify below):

Couple parent with children household

outright?
Select one

Are you renting, paying off a mortgage,
or do you/your family own your home

I am ‘couchsurfing’ — staying temporarily with others
| am renting

| have a house with a mortgage

| own my house outright (or own it with a partner/other person)

| live in my family’s home without paying rent

owned housing?
Select one

Do you live in privately owned or publicly

Private housing (e.g. your family/you/a private landlord own it)

Public housing

OO0O00OOOO0OOO

Unsure
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How suitable is your home for the people living in it?

Strongly
DISAGREE

®

Strongly
AGREE

® @

Don’t
know

My home is overcrowded (there’s not enough space for all the people

living in the house)

It’s difficult for some of the people living here to access or use some parts
of the home due to disability or health problems e.g. kitchen, shower, an

area that has stairs

O O
O O

Overall, my home meets the needs of all the people living in it well

O O O®

® @ 6
O O O O
O O O O
O O O O O O

How would you rate your access to the following at your

home?

Very Very
POOR GOOD | pon't
@ @ know

Mobile phone reception
Access to high speed, reliable internet

A personal computer, laptop or tablet

A private space for using a computer or other device for

telehealth or other online services

O
O
O

O

O
O
O

O

O O00®
O O00®
O O00®
O O00®
O O00®
O OO0

Think about transport for the person you
care for. If you care for multiple people,
answer for the person who has the most
difficulty with transport/mobility.

Which statement best describes their
overall transport situation?

Can easily get person/people | care for to the places they need to go
Sometimes have difficulty getting them to the places they need to go
Often have difficulty getting them to the places they need to go
Can’t get to the places they need to go

The person/people | care for never go out/are housebound

NA — I’'m not responsible for transporting the person | care for

In a typical week, how many times do you
need to travel for caregiving purposes,

e.g. taking a person to an appointment, to
respite care, to their place of work or social
groups?

None 7-8 times per week

1-2 times per week 9-10 times per week
3-4 times per week 11 or more times per week

5-6 times per week

OO0 00O

OO0 OOOOOOOOOOO

How long do you spend travelling for Less than 1 hour 5-10 hours
carfegnvmg purposes in a ty!)lcal week e.g. 1-2 hours More than 10 hours
taking a person to an appointment, to
respite care, to their place of work or social 3-5 hours
groups?
Approximately how much would you Under $20 O More than $100
spend on travel for caregiving purposes in
20-$4 Unsure
a typical week e.g. on fuel, public 2D O
transport, parking? $50-$100
Please estimate if you’re unsure.
Do you currently do any of the following? Business owner/co-owner Retired

Select ALL that apply

Note we don’t ask about your caring
responsibilities here, as we have already
asked about those.

OOO0O0O0004d

Self-employed Studying part-time or full-time

O00

I volunteer for one or more
groups e.g. sports group,
community group, church,
school, hospital

I have full-time paid work
| have part-time paid work
| have casual paid work
None of these

| do unpaid work

Unemployed & looking for work
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If you currently do paid work, please answer the next questions. Otherwise, go to ‘Your household finances’ at the

bottom of this page.

What is your primary job?

Please list your job/s e.g. retail
sales, farmer, teacher.

Job type/s:

How many hours of paid
employment do you work in a
typical week?

Select one

Less than 10 hours per week 30-34 hours per week

10-14 hours per week 35-39 hours per week
15-19 hours per week 40-44 hours per week
20-24 hours per week 45-49 hours per week

25-29 hours per week 50 hours or more per week

O0O0O0O0

How predictable is the timing
of your ordinary work hours?

Select one

I have to work specific, set hours e.g. 9am — 5pm

I have set hours, but can change them sometimes if needed

| rely on a roster or shift work and this can change or be unpredictable
I rely on roster or shift work but it is consistent

I can change my work hours around when and if | need to easily

What times of day or night do
you typically work?

Work mainly during the day e.g. sometime between 7am — 7pm
Work mainly outside of ‘normal working hours’ e.g. between 7pm — 7am

Varies between day and night work

Are you able to work from
home if you need or want to?

No, never (O Sometimes but not always (O VYes, anytime | want

Which of these best describe
your work?

Select ALL that apply

Casual contract without an end date

Fixed-term contract lasting less than 12 months
Fixed-term contract lasting between 1 and 2 years
Fixed-term contract lasting more than 2 years

Permanent job (there is no end date to your employment)
N/A

Have you discussed your carer
role with your
supervisor/employer?

Not applicable e.g. you are self-employed
No, my supervisor is not aware | am a carer
Yes, although it has only been discussed once or twice

Yes, and | can discuss my carer role with them whenever | need to

To what extent is your
supervisor/manager/employer
understanding of your caring
obligations?

Select one

OO0 ooooOopmooOooOo O 000VOOOOOOOOO

O

Not very — it is expected my caring duties should not interfere with any aspect of my
work

Somewhat — | am able to discuss how to balance caring and work with my employer

Very — my workplace is highly supportive of my caregiving role and supports me in
making sure | can fulfil my caring duties

Not applicable e.g. you are self-employed, or they are not aware you are a carer

Your household finances

Financial information is very sensitive, but also important because finances do affect the wellbeing of many
households. However, if you don’t want to answer these questions, please continue to the next part of the survey.

household/family are...
Select one

Given your current needs and financial
responsibilities, would you say that you and your

O
O
O

Very poor O Reasonably comfortable

Poor O Very comfortable

(O Prosperous

Just getting along
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In 2023-24, about how much was your household
income before tax?

Select one

This includes income earned by everyone in your
household. Include income from government
pensions, investments/dividends, and paid work. The
categories may look odd — they let us compare our
survey results to those from the national census, so
we can’t change them.

$78,000-103,999

$104,000-124,999
$125,000-155,999
$156,000-207,999
$208,000-259,999
$260,000 or more

Negative or nil income
$1-10,399
$10,400-20,799
$20,800-31,199
$31,200-41,599
$41,600-51,999
$52,000-62,399
$62,400-77,999

Prefer not to say

Don’t know

O00O0OO0OOO0

In the last year, did any of the following happen to
you because you didn’t have enough money?

Select ALL that apply

OOooO0 OooO0O0O000O0

Had to delay or cancel non-essential purchases e.g. holiday,
going to a restaurant or movie, buying clothes

Could not pay bills on time e.g. electricity, rent, gas
Went without meals, or was unable to heat or cool home

Asked for financial help from friends or family

Delayed or cancelled medical appointments or support services
for myself or others in the household because we couldn’t
afford them

None of these

Rising living costs have been a concern across
Australia in the last couple of years.

To what extent has your household been financially
impacted by the rising cost of living?

O O O|O

NO financial impact from the rising cost of living
MODERATE financial impact from the rising cost of living

SEVERE financial impact from the rising cost of living

Do you have any other comments
about your caring role?

This might be identifying challenges and
issues not asked about in this survey, or
simply identifying aspects of your
personal experience as a carer that are
important to your wellbeing.

Please write as much or as little as you
like; feel free to attach another page if
the space to the right isn’t sufficient. We
will use this information in two ways; to
identify the topics that need to be asked
about in our future carer surveys, and to
ensure in our report we identify common
issues experienced by carers.
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You have reached the last page of the survey. If you would like to enter the prize draw, access results, or
participate in future research, please answer the questions below.

How did you hear about this survey? O Email from the Carer Wellbeing Survey team at the University of
Select ALL that apply Canberra

We ask this because it helps us identify the different O Ema_ll from an organisation that helps me access

ways people hear about the survey and which groups services/supports as a carer

were more or less likely to receive emails or If yes, organisation name:
information about the survey.

Email from an organisation/group/network representing carers

If yes, organisation/group name:

Facebook
Instagram
Website

Friend or family

Other (please describe):

Do you give us permission to contact you about
future surveys?

Yes, you can contact me

No

OO0 OOOO0O O

If you have done more than one of our surveys, do
you give us permission to link your responses to
different surveys together?

Yes O No

If yes, please provide the following information about yourself (not
the person you care for). This will be used to ensure we link the
correct survey responses together.

Your date of birth (DD/MM/YYYY): / /

Your first (given) name:

Your surname:

Your email:
Do you want to be entered in the prize draw?
Prize draw conditions are provided in the information | () Yes O No
sheet.
Do you want to be notified when results of the
study are available? O Yes O No

If you ticked ‘yes’ to any of the above, please provide your contact details (not the contact details of the person
you care for).

Name:

Email or postal address
(whichever is more

relevant for you):

Thank you for completing the survey
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