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Top level findings

1 Only 33% of Australian adults have undertaken any form of advance care planning (ACP).

Only one in five Australians (19%) have discussed their future health care with someone else; even fewer have
2 completed formal documents, including 13% who have formally appointed a substitute decision-maker and 6% who
have completed an advance care directive.

3 Discussions usually occurred with the person’s own social network: partner/spouse (60%), adult children, parents,
close friends, and siblings. Discussions with health care professionals (12%) were uncommon.

4 Australians can see the benefits of advance care planning, particularly for loved ones, and 73% are open to talking
about it.

5 More awareness is needed: Awareness of advance care planning is low — only 35% were familiar with it.

6 More support is needed: Barriers include not knowing where to start, being unsure how to do it, perceived cost and
difficulty.
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Executive summary

N
Are Australians
prepared?

Most Australians are not fully prepared for
future health care decisions. Only one-
third have engaged in some form of
advance care planning (ACP), with just 6%
having completed a formal Advance Care
Directive (ACD) and 13% having formally
appointed a Substitute Decision Maker
(SDM). While conversations are more
common than documentation, there is
still a large proportion of Australians who
have neither discussed nor recorded their
future care preferences. Older adults,
people with long-term health conditions,
and residents of Queensland and South
Australia are more likely to be prepared,
but overall, preparedness was low.

S

How do Australians view
ACP?

ACP was not broadly understood by most
Australians. While 80% had heard of ACP-
related concepts, only 35% reported being
familiar with ACP. Many Australians,
particularly those aged 25 to 54, had
thought about their care preferences but
have not acted. This suggests potential to
prompt people to take action through
better education and engagement
strategies. Younger individuals tended to
see ACP as something for older people,
contributing to delays in planning.

7

Why aren’'t more
Australians preparing?

Key barriers to ACP included lack of
knowledge, perceived irrelevance, and
practical hurdles. The top reasons cited
were not knowing where to start (29%),
trusting family or friends to know what
they want (27%), believing they are too
young (27%), and uncertainty about
future health (24%). The requirements of
the process being complex, time
constraints, and cost were also identified
as barriers, especially for women, single
people, and people with disabilities. The
combination of reluctance to confront
emotions associated with sickness and
end of life and system-level complexity
also contributes to low uptake.
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ACP is a team effort

ACP works best when supported by a team of trusted people such as family and loved ones, health care
professionals, and legal advisors. Yet, formal appointment of substitute decision makers (SDM) was low,
even though nearly one in four Australians had been asked to take on this role for someone else. While
most ACP conversations happen with partners, children, or close friends, few involved health care
providers, legal advisors, or aged care professionals. Additionally, digital tools like My Health Record were
not commonly used for storing ACP documents. Strengthening the roles of professionals (such as health
care professionals and legal advisors) and integrating ACP into routine care could help improve uptake
and effectiveness.

Why it matters to Australians

Australians value ACP for personal and interpersonal reasons. The leading motivations were peace of mind
(51%), easing the burden on family and friends (44%), and ensuring everything is taken care of (40%). These
motivations highlight the emotional and practical importance of ACP in helping people feel secure and in
control of their future care. Carers, older adults, and those in poor health were especially driven by the
desire to reduce stress for others and to formalise their preferences.
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Project background

Advance care planning (ACP) involves making decisions about future health care
preferences in case an individual becomes unable to make or coommunicate these
decisions themselves. It is an ongoing process of reflection and discussion with
health care professionals and loved ones to identify and communicate personal
goals, values, and care. ACP may include completing legally binding documents,
such as an Advance Care Directive, and/or appointing a substitute decision-maker,
like an enduring power of attorney (health care matters) or enduring guardian.

An Advance care directive (ACD) is a statutory document that can include
specific instructions about refusing medical treatments (or refusing and / or
accepting medical treatments in some jurisdictions). It is also known as an
Advance Health Directive in some Australian states.

A substitute decision-maker (SDM) is a person legally appointed or identified by
the law to make health care decisions on behalf of a person that has impaired
decision-making capacity. A substitute decision-maker may be chosen and
formally appointed by the person, appointed for (on behalf of) the person by the
courts, or identified as the default decision-maker within legislation.

Research presented in this report was commissioned by Advance Care Planning
Australia (ACPA) and conducted by Quantum Market Research. ACPA is a national
program funded by the Australian Government Department of Health and Aged
Care and administered by Metro South Health. Its primary goals are to inform,
educate, and promote awareness and national uptake of ACP.
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Objectives

There is limited evidence on the prevalence of ACP at a national level in
Australia. Existing research indicates that ACP uptake is low in the
Australian community. However, this research has mainly focused on formal
ACP documents and has concentrated on older populations.

To address these gaps, the objectives of this research were to:
1. Explore engagement with ACP among all Australian adults.
2. Develop robust measures of national ACP prevalence using several
indicators of ACP engagement, including conversations and

completion of formal documents.

3. Identify the barriers and enablers that influence the process across
different age, demographic, and cultural groups.

4. Gain an improved understanding of factors associated with ACP
engagement, including demographic and attitudinal factors.

Quantum Advance Care
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Study design overview

Survey with Australians (18+) sourced from an
online research panel

The study was approved by the Metro South
Health Research Ethics Committee

Survey results were weighted to be representative
of the Australian adult population by age, gender
and location

Fieldwork was conducted between 17th February
and 17th March 2025
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Total sample size n=3,390
| Male | = Female |state

52 85 158 71 100 466 49 87 164 74 17 491 957

43 73 129 54 76 375 42 75 134 58 94 403 778
32 50 100 46 63 291 33 54 106 50 71 314 605
21 33 63 3] 46 194 20 33 65 33 55 206 400
23 40 79 36 44 222 23 41 80 35 51 230 452
4 8 13 7 1 43 4 8 14 8 13 47 90
1 3 5 2 2 13 2 3 5 2 2 14 27
5 9 14 5 7 40 5 9 14 5 8 41 81

181 301 561 252 349 1644 178 310 582 265 411 1746 3390

The maximum margin of error (at the 95% confidence interval) on the total sample size is +1.8%

The project was carried out in line with the Market Research International Standard, AS ISO
20252.

Further information can be found in the Detailed Methodology section of this report.
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Whilst awareness of specific ACP terms was low, most
Australians had heard of something to do with it

Awareness of ACP and related concepts

i, | 57 %
A power of attorne | N 50 %
Funeral plans | 7%
Medical insurance R 727
Guardian I 19
An enduring power of attorney I 0%

. Not related to ACP

A living will 41%
Related to ACP documents
. - o
Medical treatment decision maker |GGG 3% . Related 16 SDM roles
Advance care planning 30%
Enduring guardian | 26 %)
Advance health directive 259%,
Advance care directive 239% 80% of Australians had
heard of at least one
Advance personal plan 13%
ACP related term
Substitute decision-maker _ 13%
Statement of choices 10%
Advance personal plan decision maker _ 9% —
None of the above 2%
. . i % Advance care Quantum
Q5 - Before today, which of the following have you heard of? 13 p Planning Australia Market
Base: All respondents (n=3,390) Research



Despite having heard of some terms, only a third
felt they were familiar with ACP

Familiarity with ACP
35% of Australians were
familiar with ACP
f 1
7%
Don't know B This is the first time | have heard of it
| just know the term and nothing more about it m | know what it is but don't know the details
| know a bit about it | know quite a lot about it
Quantum
Q4 - How much would you say you know about advance care planning? 14 o sg:anr;::‘; ‘i\?;r;t ralia Market
Base: All respondents (n=3,390) An Australian Government intiatve  R@S@AFCH



Nearly four in ten Australians have not thought
about their wishes for future health care

Percentage of Australians who have discussed or put their future wishes into writing

| have not thought about my wishes for my future health care _ 38%
| have thought about my wishes for my future health care but | have o
- . 32%
not discussed them with anyone
| have discussed my wishes for my future health care with someone _ 19% b
29% of
Australians have
| have put my wishes for my future health care in writing (but not a 2% discussed or put
formal advance care directive) their wishes for
future health
care into writing
| have completed a formal advance care directive - 6% =
Not sure / can’t remember 2%
Quantum
Q7 - Which of the following statements applies to you? 15 O Qf’a‘:,an’}f,‘; %aursetra“a Market
Base: All respondents (n=3,390) rmer Research



The majority of Australians have not appointed a

Substitute Decision Maker, either formally or informally

Percentage of Australians who have appointed a SDM and who they chose to be a SDM

3% cannot
remember

67% have not
appointed a
SDM

13% have
formally
appointed a
SDM

17% have
informally
appointed a
SDM

Q13 - Have you appointed a Substitute Decision Maker for health care decisions?
Q14 - Who did you appoint as your Substitute Decision Maker?

Base: All respondents (n=3,390) and those who have formally nominated and SDM (n=429) 16

—

Adult child(ren) _ 43%

Sibling(s) — that is, your sister or
brother - 15%
Parent(s) - 13%
Close friend(s) - 9%

Other family member I 4%
Other 1%

Not sure / can't remember ‘ 0%

Advance Care
Planning Australia
An Australian Government initiative
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Australians were most likely to pick a SDM who they
trust and they know would act on their wishes

Reasons for nominating a SDM - top 4

54% They would respect % 54% | trust their

@ and act on my wishes judgement

G

O,
50% They know me best 49% They understand
| | what | want and value

On average, SDMs were chosen for 4
different reasons showing that multiple
factors influence who people nominate.

Advance Care Quantum

Q15 - Why did you pick this person as your Substitu.te. Decision Maker? 17 p Planning Australia Market
Base: Those who have nominated a Substitute Decision Maker (n=1,010) A \ Governmer Research



A third of Australians have undertaken some form
of advance care planning

Prevalence of advance care planning among Australians

6% of Australians have completed an

@% 19% of Australians have discussed their
advance care directive

E E wishes for future care with someone

3% of Australians have put their 13% of Australians have formally
wishes for future care into O appointed a substitute decision

writing (but not a formal Qt> maker

advance care directive)

I|'§Q

33% of Australians have engaged in advance care planning to some extent

Combined metric: Q7 - Which of the following statements applies to you? 4 Ad - Quantum
. . s .. f vance care
Q13 - Have you appointed a Substitute Decision Maker for health care decisions? 18 40 Planning Australia E:;l;gtr L

Base: All respondents (n=3,390)



Australians primarily turned to their partners / spouses
when discussing their wishes for future care

Who wishes for future care were discussed with

19% of Australians have discussed their
8 8 wishes for future care with someone

60%

29%
[o)
18% 17% 17%
. . . 3
Partner /spouse Adult child(ren) Parent(s Close friend(s Sibling(s Doctor

Q8 - Who did you discuss your wishes for your future health care with?
Base: Those who have discussed their wishes for future care with someone (n=652)

19

7%

Lawyer

On average, those who had discussed their
wishes for future care had conversations with
two different people or groups of people. This
highlights that it is not a one-off discussion, but
a process involving multiple conversations
across different relationships.

7%
o)
l i " 1%
| —_—
Childr(en) under Other family Other health or Other Not sure / can't
18 member aged care remember

professional
f ) Advance Care Quantum
Planning Australia

Market
Research



Discussions around future care largely consisted of
medical treatments and health care

What was discussed when talking about wishes for future care - top 5

@ 35% The things that are important for me when |

0, H )
51% Medical treatments | do or don’t want am close to the end of life

627 46% My wishes and preferences for my | N I
future health care

30% Living arrangements

On average, people who talked about their
E 36% Important documents wishes for future care discussed four different
things, showing that their preferences often

involved several important aspects.

Q9 - When you discussed your future health care with someone, what did you talk

about? i Quantum
Base: Those who have discussed their wishes for future care with someone 20 *p sg‘:,anr};; E\aursetra“a l;:;l;gtr i

(n=652)



Although few people discussed ACP with a health care
professional, those who did found them to be respectful,
knowledgeable, confident and comfortable

Experience discussing with health care professionals

% strongly agree or agree
12% of those 1% o gly ag g

who had

discussed their
did so with a

health care
professional
1%

1%

They were confident talking about my values and wishes

Not sure B Strongly disagree Mildly disagree Hm Neither agree nor disagree Mildly agree W Strongly agree

Q11 - When you discussed your wishes with your doctor or other health

fessional to what extent d ith the following? p
professional to what extent do you agree with the following ‘; Advance Care Quantum
' Planning Australia Market
mmer Research

Base: Those who have discussed their wishes for future care with a health 01
care professional (n=82)



Engaging a lawyer in ACP was less common, but those
who did also found them to be respectful, knowledgeable,
confident and comfortable

Experience discussing with lawyers
% strongly agree or agree

7% of those who had
discussed their
fut health did
uture hea '@ so They were respectful ! 14% 46% 84%

h—* with a lawyer

79%

They were knowledgeable

They were confident

D 0, 0,
talking about my values and wishes 84%
They were comfortable with the topic 16% 82%

Not sure W Strongly disagree Mildly disagree Hm Neither agree nor disagree Mildly agree m Strongly agree

Q11a - When you discussed your wishes with your lawyer to what extent do you

agree with the following? 4 Quantum

Base: Those who have discussed their wishes for future care with a lawyer { NEvaree Care . Market
Planning Australia

(n=46) Austraflan Governiot Research



ACD most commonly contained wishes and
preferences for future health care

Contents of ACD

My wishes and preferences for my future health care 75%

Medical treatments | do or don’t want

69%

Appointing a Substitute Decision Maker 68%

The things that are important to me when | am close to the end of life

58%

Care arrangements 42%

Values and beliefs about future care (e.g. religious or cultural) _ 33%
Prefer nottosay 1%
6% of Australians have A.C Ds were n9t only l‘.'sed to
completed an advance care Other 5% give speC|f|f: instructions about
directive (ACD) future medical treatment.
Not sure / can't remember 2%

Quantum

Q12 - What does your advance care directive contain? 23 p sg‘:,anr}rc,; %aurset,a"a Market

Base: Those who have completed a formal ACD (n=208) mmer Research



Australians were split on being ready to take the
next step

Readiness to undertake next step in the ACP process

51% felt completely or somewhat ready to
undertake the next step of ACP

Not sure mlhaven't decided either way  m I have decided | do not want to Not ready at all Somewhat ready mCompletely ready

Q22 - How ready do you feel to sign / complete formal documents / put
your wishes for your future health care in writing / discuss your wishes for

your future health care with someone? Base: Those who have not —
completed a formal ACD excluding those who preferred not to say ——_—e quanty

(n=3,101)



Over half of Australians stored their ACD at home

ACD storage

At my home

With my lawyer

With a family member or friend
With my doctor

With my substitute decision maker
Uploaded to My Health Record
Added to my hospital record

At my care facility

With a company that stores it online

I,
I,

I

I
I -o¢
KK
I 1>

B

B >

Other 3%
Not sure / can't remember 2%
Q19 - Where is your advance care directive stored? o5

Base: Those who have completed a formal ACD (n=208)

On average, Australians stored their
ACD in two different locations. Only
one in five stored their ACD with
their doctor. This is a concerning gap
given that doctors need ready access
to these documents in order to act
on a person’s wishes if needed.

f ) Advance Care
Planning Australia
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Reasons for discussing or writing down wishes were
focused on providing security for themselves or others

Most common reasons for discussing or putting wishes for future health care into writing or discussing - top 3

51%

44%
40%

>4

| want to ease the burden for my friend(s) or | want to make sure everything is taken care

y:

It gives me peace of mind

family of /I like being prepared
Q23 - Here are some reasons others have told us for completing an advance care
directive / discussing their wishes about their future health care with others . Which
) [ Advance Care
apply to you: 26 p Planning Australia

Base: Those who have discussed or put their wishes into writing (n=975)
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Reasons for not doing any kind of ACP were focused on
trust, lack of need and uncertainty about future health

and the process

Most common barriers for not undertaking any sort of ACP - top 4

29% ) 67% of Australians have not
27% 27% undertaken any form of
advance care planning

24%

_—

%

O
200

| don't know where to start | trust my family / friend(s) to | am too young | can't predict my future
know what | want health
Q20 - Here are some reasons others have told us they haven't discussed their Quantum
i D) [ Advance Care
future health care. Which apply to you: 7 p Planning Australia Market
Research

Base: Those who have not done any form of advance care planning (n=2,221)



A third did not discuss their wishes as they trusted
family / friends would already know what they wanted

Reasons for not discussing wishes for future health care after thinking about them*

100 32% of Australians have
° @ thought about but not
28% discussed their wishes for
249 future health care
° 23%
21%
18%
16%
. . i
| trust my family / friend(s) | don't know where to start | can't predict my future | am too young | don't want to burden | don't like to think about | have more important | was not aware of it
to know what | vvant health other people with it things like that ~ things to deal with first

On average, Australians identified two different barriers that prevented them
from discussing their wishes for future care with someone else, highlighting
that it is rarely a single factor that holds people back.

Q20 - Here are some reasons others have told us they haven't discussed their future
health care. Which apply to you?

7 Quantum
Base: Those have thought about future health care but not discussed with someone o8 p ﬁ‘f’a‘:,an’}f,‘; %aur;ra“a Market
(n=1,076) *results above 10% shown Research



A third did not complete a formal ACD as it was not
a priority, or they were unsure how to do it

Reasons for not completing a formal ACD*

94% of Australians have not
completed a formal ACD

36% document
34%
19% 19%
16%
o)
. ] )
It is not a priority | am unsure how to do it | haven't had the time It is too expensive to do It requires the input of multiple  The process is too difficult | don't think it is necessary

people e.g Lawyer, Justice of
the Peace, Doctor

Q24 - The following are some reasons people have not put their wishes into
writing or completed a

formal advance care directive, which apply to you? e
Base: Those who have not completed a formal ACD (n=2,700) *responses above @ Advance Care Market
) " Planning Australia Research

10% shown



Australians showed strong support for ACP and
the potential benefits...

Attitudes towards advance care planning

% strongly agree or agree

Perceived benefits of advance care planning

1%
pehance care plrningcon el endl) iy e e 82%
1%
Advance care planning can help reduce confusion, stress and anxiety l 79%
1%

Documenting my preferences for future health care would help relieve o ®
the burden on my family / loved ones 15% 46% 79%

Openness and attitudes toward advance care planning

I am open to talking about advance care planning H 73%
Talking about advance care planning is the most valuable part of the

Not sure B Strongly disagree Mildly disagree Hm Neither agree nor disagree Mildly agree W Strongly agree
Q32 - How strongly do you personally disagree or agree with the followin
statements abou?gdva/{//ce gare /anr};in ? ’ ’ ’ riwRie cake Qualr:tum
p 9g- 30 Planning Australia Market
R v RS Research

Base: All respondents (n=3,390)



...but were less certain about the timing and need

Attitudes towards advance care planning
% strongly agree or agree

Emotional Discomfort or Psychological Barriers

Thinking about declining health or end of life is depressing 31% 66%

It's hard to know what | might want until | am in that situation o 4% 21% 61%
Misconceptions or Conditional Beliefs

You only need to do advance care planning iri;/\?:::jeisigﬁig 7% 230

You only need to do advance care planning if you are old 6% 22%

Not sure B Strongly disagree Mildly disagree Hm Neither agree nor disagree Mildly agree W Strongly agree
Q32 - How strongly do you personally disagree or agree with the followin
Statements abou%‘7 gdvaI{ce gare /anr};in ? J ’ ’ Setiice cate. Qualr:tum
p g: 31 Planning Australia Market
an Avstratian Government e R@S@Arch

Base: All respondents (n=3,390)



After Google, Australians were most likely to turn to

health care professionals or government sources to
learn more about ACP

Sources for more information about ACP

45%
0
41% 40%
[o)
25% 24%
20%
8% 6% 6%
(o} 0
4%
B e -
Google Doctor or other Government Family / friend(s) Lawyer Government Social media such | do not want more Newspapers, TV, Other Not sure
healthcare websites helplines as: Facebook, information about radio
professional Instagram, TikTok, advance care
YouTube planning

i Quantum
Q25 - Where would you look for more information about advance care planning? 3 p f,‘g‘;anr};‘; %aur;ra"a Market
Base: All respondents (n=3,390) Research



A third of Australians have had someone else discuss
their wishes for future health care with them

Percentage of Australians who have had someone else discuss their wishes for future care with them and who it was

65% have not had

0,
discuss their wishes remember

with them
Close friend(s) - 13%
31% have had
someone else Sibli - 129
discuss their ibling(s) ?
wishes with
them Adult child(ren) . 7%
Child(ren) under 18 I 2%
Other family member I 4%
Other 1%
Not sure /can't remember 0%
Q26 - Has anyone discussed their wishes for their future health care with you ? AdTEs Cake Quantum
Base: All respondents (n=3,390), Those who had someone else discuss with 33 Planning Australia Market
them (n=1,040) An Australian Government intiotve  R@S@Arch



Nearly one in four Australians have been appointed

as someone else’'s SDM

Percentage of Australians who have been appointed as someone else’s SDM and who for (formally)

3% cannot
remember

Parent(s)

—

17% have Partner / spouse
formally been

appointed as a Sibling(s) — that is, your adult sister or
SDM brother

68% have not
been

appointed as
a SDM

Friend(s)

Adult child(ren)

12% have

informally Other family member (please
been specify)
appointed as

a SDM Other (please specify)

. . . Not sure / can't remember
Q29 - Have you ever been appointed as someone else’s Substitute Decision Maker as

part of their advance care planning?

Q30 - Who are / were you the appointed Substitute Decision Maker for?

Base: All respondents (n=3,390) and those formally appointed as someone else’s
Substitute Decision Maker (n=585) 34

- 10%
- 10%
- 9%
I

‘O%

1%

@

Advance Care
Planning Australia

An Australian Government initiative

54%
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Socio-demographic characteristics influencing
advance care planning:

Age

/O

M
Gender
o O
4

State / Territory

Metropolitan /
Regional

Fal

Older age correlated strongly with ACP engagement, whereas younger people perceived ACP as unnecessary. Older ages, particularly those
aged 65+, were significantly more likely to have engaged in ACP, compared with lower rates in younger age groups. This older age group was more
likely to have completed ACDs, be appointed formally as a SDM, and discussed preferences for future health care. Younger individuals (18-34) were
more likely to have believed they were ‘too young' for ACP, were less familiar with it, and cited barriers such as not knowing where to start. As age
increased, so did readiness to engage in ACP, familiarity with the concept, and the likelihood of document completion.

There were no significant differences in ACP engagement by gender, however, women were more active in discussions. Women were more
likely to have talked to adult children about ACP, been formally appointed as a SDM, and included detailed preferences in their ACDs. They also
identified more reasons for engaging in ACP, such as peace of mind and reducing burden. While both genders engaged with ACP at similar rates,
women were more likely to have driven ACP conversations, particularly with family.

ACP engagement varied considerably by location. Tasmanians were the least likely to have engaged in ACP in anyway, were less aware of ACP,
and had lower rates of formal SDM appointments. Residents of Queensland and South Australia had the highest rates of engagement, were more
likely to have been appointed as a SDM and to have discussed preferences for future health care. Residents from these states also had the highest
ACD completion rates. Overall Queensland and South Australia appeared most prepared, while Tasmania was less prepared in terms of
readiness and engagement.

Regional residents were more likely to have had ACP discussions with family members, such as adult children, and to have been appointed as a
SDM. However, metropolitan residents were more likely to have uploaded ACDs to My Health Record. Regional residents were also more likely to
have cited trusting family as a top reason for not having completed ACP. Both groups demonstrated strengths with regional residents being
more likely to initiate conversations, while metropolitan residents were more likely to store documents digitally as part of their health record
for easy access.

" ¥ Advance Care Quantum
35 Planning Australia Market
Research



Continued:

Relationship status

Parental status

Cultural background

®

Widowed and married people were more active in advance care planning, while single people were less engaged, and often reported limited
personal support and lack of access to information. \Widowed people were the most likely to have engaged in ACP and to have appointed a SDM.
Married people also showed higher engagement than single people. Single people were less likely to have felt they had someone to talk to, were
less familiar with ACP, and were more likely to have said it was not a priority. Differences by relationship status could be associated with different
age profiles of each group.

Parents were significantly more likely to have engaged in ACP and documented their wishes, often citing the desire to reduce the burden on
family as a key motivator. They were more engaged in ACP across all metrics, more likely to have completed ACDs, appointed a SDM, discussed
future care with adult children and spouses, and stored ACDs with professionals. Those without children were more likely to have reported feeling
too young or unsure how to start the process. Along with relationship status, this suggests that going through major life changes increases the
likelihood of engaging with ACP. Like relationship status, differences between parents and those without children could be associated with
parents (as a group) being older.

Health challenges drove ACP engagement, though they also increased barriers. Individuals with a long-term health impairment were much
more likely to have engaged in ACP, stored documents with doctors and hospitals, and discussed specific treatments. However, they also faced
more barriers, including difficulty navigating the process and not having someone to talk to. This could be because older people are more likely to
have long term health conditions.

People from culturally and linguistically diverse (CALD) backgrounds were less likely to have engaged in ACP or to have been appointed as a
SDM. They were more likely to have stored ACDs with their SDM and discussed who to contact but showed lower overall familiarity and awareness.
CALD individuals were less engaged overall in ACP.

"% Advance Care Quantum
36 y Planning Australia Market
Research



Continued:

Religious affiliation

w

Sexual identity

VY

Disability carer

%

Religious affiliation supported higher ACP engagement, particularly in terms of motivation. Those with a religious affiliation were slightly more
likely to have engaged in ACP and to have been appointed as a SDM. They more often cited peace of mind and preparation as reasons for
undertaking ACP. No major differences in document content or barriers were observed. These differences could be because older people are more
likely to have a religious affiliation.

There were no major differences in ACP engagement based on sexual identity. However, non-heterosexual individuals were more likely to have
cited cost and procedural complexity as barriers and were more likely to have discussed ACP with their parents. This could be due to those who
Identified as non-heterosexual being younger and more likely to be single compared with the total population.

Caring responsibilities significantly increased ACP engagement, including readiness, frequency of conversations, and document
management. Carers for sommeone with a disability were more likely to have been appointed as a SDM, to have been familiar with ACP, and to have
felt ready to take the next steps. They stored ACDs in more locations and cited reducing the burden on family as a key motivator.
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Opportunities for improving
ACP engagement

The findings from this research highlight a clear disconnect between Australians’ consideration of future
care and the formal steps involved in ACP. While many have thought about their preferences, only a small
proportion have documented their wishes or appointed a substitute decision-maker. ACP is typically
approached informally, with most conversations occurring between close family or friends, and with limited
engagement of health care professionals, legal advisors, or formal systems such as My Health Record.
Similarly, around one in eight people (13%) have formally appointed a substitute decision maker, while 177%
reported “informally appointing” one. This may include people who have spoken with someone about
taking on this role. It may also include people who are simply assuming who this would be, such as their
partner or spouse. This indicates opportunities to increase awareness of the importance and the benefits of
formal appointments.

Barriers to participation are consistent across the population and include uncertainty about how to start,
assumptions that ACP is only necessary later in life, reluctance to talk or think about death or decline, and
perceptions that ACP involves complex processes.

Subgroup comparisons suggest significant differences by age and between states and territories. The
factors contributing to higher uptake in Queensland and South Australia should be further explored to
inform national practices. Further analyses which adjust for multiple factors will provide a more detailed
and nuanced understanding of subgroup differences. Many people, including single individuals, people
without children, and those from culturally and linguistically diverse backgrounds, lack confidence and
support to navigate ACP processes. Notably, interactions with professionals (such as health care
professionals and legal advisors), though rare, were described as positive as they were seen to be respectful,
knowledgeable, confident and comfortable in the topic. Health professionals are seen as a trusted source of
information about ACP. This indicates that there is an opportunity to encourage these touchpoints.

Overall, the data points to unmet needs in awareness of, and support for ACP. The following
recommendations are designed to help bridge these gaps.
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Recommendations for driving ACP engagement

Investment is needed to increase awareness of ACP across all sectors of the population.

Include tailored Launch a population-based campaign with broad reach and include tailored messaging for
/ messaging for different  specific groups, for example, culturally and linguistically diverse people, carers, younger
groups Australians.
=
—

As well as using different channels and platforms to engage different groups, building ACP into
routine checks in health and aged care can also normalise ACP and build awareness and

. engagement.
Improve Use multiple channels
Awareness . . . . : o .
Building ACP into routine legal practices such as wills and estate planning is another opportunity
to normalise and build awareness of ACP.
Explain the importance of sharing ACP documents with SDMs, health professionals, and health
Address identified gaps services.
and misconceptions
Encourage formal SDM appointments through highlighting the benefits.
Quantum ¢ 7% Advance care
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Recommendations for driving ACP engagement

Many people would benefit from assistance to navigate the processes. ACP can be complex,
especially if legal documents are involved.

Increase investment in

N " personalised support Improve dedicated support services to build on free government resources and advice, to help
services increase uptake.
Train health and aged Improve health and aged care professionals' confidence and skills to support people with ACP,
Increase care professionals and to recognise opportunities to raise ACP.
Support
Improve digital Improve digital storage systems so that more people know about them, and they are easier for
document storage people, their SDMs, and health professionals to use.

Work in collaboration with other groups that are working to increase our comfort as a society in

Promote death literacy talking about death and the end of life.
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Questionnaire design

The research comprised a developmental cognitive testing phase and a quantitative survey phase. The methodology used
in each phase is summarised below.

Quantitative survey

In close collaboration with Advance Care Planning Australia, Quantum Market Research designed a bespoke quantitative
survey. A review of existing internationally validated ACP tools and key published academic studies was conducted, with
the aim of capturing essential factors on ACP engagement and informing the design of a robust survey questionnaire. To
minimise the possibility of respondent fatigue, thus ensuring high quality data, the survey was designed to take no longer
than 15 minutes to complete; the average survey completion time was 11 minutes. A copy of this survey can be found in the
appendix.

Cognitive testing

Before the full survey implementation, cognitive interviews and pilot testing of the questionnaire were conducted to
ensure question appropriateness and alignment with the research study’s aims and objectives. This ensured that questions
were likely to be universally understood and interpreted, minimising subjectivity. Cognitive testing involved conducting
the survey individually with a small group of target participants (n=24). A research consultant shadowed each participant,
asking them to explain their understanding of each question, whether they could respond as intended (e.g., were the
response options for closed-ended questions complete?), and to identify any unclear or ambiguous wording. The process
aimed to highlight any aspects of the survey that could cause confusion and was typically conducted via video conference
or in person.

To ensure the dynamics and complexity of ACP were adequately addressed, testing was conducted with participants from

the following groups:
|__Location | Male | Female | Total |
2 4

[ Nsw [
2 2 4
2 2 4
BT 2 4
EE7SE 2 4
2 2 4
Quantum o Advance Care 12 12 24
Market Planning Australia
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Fieldwork and sample
design

Pilot testing

Following survey iterations from cognitive interviews, a pilot testing (n=30) was conducted to test the functionality of the
survey tool, and ensure there were no unexpected terminations or skips, the survey ran to the stated duration, and no other
issues were identified.

Survey sample design

Quantum recruited a nationally representative sample of n=3,390 Australians aged 18+, with a booster sample for smaller
states. This robust sample size enabled sub-group analysis and produced a maximum margin of error of +/- 1.8% at the 95%
confidence interval.

Respondents were recruited through an online panel, allowing close monitoring of who completed the survey by age,
gender, and location to ensure a representative mix. The information provided was primarily for social research purposes,
rather than statistical power, as this study did not involve a traditional experiment with fixed hypotheses.

Subgroup analysis

The analysis was largely exploratory to identify differences by sub-groups, with statistical power (and margin of error) for
each comparison depending on the sample size, which varied by sub-group (e.g., gender, age, state) and the questions
asked (some were filtered for specific sub-samples). This resulted in different group sizes and varying power analysis for
each question.

While quotas were applied to ensure representativeness, it was not always possible to enforce them precisely, as multiple
respondents could enter the survey simultaneously and were not recorded until they completed the survey. As a result,
guotas may have slightly over- or under-represented certain groups. The data was weighted back to ensure
representativeness and consistency in future studies to detect any shifts over time.
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Market Planning Australia a4
Research An Australian Government i




Weighting

As smaller states were boosted with a larger sample to get more robust estimates, the sample was weighted back to state
representativeness to ensure all overall results reflected the Australian adult population.

Results were weighted to be representative of the Australian population by age, gender and location. Results were
weighted according to:

1.7% 2.8% 52% 2.4% 3.3% 1.6% 29% 5.4% 2.5% 3.8% 31.8%
A"/ [ 1.4% 2.4% 4.3% 1.8% 2.5% 1.4% 2.5% 4.5% 1.9% 3.0% 25.7%
QLD 1.1% 1.7% 3.3% 1.5% 21% 1.1% 1.8% 3.5% 1.6% 2.3% 20.1%
0.4% 0.6% 1.1% 0.6% 0.8% 0.4% 0.6% 11% 0.6% 1.0% 7.1%
0.6% 0.9% 1.8% 0.8% 1.0% 0.5% 0.9% 1.8% 0.8% 11% 10.4%
0.1% 0.2% 0.3% 0.2% 0.3% 0.1% 0.2% 0.4% 0.2% 0.3% 2.2%

| male | Female
| Nsw |

01%  01% 02% 01% 01%  01%  01% 02% 01%  01%  09%
01%  02% 03% 01% 01%  01% 02% 03% 01% 02%  18%
55%  90% 166%  74% 103%  53%  92% 172% 7.8%  TM7%  100.0%
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Statistical analysis

Triple interlocking quotas were used to ensure that the respondent profile appropriately represented Australians by age,
gender, and state. The sampling frame was developed as follows: Nationally representative of adults (18+ years of age) by
age, gender, and state, based on 2021 ABS census data.

The sample size for the ACT, SA, WA and Tas was increased to match maximum feasibility the online panel could achieve,
aligning with state representation for adults (18+ years) in each state, resulting in a total sample size of Nn=3,390.

Throughout this report, the key findings have been analysed by a range of demographic and other variables to highlight
where results on the key measures are significantly higher or lower for the identified sample sub-groups in comparison to
the rest of the sample. Analysis of statistically significant differences between sub-groups in the sample was conducted in
Q Software using bivariate methods. Q looks at the data types and structures to determine the most suitable form of
significance testing for each table and also takes into account the design factor introduced when using weighted data (as
was the case in this instance). For many tables, significance testing was conducted using a Second Order Rao-Scott Test of
Independence of a Contingency Table. Statistical testing was set at a threshold of p<=.05, indicating a 95% confidence level
in the results (i.e. 95% confidence there is a real difference between groups in the population rather than simply being due
to sampling error).

Statistical notes

Where sub-group differences are mentioned in the report (e.g. differences in results between age cohorts), they are
statistically significant at the 95% level of confidence, meaning there is only a 5% chance that there is no real difference in
the comparison. Further analyses using multivariate methods to adjust for multiple factors will be undertaken in the
future, to provide greater understanding of subgroup differences.

Note: Some reported figures may not add to 100% due to rounding, or due to multi-response question items.
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Advance Care Planning Australia
Survey type: Onling
Summary of research objectives:
- adh adultsin thy dation and né

gl 83
enablers that faclitate this process acrass Aifferent age, demographic and cultural groups.
®  Bobust measures of raticral advance care planning prevalence rates for several indicators of engagement in ACP,

Inchuding i 1 nts
®  An improved understancing of factors that are asscciated with engagement in ACP, induding demographic and
atveucinal factars.
Projoct spacifications.
Project consultants: Mary =arvey Collings
~a

[ T T e e ST e PR 3 376 general population (nationally representative)
wave 1pacified sbove:
Dafinition of target audlonce: Australon General Population
Provider (panel k PuraPrafile
16/02/2025 - 17/03/2025
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e
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)
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T’ a 5 1 7 n a s 8 " 5
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TOTAL 186 301 560 249 M3 Iet6 177 W09 W0 2&1
Weights to ba appiied:
The data wil be weigh that s 1 the Austral
breakdown of the weighting & presented in the table belcw:
Famate
18-24 25 3554 5564 65~ 1524 2544
LOCATION
NSW 1.7% 2.8% 5.2% 24% 33% 16% 29% 54%
wiC 14% 24% 43N 18% 25% 14% 25% 45%
Qo 1.1% 1.7 3% 15% 21% 11%  18% 35%
sA 04% 06% 11% 0% 08% 04% 06% 11%
WA 06% 09% 18% 08% 10% 05% 09% 18%
TAS 01% 02% O03% O02% 03% 01% 02% 04%
NT 01% 01% 02% 01% Q1%  01% 01% 02%
ACT 01% 0% 03% 01% 01% 01% 02% 03%
Total 55% 90% 166% 74% 103%  S3% 92% 172%
Mot for Public € tion or Distributi

2
&
<01

5564

2.5%
1.9%
1.6%
0.6%
0.8%
0%
0.1%
0.1%
78%

3B%
30%
23%
L0%
11%
03%
01%
0%
MNT%

by age, gender and state. The

Total

ILER

20.1%
71%
10.4%

0.9%
1LE%
100.0%

Thank you for taking part in this survey.
This survey me 1o explore Australian’s awareness of and attitudes about advarce care planning. The survwey should take no
more than 15 minutes ta complete.

Pleace be reassured that this survey & ananymous. Guantum i an market i with

the Australian Privacy Act 1988 and The Research Society’s Code of Professional Behaviour. Our privacy palicy can be found
here
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Participation information sheet and consent form

Shauld you agrea au wik be asked ba et line survsy about
expected to take up To 15 munutes, and thers are i right or wrang answers.

planning. This survey is.

A e bers of 2ure Prolile ressarch panal, particpants who complete the servey will accrue incentive payment rom in the

form of peings, that can e tradec far direct depesit ta your ar hers.
pou can choase to be rewarded with enfries into a monthly prize dra:

5 D01 have to 13ke pant in this research?

. L L ynder nc obligation I yau do decide 1o particpate

ine survey or dosing the browses bution. oor declsian whether o ke

Document IaSt mOdIflEd: ‘IS MarCh withedran, will nat affiect any refationships hobween you and the institutions

Tt Matioral provatence study of acuance care planeing In the
Sustralian Cammunity
Shart Tile Amqnce care planaing in the Australlan commamity study
Praject Numbser 113361
Principal imvestigator Or Catherine Jayce §Advance Cane Planning Australia)
Coanvestigatar|s) tila Dbucina |Advance Care Planning Australial, Or Greg
Parker {ddwance Care Planming Australia and wetro Sauth
#ealth, Gueensland); Kyfle Ach {&dusnee Care Flanning
Aussirala)
1 Entraduction

Researchers from Advance Care Panning Australia are mwting you to take part in an anline siervey to And aut what
Awstralans think about advance cane plannimg,.

Pleass take the Bme ta read this Infarmatian carcfully. You ray ash beut anyifang yoa can' or want
10 know: mare about. ¥our partidpatian is valuntarg. 1f you can't wish o Eake part, you dan't have to. If you begin
partidpating, you can alsa stap at any bme.

Sefore ceching whathewounad ta tako part, you might want 1 talk aboat it with someana yau tast, ike a family membr o
friend. You can take some time ta make up your mind. You get to decide whether this project is right for you.

z What &5 this research about?
The stucy is ab el of

and apininrs arcund futre health planning, appoistmient of substitute decision makees ienduring power of attarmey| and
ary plans o specic canwersaticns you may bave had or this tapic with athers. We would ala bhe ta hear about your

planning. We would like ta eplore your attitudes

experiences if you ware required ta pravide suppont ta family arloved ones to navigats the advance care planning process.

‘Wz will alzo be asking ba answer some questiors 3baut yoursedf, incuding yoer age, gender and health status, Income and
resicence location

2 Whiat will thiz research Invokia?
‘e are asking about 3,000 peaple Ining In Australia to comgbets an ordine sureey for this praject

A What do | have to da?
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T TN STy
& ‘What are the pocsible benafits?

Banedits to yous you will recesm a small incentive payment in form af paints with PureProdile, as a token of apprecation far
o time.

Banedlt to athers: By taking part, your responses wil help whews ared
planning in Australia. This in turn may heip us impecve awareness and uptake of advance care planning natanally.

7 ‘What are the possible risks?

The risks of taking part in thes research are low. The questions caver a range ol bapics about beaih, aging and death. You can

h 0 Qs any par iom-3pd move an ta the rext question i the survey. i the rlkely euent that you
do experience discomion, support services are avallable, & isted below.

Support serces:

Bayond Blise 13¥AAN

Crisis suppost for mob who are jecling overwhelmed
ar having difficulty coping.

Bhone 24/7: 1392 76

‘Wehsite: www 1 3yarm oz au

Mental health suppart service.
Shore 24/7: 1300 214 636
wWehsite & anline chat: wws. beyondhiue.arg ai

Headspace

Support for young pecple aged 12 ta 35,
#hore Sam 1o Lam caily: 1800 650 BSD
Website & anling chat: headspace crg.au

S Can | withdraw trom this resaarch?

Participants can withdraw fram the survey at any time. To loave, chok the '’ at the top corer of yaur screen oe tose the
brorwser appication you are using. Your survey answers wil not be kept and during the anakgsis, any respanses you had
before wil he ignared by 3 pazsible ta with thas bieen submitted.

El What will happen to irformation about me?

canfidantial - st far Public Consmmtion or Disteibation

Tha protection af your privacy is very important. To protect your identity, we are not sking yau ta
provice youe name, acdress, hirth date, or any other Infarmatian that may identiby you, ather than = address. This will be
sirippec fram tha final data when survey |s complated.

we hawe no way of Idantilying yo fram the survey. 2l gl your resparses will be confidontial and will be used for research
punposes anly. Howaver, to peotect yaur identity, please do nat prowid e any specific detals about you or someons elue in the
Aree-tot sections of the survey. This indudes trings Mhe names, dates of bink, or detalls of where someane you or someons
sz has been in hospital or recehed care.

w sow will my information be used?
The infenmation you ghve us will be analysed by the research beam, Yau will not be iderdifiec inay reports about thi study.
The callective Bndings and outcomes from the research project may published in journal articles or prasented at nessarch

conderences.

‘W may as part of any research reports or other products indude direct quotes takan from the

sureey. Hawewer, these guotes " ans will nat be attributed to any specic
Indcual.
n hi "R

has biten by Advance Care Planning Australla; 3 comenorwealth funded

naticeul program. The survey ks acministere by Quantum Market Research,
1z ‘Who has reviewed the sesearch project?

This praject will e carned out according to the Notisnal Statement an Ethieal Conduct i Fuman Research (2023 and The

Apsearch Socoty’s Code of Behaviaur. The ethecal ts af this research project have been revewed and
appraved by the saalth Human h Cammittee, Dueensiand {HREC/2024/0Msf 113931}
13 Furthar information and wha to contact

The persan yau may need ba contact will depend on the nature of your guery, Hyau want any further infarmation concerming
this peoject, you can contact any of the following pecple

Or Sharan Meers, Quantum Market feseanch
sharonm ghgmr.com aw or 1426 198517

Mila Qbucing, Advance Care Panning Australa
mnila chucina@h eatthooid gov s or 0853 £23 260

o you hawe any concerns or compdaings about any aspect of the project, the way It 1 being con ducted or avy guestions abaut
being a research participant n genenal, please contact

Human Rasearch Haalth,
| ‘Pasibion | uman Aesearch Ethics Manager |
[[Felophana | o7 2223 Boes |
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Emal [ msh-ethics: h. A

Please cuate the fallawing rumber: 113361

Consent Agroement

1am 15 years of age ar aver

T have read the Participant Infarmatian Sheet

understand the purposes, processes and risks of the researth described in the project

+hawe had an = and | am satisfled with th *

I freehy agree to participate in this research project as described and understand that | am free to withcraw at any
time until | have submitted the survey.

funderstand that | will be given the cpportunity to download copy af this document to keep.

Do yau ghe yaur consent to participate in this suney?

Yes

1

Ne 2 TERMINATE
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The first few questians ar 1o check i this survey ks relevant o o

Ly
Q1. How ald are you?

18 TeRmaiAT =105)

A AL
Q2. What gender do you identify with?

SiN DL RrsBOREE [
Adale 1
Female 2
Manhinary 3
Anather gencer [phece cpack a5

A AL

Q3. where do pou lwe?

Mew South Wales
wictaria

Westem Australia
Scuith Australa

Australian Capital Territory
Marthem Termitary
Otrer [Terminate] 95

RIS G
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1z of Advance care planning

e, Mo much woukd you sy you know sbout advance care planning?

© know quite alot abeat it

" know a bit about it

¥ knew what it s but dan't knaw the detalls

it know the term and nathing mere about it

This is the first time | have haard of it
Don't kncw.

g v o | -

A
as. ., which of the you b A

MULTIFLE RETAORSE, AAMOCM T Cone
Auance care planning
Awil

1
2

Agwvance cane cirective El
Aduance health directive 4
Acvance persanal plan 5
B

7

8

5

sdedical treatment decsion maker

An anduning pawer of attormay
A power af attamey

Guardan

Enduring guardian 0
Medical Insurance i
Funeral plans 12
Staternent of chalces 13
Subshitute decsion-maker 14
Acwance persanal plan decision maker 15
Alning wil 18
ane of the abaowe [SR) a5

ASK THOSE WHO ARE FAMILIAR WITH ADWANCE CARE PLANNING [04=1.23)
06, Which of img adva i true?

If you are not sure please select ‘dor't know.”

‘ERGAE EESPONSE PER STATEMENT, RAMODM 155, GRID

A mlanning for yaur health care 1 | 2 £
|8 | Amvance care planaing cocuments differ by state O A T
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C A your 1 F]

FIE]

Acvanca care pRanning can invahi sppointing your chosen substiuts deciion
makar

SHOW AFTER ALL (6 ANSWERED
Al statements about ackance care phnning are true.

vzl re planning status

PAGE 1: FUT 15 SECOND DELAY ON PAGE]

This survay is about advance care planning. Bek ‘plansing inval

Advance care planning:

Agvance care planning 15 2 process that allrws y dp for dlieal and haalth
cuhmhmnammmmm:ummhammumdMsmvm T can indude yesr
the end af life- II(=n l and

you are net able o make your own deckkons. ting samana wha d on your behalf if
you are not able to da so due to sickness ar ingury.

Overall, ach pl aims dormed choices abaut your health care and ensure that your
wishes are honoured, ummgqualnynilfeaddywmmhm uw nlsam&nmgmuﬁﬂm:ym
formal or al g il b

You will be able to move anto the next page after 15 seconds.

IPAGE 2: PUT 15 SECOND DELAY ON PAGE]

Advancs eare directives:

" al o that ih v for paur futire health
care. This can incluce your values and beliefs, goals and preferned cutcames, and specific d ith care
and treatments.

Substitute decision maker/s:

& prsan/s legally abla to maka dacisions about your health cara whan you can't maks decisions for yoursall. ¥ou can choasa to
appoint a parsan o do ths rol o territaries, 3 sub: decisicn maker can be 3ppointed in an aduance

cane directive.

The process of creating an ad and the names of th and temitories but

they generally cover similar things. The different terms used by state and territory are:

wEW Enduring guarcian

i Avance care directive “tedical treatment decisicn maker
amn Avance health directive Attomey (Enduring Power of Attoemey)
1 Asvance care directive Substitute decision maker

Wi Avance health directive Enduring guardian

TAS Avance care directive Enduring guardian

NT Amance personal plan Agrance Personal Plan decsion maker
ACT #ealth Directian Attomey (Enduring Power af Attomey)
Suantum
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For the rest of the survey the temms “advance care planning”, “advance care directive” and “ssbstitute deciskon maker” wil
beused.

vou will be able to move anto the next page after 15 seconds.

A ALL
Q7. Which af the follcwing statements spplies b yoa?

# hawe not thought abaut my wishes for my fiture bealth care 1
Thawe Tar my future health gaza but i b them with anyone 7
Thawe discussed my wishes for vy feaure health care with somecne 3
U have put my wishes for my health care in writing (but net a clive] 4
1 have completed a formal advance cane directive 5
ot zure | can't remember El
AsFqT=2,3

@7k Which af fallawing have yau dene?

# hawe startec a formal acvance care cinective but nat finished it 1
Done research about advance care planning 2
Other [please specfy) w5
Mana of the abave a3
Mat sure / can't remember a8

Those wha have discussed their wishes:

THasE W
Q8. Wheo did you disouss your wishes for your future health care: mm?

MULTIFLE AESRO) W SROUPS 15

Partner [ spouse

(Childrien] under 18

gt chilc{ren)

Parendis]

Siblingls] - that is, your sister or brother
Other family )
Clase friendis)

Lawyer

Dactar

Other health or aged care speciy|
Other [please speafy)

Mat sure / can't remember
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as. wh, ol your Future health ith somecae, what did pou tak about?

Meclical treatments | do or don’t want. 1
"y wishes and preferences far my future health care z
Living amangements 3
Care arrangements a
Financial arrangements 5
B
7
]
5

Funeral arrangements

Appainting a substitute de cision maker

The things that are Impartant for me when | am clse ta the end af ife
Walues and beliefs about health care (2.g- religious or culurall

Whi ba contact |eg. coctar | vyer] 1
impertant documents 1
Mat sure / can't remember [SR] 58
Prefer nat to say [SR] 56

Tt wisa THEIE
Q1. And how detaded was that conversation?

# caly menticned it bo them

‘W had a brief conversation

e had 2 samewhat detalled conversation
"We iad an in-depih canversation

Fls an angoing canversaticn

Mat zure J can't remember [SH) 0
Brefer nat to sy [SR] 3

A bocToA fa8=5,10]
Q11 when you discussed yaur wishes with your doctor or cther health. professional ko what extent do you agree with. the
follcwing?

SMGLE RESPONSE PER MEM; Swrosgh | Mdly Huther | Bldy | Swresgh | Kot ure
I disagres | apressor | agres apren

RAMDOMISE ALL STATEMENTS

1| They ware bnowbedgessie 1 ] 3 B 5 %
3| Thay ware co=Sartabls with the tepic 1 I H B 5 [
ik T 3 ) 5 i
E ] 3 £ g (3

3| They wars respectial
Thay ware combdurt 1akng sEGul my vue
and wishes

Guantum
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Qlla. Whan you giscussed your wishes with your lawyer to what extant do you agres with the following ?

Strosghy | ldh
diagres | disagres

3| Thay ware cumdortabie with the topic
3| Thayware respectian

Thay ware comfdunt kg ateul my veues
and wishis

| v | w
o o o &
B E R B

Those who have done advance care planning documents (formal and informal):

Ok Tos ACD | 7=4,5, ar aTa=1]
aia.

(Thase wha have informally written an advance care planning document 07=3) What daes your advance care plancing
document contain?

(Those who hawe Sormadly written an advance care directive O7=5) What does your advance care directive contain?

(Thase whe b dan ach i a7b=1) what does your far?

MLILTI FLE RESPONGE, RANOOMISE ==
Meedical treatments | do or don't want 1
Moy wizhees and preferances for my fature Freslth. care F
Care arrangements 3
Appainting a substitute decsicn maker a

5

3

The things that are Impartant ta me when | am ciose to the end of Ide
Values and beliefs about future care |e.g. religious or culbural]

Other {pizase speciy) =5
Mot sure / can't remember (SR a8
Preder nat 1o say [SK] 0

Appointing a decision maker:

astai
Q13. Have you appainted a substinte deckskon maker for health care declsions?

A substitute decison maker (5 o persons (agall able o
yoursalf

atiau your whan 't maka decisians for

es, farmally 1

es, infermally {and | have informed them) 2

Quantum

Market Cantidantial - Mat for Public Cansumptian or Distribution
Ressarch

Mait zure / can't remember |

121
14, Wha did you appeint as your substitute cecisian maker?

MULTIFLE SESAORSE, RANDOMISE Coox

Partnar [ spouse 1
Adult childiren) 2
Farent(s] 3
Ziblingls| — that ks, your skster or brother a
ather y ok [KEEF UNDER R4| 5
Chase friencis) B
ther {please specfy) 85
Mot sure / can't remember [SR] L
%o ane, | did not appaint a substitute dedsion maker [SR] EE
13=1,2]
QLS. Wivy 2ic s pick this p v b d "
MULTIFLE RESSORSE, RANDOMISE Coox
§trust their jucgement 1
They know me best 7
i Is comman i my culture 3
They tnderstand what | want and value ]
They would respect and act on my wishes 5
They would stay calm in 3 gase Lol imes O
They have the canfidence to speak up for me 7
They e near me [
They understand my cultural { religous beliels B
They were willing 1o take on the role. U]
They were my aldest child 11
They could manage the family dynamic 12
They were the cbvicus persen (2.5 the role of a partrer [ spause] 1
Other {please specdy) 85
Mat zure / can't remember [SR] 58
la2=1,2)
QlE. How o that yaur i k your volze, your wishas, and your

if you are not able to make your own decisians?

Campletely confident
Fairy configent
Somewhat canfident
Slightly confident

Quantum

Market can = Mat far Public Cansumpl b
Research

| mat confident at all [ s
| mat sure KD

12|

@17, Can yau explain the reasons you feel [respanse to Q16]7

FIRMAL ! 1)

[} have e an adv d 07=5] In what state / tesritary dic you make your advance care

[ 1) In what state / tervitory cid you start yaur advance care cirective?

Mew South Wales

Victaria

Queensland

Westem Australia

South Australa

Tasmania

Australian Capital Territery
Warthemn Territary
Owerseas

Mat sure / can't remember £

| m| | wf | e w o]

THCSE I IAVE COMPLITLD & FORMAL ADVARCE CARE EXRECTIVE [G7=5]
18, Where is your advance care directive stared ?
MULTIPLE RESPORSE, RANDOMES £ Coox
Ak my hame 1
‘whith my doctar 2
With my lawyer 3
‘With, my substitute dedsion maker 4
Wwplaaded ta My Health Record 5
B
7
[
B

‘Acded ta my haspital recard

With a commpary that stores it anine
With a family memiber or friend

A my care facility

ather {please speafy) 85

Mot sure / can't remembaer [SR] 58

Quantunn
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| Erefer not to say [SR] | 56 T can’t anoess a lawyer 4
| MNathing would promat me | a3 | The precess i too difficult 5
Motivators and barriers It requires the input of multiple people g Lawyer, Justice of the Peace, Doctar &
pp— T dan't have anyana to invalve [ talk to it abaut 7
uoT 1234
Z - T dan’t think it is necessany =
Barriers and for those who have not undertaken: 2.
triggers o Ttz ot a pricrity B
{Thase wha have nat thaught ar thought abost their wishes for thelr 1.2) How reacy s you feet 1o Vowme adlvieat mainat I 2
T AT 1 discuss your wishes far your future health care with somecae? | dan’t want to da it i
Q20. Here are some reasons athers have tokd us they haven't discussed their future health care. Which apgly to Other [please spacify] =
wau? Select all that apply. {Those whe hawe discussed thelr wishes for their ar=3| cly ] wour wishes far your Hone of these apply to me E:
future health care in writing? Wat zure | can't remember [S8) =
i :
I ean’t predict my future health 1 {Those who have put their wishes for their fture health care into writing O7=8 or Q7b=1) How ready do you feel to sign /
I trust my Family [ friend(s] to know what | want F] comglete farmal documents? e . .
Motivations for discussing and writi
trust my dector]s) ta know what [ want 3 - e ne-
T rara wopartnt s o Beal Wit el ; o P— 2
Tdan't have anyane to talk about it with 5 Crimiriby renty i
Tvvas nat aware o it 5 St rehdy 2 az.
TaonEwantEs burden cther peopis Witk 5 HOETEay st Al 3 (Thase who have diseussed with others 07=3) Hers e some ressens athers have bold us for discussing their
Tdar't have any preferences for my fubure health care ] 1hatve decidenlna ARt 10 2 wiishies about their futuns health care with athers. Which apply to you?
Tdan"t Tike to think abaut things iike that ] i Rt ey 5
Tam too young o3 Nat sure 38 {Those wh an planning 7=4) Hare ara & have
Tbefiewve if yau talkythink abeut things like that they may came true 5 feRfirnotEL Sy L bl us fioe putting their wishes about their future health care in writing. Which apply ta yeu?
We dan't talk about Things ke that in my Rmiky 12
We Gar't Ealk Shaut things Wie that in ry cuTture J ligian = TeasE W A Ty ARE AEADY 2221,2 mmwmmmfhn.nam_nmmdhﬂnm‘zslIkmammmemmsuMznhmmldmrw
Tdia ot think they [&.g. friend(s] / family €ic.| would agree with what [ wouid want u @22a. And when da you think yau will [7=1,2 discuss pour wishes far your future health care] f [q7=3 write down ampleig it athA e AT i, T p iy b e
I dan’t knaw where ta start 15 waur wishes for your future healtheare] / [07=4 or g7b=1 camplite an advance care directivel 2 P r—— s e
Other |pleas i
e {p TSP“M = Twaant bo ease the burden for my Friends) ar Family 1
Wt M| S b () b Thave specifit cultural practices | want to be fallawed 2
Frefor it to sy (58] 2 In the next manth 1 = i
e nad i ot 5 T have specific religious practices | want to be followed 3
Tn the next year or sa 3 Twant to make sure everything i nkm:a.m_dhlibehei\gprepuud a
T B 1 B 5 Ve BF FETE & Tdon't trust other people to make the decisions correctly B
THOSE WC HAVE ST DISCUSSED 08 THO UGAT ABOUT THEIR FUTURE IEALTH CARE [O7=1,2) T = Thae specific medical wishas / nasds 7
021 Which of th il T o b distuss or wri your wishes far your future health care? Frefor nat 3y r Tt will Fiels dactors and nurses ta make the right decisions for me )
Itwill hedp my substitute decision makers to make the right decisions for me k]
s _ . It ean hielp me to stay at home rather than go inte care n
Avserivus finess | condition affecting me 1 THOSE WO READY,  HAVEN'T , DR NOT SURE TO TASE THE NEXT STER Wcan Filp me BeEthe Eype aFhEsTth cave T wank e
A Enian 1 SHE Elase tame 2 N T W AN 25 4 Tsam samething in the media about i (£.g 8 MOViE or v show) 7]
ndr_:morm.mherhealnwﬁ.mn_:almumn F] | R - . 8 givet me poace ol ind S
A Friend [ family meme.vsuigr.-ﬂmgn a oz e fo wns_ ] peapl wishes '3 Farmal advance Tome iioiragat by saenrie =
ﬁlﬁ'\smﬂmhlwmwmlkmﬁlﬂlnﬂ 5 maumdwe,wmwpﬁmyuu? lmmmmnellcm-mahaﬂawﬁmmnm:ednrm:irlﬂ‘e 15
Saping something in media abaut it (e movie or tv show] B Teant En avod canfiict Tn the Famly T
A change in e reumstances &, marriage, Bivercs or death of  Faly member] . O i T =
Getting alder ] 1 heaveen’t bead thee time 1 2
. i o B e I 55 = Mot zure / can't remember [SR] 98
Other {please specify] a5 pe e =
ot sure (5R] o Tam unsure hew te do it 3 = (R
Quantum Quantum . Quantum
Market Mot for Public or Distribs Market £ - Mt far Public & tha s Market = Miat far Public & than. or Distribution
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i § mnim (0291,2)
b 0128, And whit gid you talk about? a3l i you that s a sub d ker you their voice, wishes and preferences?
025 Wh you loak for more i iom about advance care planning
mdedical treatments they do or don't want. 1. campletely confident 1
[ TikTok, fouTube “Wishes and preferences for their future health care F] Fairky confident F]
Lhing amangements 3 Semewhat canfident 3
Care arrangements 4 Elighthy conficent 4
Govermnment websites Financial arrangements 5 Mat confident at all 5
Govermment helplines Funieral arangements B at sure ET]
Family J friend(s) Appainting a substitute decision maker 7
Doctar or pther healthcare professional The things that npor ta them when th { the end of ke 8
Lavager Walugs and beliefs about health care (2. religous o cultural} ]
Other |please spacify] a5 ‘Wha ta contact dectar / lawyer 10
Mat zure [SR] [T impcetant documents 1 WILALL @ z
T - g o - S s paciy] = oIz I.dnwﬂmng}; diryou persanally disagree or agres with the fallawing statements about advance care
Mat zure ] can't remember [SR] o8 planning?
. ) o ) X Poufir pat b o ) 3 T Swargly | Mildly | Neher | Mally | Stwengly | Metses
e has B s e diagee | dhapee | apeser | apes agres
Wihether have bee dse’s o maker: b e
e
26, Has anyane discussed thelr wishes for thelr future health care with yau? e 4, |1 SNk AakEss s Llanck ca plan g i 1 3 4 5 &
029, Have you ever been lse's sub d ker as part their advance care planning? o B ik e v Ay
e e N N S R R s
ey 1 A substitute decisian moker is o persons legally able to make decisions abaur yaur health core when you corn't moke decisions for 2| duprusting
= 3 yourself om unky need o do sdvance care plannisg T 1 B B & B [
T 2 pns aree ol
Mot s /et remyemey. o THlking sEGuL idvanice Carw Elann i i e mast i H E] ] 5 3
ez, farmally 1 4 | atusbie part e vhe procass
Ve, infarmally ] Aduantu tara elusning i bals friand)s| and i ] ] ] g [0
faze=1) r 0 5 | Ramiy mabes tha right dacisiens 3 & losed ane
027, Whe déscussed their wishes for their future health care with you? . canset mike tham for thiss s
Mat s/ can't e b, 36, - Advancu care slasning ean buls reduce 1 H 3 & 5 (3
ol R
Partnar /5 1 I 2h mmiumwshm-n haalth. 1 T ) 0] 3 B
T ————r = 030, Whe are {were you the appointed substitute decision maker for? k
1 lowd enas
Acult chilg{ren) 3 MULTIPLE RIS ORSE, RAMDDMIT Con 4| T emn o kg ahout aivanes care T ¥ 3 ] 5 W
a:"'“’l — e 4 Partner { spouse 1 Elannisg
Sikslin = Is, sister 5
"":] Lkt ‘Acult chiciren) ] o | Wb e kam s g want il amin o ¢ : - s w“
Ather family [KEEP UNDER Rs) & Fre——ry 5 Hhat situstien
i ’"T"d” 1 Siblingls] - that ks, your adult sister ar brather a
Othwr piacnsonlh] 2 Other family Y [KEEF UNDER Ra] 5 ASKALL
Mat sure { can't remember [SR] ET] ) .
Friendis) B 033, Do you have any ather ¥ ik share about ad phanning?
Other {please speafy] 95
Nk zare / can't remember [SR] o OPEN_END
Quantum Quantum Quantum
Market - Mat far Public C: b Market far Public & b Market Mat far Public & b
Resaarch Ressarch Research
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NOT MANDATORY

aned firally, Just 3 covpke more questians about you, so that we can understand haw different pecple have answered these

questians. As th whet research, it ks ith th y Act LSES and the I
will be used crly for research purpases.

As AL
034, What ks your pasteode?

PR RUMERIC BEa05 FO UR DIGITS ALGUIED

Pusass canaTe

+ Metro regional sphts

*  Socio-Economic indmees for Areas (SEFA) — please agd *Decile’ into data file based on this list: 2021 SEIFA indices -
MEAD. s

Prefer not to answer 3

A AL
35, Which af the falowing best describes jou®

single 1

Married | de facto 2

Separated / divorced 3

Widowed a

Prefer nat 1o answer 6
[

Q6. Do you have children?

SINGLE RrSRORSE

1= 1
Na 2
Prefer not to answer 96

A iF 03821

Q37. How ald are your children?
04 years 1

Quantum

Market #aat for Public G Distribauticn
Resaarch

5— 13 years
1317 years.

1E - 30 years.
Owier 30 years old

n e w .

B ALL
38, Do you have parents who are 65 years of age or clder, whe yau feel raspersible for?

Fes 1

Ha 2

Prefer nat to answer 96
ALl

39, What ks the highest lavel of educaticn you have complated?

SINGLT REPONSE Com
‘wear 11 or below |inchuding Certificate 1 or 2)
wear 12 / Secondary Schoal Certificate.
Centificate 3 or 4
Diplama ar Advanced Diplama
{l.e. University o
Past-graduate degree (Le. Gracuate Certificate ar Diplama, Masters, FhD}
Prefer nat 1o say 56

o w|afwf e

B ALl
Qa0. Which af the folowing best describes where you live?

Public { gavemment housing

Frivate rental

‘Wour own hame (awned cutright or martgaged)
Aetirement vilage - independant living
Besidential aged care home

Other {please specifyl

Prefer not to say

Rl 8] w| = w e

HMarket Canfidential - Mot far Public Consumptian o Distribution
Resaarch

ALl
Qa1 Who da you bue with? Please select 3l that apaly.

By yourself [SR]

1
Your spouse / partnar 2
A guardian 3
‘Children aged 12 or aver a
5
[
7

Children under 18
Other family members
Housermates

Other fplease specfy) a5
Preder nat to say E3

AL
a2, What is your anrual househald income before tax?

LLess than 525,000 1
425,000-243,393 2
$50.000-574,935 3
$75,000-553,935 a
$100,000-512£,998 5
£125,000-3143,993 3
$150,000-3174,998 B
$175,000-3193,393 5
200,000 or more 0
Nat sure a8
Preder nat to say 96
A

043, Do you identify as Abariginal, Indigenous and § ar Tomes Strait stander?

ez 1

a
reder nat 1o answer a6

HMarket - Mat far Public b
Resaarch
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56

A AL
44, Do yau have any religious affillaticn?

Ma religicus atfliaticn 1
Christianity 2
Cathalicism 3
istam a
Hindulsm 5
Budchism B
Gresk Orthodox 7
ather {please speafy] 85
Preder nat 1o anawer 3

A AL

Q45. Do you or anyane in your [ s i, mental, iliness ar
e a physical mpairmend, ilivess or disabilitg 1
[ hological { social lreesss or disakality H
Thave a senscey impairment, iness or disability E]

my a iiness ar disabilny a

my a f illness ar dizability 5

my a v itn disatility 3

Mane of the abave [SR] E

Prefer not 1o say [SR] 96
frrm

46, In general, would you zay your health iz poar, fair, geod, very good, or excelient?

Euellent 1
Very good 2
Goad : )
Fair a
Poor 5
Prefer nat to ancwer 96

Quantum
Market « Mat far Public C; b

Resaarch

A ALL
Qa7. Are you the carer for anyane with a | physical, mental, senso

y disability?

Yoz 1

Ma 2

Prefer nat to answer 96
B AL

038, |n what country were you bam?

Austraiia 1
Other [enter drop-down list of countries| 5
Prefer nat to answer 3

B anL

Qas. what binguage ik at hame? A

Punjabl 1
Other {please specdty] 85
Brefer nat to say (K] 3

B ALL
st which af the folowing best describes your sesuality?

Straight { heterasexual
Asecual
Blsmmal

Lestian
Pansenual

g

Quantum

HMarket canfidential « Mat far Public Conswmptian or Distribetion
Research

Queer 7
#ldentify as [please specify} a5
" can't know £
Frefer nat 1o say [SR] 0
End with thanks (3]
Thank you far assisting us today. Your resp this illbe ciiy and will be used anly §
research purposes. o you have ary queries or concerns, please contact us on surveys @ me.coma
This survey was canducted on behalf of Advance Care Planning Australla, For h
please arg
i1 clected fram th and in i thi Privacy

Act 1588 anc the New Zealand Privacy Act 2020, Our Privacy pelicy an be faund here.
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