
(2019) 27 JLM 399 399

Community Knowledge of Law on End-of-life 
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The law has a clear role to play in supporting patients and their substitute 
decision-makers (SDMs) to be involved in end-of-life (EOL) decision-making. 
Although existing literature suggests that knowledge of EOL law is variable 
among health professionals, there is little information about the extent and 
sources of such knowledge within the general community. A telephone 
survey of a representative sample of adults in three Australian States used six 
case scenarios to examine the extent to which adults know their legal duties, 
rights and powers as patients or SDMs; the sources from which people 
derive relevant legal knowledge; experiences of EOL decision-making; and 
individual characteristics associated with levels of knowledge. The results 
show considerable variation in levels of legal knowledge dependent primarily 
of the area of decision-making presented, some sizeable gaps in people’s 
knowledge of EOL law, and varied awareness of how to access appropriate 
information on this subject. This study points to the need to increase community 
legal literacy around EOL decision-making, enhance awareness of the role 
of law in these circumstances and promote the availability of reliable and 
accessible information on the law at the time when it is needed.
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I. INTRODUCTION AND RATIONALE

End-of-life (EOL) decision-making is a fraught area for patients, their family members, substitute 
decision-makers and treating staff. It “can be clinically, emotionally, ethically and legally complex”,1 
yet decisions are frequently made with a focus on the clinical context without any consideration of the 
relevant law. Prior research has established that there are significant gaps in legal knowledge for doctors 
in EOL decision-making,2 that a default option for doctors is often very aggressive treatment3 and the 
health system culture can thus lead to overtreatment at EOL.4 Where law is discussed it is often about 
the intrusion of the law into medical decision-making5 or an assessment of the legal knowledge of health 
professionals. Where research has focused on patient participation and knowledge in decision-making 
it has primarily examined the lack of medical knowledge,6 rather than legal knowledge. There is very 
limited research into whether members of the community know the law in the EOL context, how they 
come to know the law and whether they are able to exercise their legal rights to be involved in decision-
making about EOL treatments. Yet, at the EOL where fundamental rights, such as self-determination, 
are at the forefront and where patient values are pivotal in decisions whether to treat aggressively or take 
a palliative approach, knowledge about the legal right to participate in the decision-making process is 
critical for patients or those who are deciding for them.

Despite legal and policy settings promoting the discussion of EOL care and advance care planning 
with patients with a terminal illness, health practitioner research suggests that patients may not 
have the chance to make decisions about their treatment options at the EOL. Bergman, Brook and 
Litwin7 argue that physicians in the United States context may avoid talking about EOL issues with 
patients or are inattentive to individual goals. Leichtentritt8 has reported that in Israel, social workers 
remove themselves from EOL decisions because of conflict over the demands of patients, family 
members and the multidisciplinary team. He also notes concerns about the tensions between patient 
rights and the procedures to implement them. A focus on maintaining hope or avoiding conflict can 
minimise the role of law in such decision-making. Sinuff and colleagues,9 in developing a conceptual 
framework for EOL decision-making, make no mention of legal rights or knowledge of the law. 
Bloche10 highlights a further challenge in suggesting that when EOL dilemmas arise they are almost 
always resolved in the private sphere. Yet the law has a clear role to play in EOL care including 
safeguarding patient interests (including autonomy interests), providing certainty and protection for 
doctors who act lawfully, and establishing a process for resolving disputes that cannot be addressed 
through discussion.11

1 K Curnow, “End of Life Decision Making in a Health Services Setting: An Access to Justice Lens” (2016) 23(4) JLM 864.
2 B White et al, “Doctors’ Knowledge of the Law on Withholding and Withdrawing Life-sustaining Medical Treatment” (2014) 
201(4) Medical Journal of Australia 229.
3 L Page, “The End of Life” (2014) 348 British Journal of Medicine g2261.
4 B White et al, “The Knowledge and Practice of Doctors in Relation to the Law that Governs Withholding and Withdrawing Life-
sustaining Treatment from Adults Who Lack Capacity” (2016) 24 JLM 356.
5 Page, n 3.
6  Y Longtin et al, “Patient Participation: Current Knowledge and Applicability to Patient Safety” (2010) 85(1) Mayo Clinic 
Proceedings 53, 62.
7 J Bergman, R Brook and M Litwin, “A Call to Action: Improving Value by Emphasizing Patient-centered Care at the End of Life” 
(2013) 148 Journal of the American Medical Association 215, 216.
8 R Leichtentritt, “Beyond Favourable Attitudes to End-of-life Rights: The Experiences of Israeli Health Care Social Workers” 
(2011) 41(8) British Journal of Social Work 1459, 1476.
9 T Sinuff et al, “Improving End-of-life Communication and Decision Making: The Development of a Conceptual Framework and 
Quality Indicators” (2014) 49(6) Journal of Pain and Symptom Management 1070, 1080.
10 MG Bloche, “Managing Conflict at the End of Life” (2005) 352(23) New England Journal of Medicine 2371, 2373.
11 T Pope, “Legal Fundamentals of Surrogate Decision Making” (2012) 141 Chest 1074, 1081; Productivity Commission, Caring 
for Older Australians (Inquiry Report, 2011); Curnow, n 1, 864–886.
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The law in most Western countries protects patient participation in decisions about their health care.12 
Consent must be given prior to treatment and patients must be properly informed before making 
treatment choices. Adult guardianship or mental capacity legislation facilitates this participation, where 
patients lack capacity to decide for themselves, through the appointment of substitute or surrogate 
decision-makers (SDMs). In Australia (the site of this study), laws that govern treatment at the EOL 
are regulated by the various States and Territories, so the applicable law depends on where the patient 
is being treated. These laws can be complex, particularly where the patient has lost decision-making 
capacity.13 Nevertheless, in all of these jurisdictions, a competent adult is able to engage in advance care 
planning by completing a document setting out his or her treatment preferences or appointing a person 
to make decisions on his or her behalf should they lose decision-making capacity. However, the utility 
of these laws will depend on whether the people who are involved in these decisions know what the law 
permits and are able to operationalise those rights and/or duties.

Participation of patients and/or their SDM is integral to achieving “patient-centred care”, which is at the 
heart of safe, high-quality health care14 and a long-standing objective of health systems internationally.15 
Despite this, there are barriers to patient and SDM participation at the EOL, and patients report a desire 
to be more involved in decision-making.16 In Australia, numerous government inquiries have identified 
the need for the community to be better informed about law relating to the EOL, adult guardianship 
and future planning.17 Curnow18 argues that in health settings “the shadow cast by formal law over EOL 
decision-making is highly fragmented and variable” and that information and resources are critical to the 
ability of families to participate in EOL decisions.

Pleasence, Balmer and Denvir19 note a growing number of studies of the public’s understanding of 
law point to a substantial knowledge deficit, with the deficit greater in some areas of law rather than 
others. They also note a divergence between professed knowledge of legal rights and the accuracy of 
responses to scenarios. Drawing on responses to hypothetical scenarios on employment, rental housing, 
consumer transactions and relationship breakdown presented in the 2010–2012 English and Welsh Civil 
and Social Justice Survey, these authors20 report professional status, age and educational qualifications 
were associated with knowledge scores.

Although knowledge about legal rights and responsibilities is increasingly on policy, research and 
public legal education agendas, to date there has been limited exploration of community members’ 
understanding of law in the context of EOL decision-making. This article reports on a four-year research 
project funded by the Australian Research Council Linkage Grant scheme (LP140100883) entitled 

12 J Herring, Medical Law and Ethics (OUP, 4th ed, 2012) 149, 220, 472, 562; A Meisel, K Cerminara and T Pope, The Right to Die: 
The Law of End-of-life Decision Making (Aspen, 3rd ed, 2015); B White et al, “Community Knowledge of Law at the End of Life: 
Availability and Accessibility of Web-based Resources” (2018) 42(3) Australian Health Review 266.
13 White et al, n 12.
14 Australian Commission on Quality and Safety in Health Care, Australian Safety and Quality Framework for Health Care (2010) 
<https://www.safetyandquality.gov.au/wp-content/uploads/2012/01/32296-Australian-SandQ-Framework1.pdf>.
15 M Barry and S Edgman-Levitan, “Shared Decision Making – The Pinnacle of Patient-centered Care” (2012) 366(9) New England 
Journal of Medicine 780, 781; National Institute for Health and Care Excellence (NICE), Shared Decision-making <https://www.
nice.org.uk/about/what-we-do/our-programmes/nice-guidance/nice-guidelines/shared-decision-making>.
16 D Heyland et al, “Understanding Cardiopulmonary Resuscitation Decision Making: Perspectives of Seriously Ill Hospitalized 
Patients and Family Members” (2006) 130(2) Critical Care Medicine 419, 428; K Pardon et al, “Preferred and Actual Involvement of 
Advanced Lung Cancer Patients and Their Families in End-of-life Decision Making: A Multicenter Study in 13 Hospitals in Flanders, 
Belgium” (2012) 343(3) Journal of Pain and Symptom Management 515, 525; D White et al, “Toward Shared Decision Making at the 
End of Life in Intensive Care Units: Opportunities for Improvement” (2007) 167(5) Archives of Internal Medicine 461, 467.
17 Productivity Commission, n 11; Queensland Law Reform Commission, A Review of Queensland’s Guardianship Laws – Report 
No 67 (September 2010) <https://www.qlrc.qld.gov.au/__data/assets/pdf_file/0009/588240/qlrc-report-67-vol-2-web-with-cover.
pdf>; Victorian Law Reform Commission, Guardianship (Final Report No 24, January 2012).
18 Curnow, n 1, 882.
19 P Pleasence, N Balmer and C Denvir, How People Understand and Interact with the Law (Pascoe Pleasence Ltd, 2015).
20  P Pleasence, N Balmer and C Denvir, “Wrong about Rights: Public Knowledge of Key Areas of Consumer, Housing and 
Employment Law in England and Wales” (2017) 85(5) The Modern Law Review 836, 859.

https://www.safetyandquality.gov.au/wp-content/uploads/2012/01/32296-Australian-SandQ-Framework1.pdf
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“Enhancing Community Knowledge and Engagement with the Law at End-of-life”. Drawing on four 
stages (discussed below), this project examined the extent to which members of the community know the 
law and are able to use it in decision making about health care. This article reports on a telephone survey 
of community members’ knowledge of the law about EOL decision-making particularly with regard 
to decisions about demanding and withholding treatment, the legal status of advance care planning 
documents and the role of substitute decision-makers. It also reports on sources of knowledge and the 
characteristics associated with levels of knowledge around EOL decision-making within the broader 
community.

II. METHODOLOGY

The four-year interdisciplinary project comprised four stages. Stage one analysed and assessed the 
resources available to inform community members about their rights and duties at EOL;21 Stage two 
surveyed community members’ knowledge of law at EOL (N=1,175); Stage three comprised semi-
structured interviews with key informants who had experience in EOL decision-making as patients with 
a terminal illness, substitute decision-makers and/or family members (N=49). Stage four will integrate 
the findings from the three stages. This article focuses on data from stage two, the telephone survey.

A. Data Collection and Ethical Considerations
The purpose of the telephone survey was to examine the extent to which adults know their legal duties, 
rights and powers as patients or SDMs; the sources from which people derive relevant legal knowledge, 
experiences of EOL decision-making and individual characteristics associated with levels of knowledge. 
The survey was administered between March and April 2016 using Computer Assisted Telephone 
Interviewing (CATI) with participants from three Australian States: New South Wales, Victoria and 
Queensland.

The survey consisted of 32 questions and collected data about:

• The participants’ knowledge of the law including

○ Perceived knowledge of the law about EOL decision-making (asked at survey start and end)
○ Actual knowledge of the law (elicited via six scenario questions)

• Sources of legal knowledge eg media, internet, written materials, personal or professional experience
• Experiences of EOL decision-making including completing advance care planning or SDM 

documents or helping others to do so, personal experience of caring for someone at EOL, relevant 
professional training in fields such as health, social work and law

• Demographics (age, gender, State, postcode, relationship status, highest level of education, country 
of birth, Aboriginal or Torres Strait Islander origin and main language spoken at home); and self-
rated health status in the last 12 months.

As the research sought to elicit actual knowledge of what the law says in a particular situation rather 
than opinions about what the law should say or desired outcomes of decision-making, six scenarios 
were constructed using a fictional patient with a diagnosis of terminal cancer. Bryman22 argues that the 
advantage of a scenario is that it anchors the response in a standardised situation, reduces the possibility 
of an unreflective or socially desirable response and provides a less threatening context when respondents 
do not have to answer from their own experience. The scenarios addressed the major areas of EOL law 
and included situations both where the patient has decision-making capacity in relation to treatment and 
where the patient has since lost that decision-making capacity. The scenario questions testing knowledge 
of the law were developed drawing on the legal expertise of the research team and then tested with three 
legal experts who were independent from the research team (one from each of the three States surveyed). 
Wording of survey questions and corresponding answers were adapted for each State law as needed. The 
scenarios are presented below, including the correct answer:

21 White et al, n 12.
22 A Bryman, Social Research Methods (OUP, 2nd ed, 2004) 158.
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Scenario 1: The Right to Refuse Treatment

John has cancer and his doctor has told him that, unless he has treatment, he will die within six months. 
According to the law, does John have the right to refuse this treatment?

Correct answer: Yes

Scenario 2: The Right to Demand Treatment

Still thinking about John. He is now having treatment. But the doctor tells John that they are going to stop 
his treatment because it is not likely to be of much benefit to him and he will experience negative side 
effects. John understands this but still wants to have the treatment. Does John have the right to have this 
treatment even though the doctor thinks it is not of benefit and shouldn’t be given? Correct answer: No

Scenario 3: The Legal Power of the Default SDM If No One Has Been Formally 
Appointed in the Role

John’s doctor has now offered him treatment but by this time John is so ill that he does not have mental 
capacity to make the decision for himself about whether to have the treatment. His adult daughter is the only 
person in his life. John has not completed an advance directive (AD) for himself nor has he formally appointed 
anyone to make this decision for him. Does his daughter have legal power to consent to that treatment?

Correct answer: Yes

Scenario 4: Requirement to Follow an Advance Directive (Legally Binding Nature of an 
Advance Directive)

The scenario is now changed. John is still unable to make decisions for himself, but after initial diagnosis, 
he completed an AD refusing life-sustaining treatment. It is a valid legal document that expresses John’s 
decision to refuse treatment. Does the doctor have to follow the document refusing treatment or can they 
give treatment if they think that treatment is what good medical practice requires? The options are …

 1. The doctor must follow the document directive and not give treatment
 2. The doctor does not have to follow the document directive and can give treatment

Correct Answer: 1 is the correct answer in New South Wales and Victoria and 2 is the correct answer in 
Queensland.

Note: Directives are State-based legislation. The appropriate term was used depending on the State of the 
interviewee: “advance health directive” for Queensland, “advance care directive” for New South Wales 
and a “refusal of treatment certificate”, as it then was, for Victoria.

Scenario 5: Family Members’ Ability to Override an Advance Directive

John still lacks capacity. John’s daughter does not want the directive to be followed and she wants 
treatment to be given. Can she override John’s directive? The options are …

 1. Yes – the daughter can override John’s directive and consent to him getting treatment
 2. No – the daughter cannot override John’s directive and treatment is not given

Correct answer: No

Scenario 6: Pain Relief that Might Hasten Death

John’s condition is now terminal, and he still lacks capacity. His pain is increasing over time and the 
medication is struggling to keep it contained. Assume now that there is no directive and John’s daughter 
has power to consent to treatment. If his daughter consents, is it legal for the doctor to provide medication 
intended to relieve John’s pain even if it might speed up the rate at which he dies?

Correct answer: Yes

The tendency for responses to legal scenarios to be attitudinal rather than knowledge based23 was 
addressed by asking respondents to indicate what they thought the law said in the context of the scenario 

23 C Denvir, N Balmer and P Pleasence, “When Legal Rights Are not a Reality: Do Individuals Know Their Rights and How Can 
We Tell?” (2013) 35(1) Journal of Social Welfare and Family Law 139, 160.
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not what they thought the law should say. Consistency of the survey interviews was promoted by using 
a standardised interview format and scenarios, extensive interview training and monitoring, and using 
experienced CATI interviewers. No validated scales were available to test knowledge in this context. The 
face and content validity of the survey were tested using pretesting and piloting for interviews with an 
expert and a community sample. The draft survey was pre-tested by the research team via face-to-face 
and telephone interviews with a convenient sample of 12 participants of mixed age and gender to check 
timing, coverage of issues and comprehension of terms. Participants were asked to provide feedback on 
any aspect/s of the survey. These pre-test interviews indicated the need for some minor adjustments to 
the survey.

The survey was then piloted by CATI interviewers on a community sample (n=20) in telephone interviews 
to test of the flow, wording and length of the survey, an evaluation of the ease of survey administration, 
verification of appropriate response options and testing survey routing (skip logic) and other procedures. 
As only minor amendments were made to the survey prior to commencement of the main fieldwork, the 
pilot interviews were included in the total sample.

Three CATI interviewer briefing sessions by the research team ensured consistency of interviews. 
Additionally, approximately one in every eight (13.7%) completed interviews was monitored during the 
call by supervision staff for quality assurance. The experienced CATI interviewers were scrutinised for 
appropriate rapport, question delivery, and data collection accuracy, and were provided with immediate 
feedback and coaching if required.

There was a small risk that the subject matter of the survey (EOL decision-making) could distress 
some participants in the general community. There was a risk of greater distress for the smaller cohort 
within the community who themselves had been directly involved in decision making in relation to 
EOL situations. These concerns were addressed by ensuring respondents understood they could choose 
to not answer any questions that appeared inappropriate or unreasonable, placing two check questions 
within the survey to review the participant’s well-being and willingness to continue and making clear the 
availability of appropriate counselling in case they experienced distress.

Feedback from the CATI interviewers during the pilot phase indicated that only a couple of potential 
participants reported that the topic was too sensitive for them to discuss, and no requests for information 
on counselling were received. The introduction was also tailored for participants from the mobile 
telephone sample, where interviewers first established that it was safe for them to take the phone call 
before proceeding with the interview. Call backs could be arranged.

B. Sampling
The inclusion of mobile telephones into standard telephone surveys – a dual frame sample – is argued to 
be important for obtaining valid, reliable and representative data to reduce bias in telephone surveys.24 The 
dual frame sample was of adults (ie, 18 years or older) who were residents of New South Wales, Victoria, 
or Queensland. To ensure that there was an approximately representative sample within each State, 
targets were applied to age groups for each gender based on Australian Bureau of Statistics population 
estimates. These States were chosen because of similarities and differences in documentation and law 
about advance care planning, and also because they are Australia’s most populous States, accounting for 
more than 75% of the Australian population.25

The two smaller jurisdictions, Victoria and Queensland, were oversampled to ensure that sufficient 
numbers were interviewed to allow for robust statistical analyses. Sampleworx, a commercial sample 
provider, was used to supply the landline and mobile telephone numbers. Sampleworx randomly 
generates numbers and then verifies their status as active numbers. These numbers do not come from any 
pre-existing list and are validated every six months to ensure sample pool quality. This methodology of 

24 B Baffour et al, “Including Mobile-only Telephone Users in a Statewide Preventive Health Survey – Differences in the Prevalence 
of Health Risk Factors and Impact on Trends” (2017) 7 Preventive Medicine Reports 91, 98.
25  Australian Bureau of Statistics, Australian Demographic Statistics 3101.0 <http://www.abs.gov.au/ausstats/abs@.nsf/
lookup/3101.0Media%20Release1Dec%202015>.
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random generation means that there is a greater coverage and numbers are not limited to those published 
in a pre-existing list. Initially an even split of interviews between both frames (landline/mobile) was 
applied. However, to enhance sample representativeness, five weeks into fieldwork the target for the 
mobile frame was increased to 60%. According to the Australian Communications and Media Authority, 
29% of Australian households are now mobile-only. This has resulted in younger participants becoming 
far more difficult to recruit through a landline.26

A total of 10,610 telephone numbers were contacted to obtain the target number of interviews per State. 
One thousand one hundred seventy-five interviews were completed (386 in Victoria, 402 in New South 
Wales and 387 in Queensland). The survey response rate was 33%, ie a third of eligible respondents 
contacted completed the survey. This response rate is comparable to other large representative 
community telephone surveys examining EOL issues.27 Furthermore, the American Association for 
Public Opinion Research notes that largely due to increasing refusals, response rates across all modes 
of survey administration have declined, and this has undermined the role of the response rate as the 
primary arbiter of survey quality. Recent studies suggest that lower response rates do not necessarily 
generate meaningful differences in the accuracy of survey data, if measures are taken to ensure that the 
respondents represent the surveyed population.28 In a meta-analysis of 81 random digit dialling surveys 
the demographic representativeness of the samples were explored in surveys with response rates ranging 
from 5% to 54%. The study found that lower response rates generated only small differences in the 
demographic representativeness of the sample29 and these findings could be applied to surveys with 
response rates between 20 and 50%.

Table  1 displays the representativeness of the sample in comparison to population estimates. The 
combined dual-frame sample was representative for gender, one age group (35–54 years), and one 
remoteness population distribution (metro). The sample was overeducated compared to population 
estimates (15% of the sample had a postgraduate qualification compared to 8% of the population). These 
issues were addressed using the weighting strategy described in the analysis section below.

TABLE 1. Sample Representativeness, Compared with Population Estimates

Demographic variable Unweighted (%) Weighted (%)

Population estimate 
(%) census data for 

VIC/NSW/QLD)

Gender

Male 47 49 49

Age group

18–34 *26 31 31

35–54 34 35 35

55+ *40 34 34

State

NSW *34 42 42

QLD *33 26 26

VIC 33 33 32

26  Australian Communications and Media Authority, Australians Get Mobile (June 2015) <https://www.acma.gov.au/
publications/2015-06/report/snapshot-australians-get-mobile-using-mobile-devices-voice-messaging-and-internet-access>.
27 White et al, n 2.
28 A Holbrook, J Krosnick and A Pfent, “The Causes and Consequences of Response Rates in Surveys by the News Media and 
Government Contractor Survey Research Firms” in James Lepkowski et al (eds), Advances in Telephone Survey Methodology 
(Wiley, 2008).
29 Holbrook et al, n 28.
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TABLE 1. continued

Remoteness

Metro 70 68 72

Rural *17 18 26

Remote *12 14 2

Country of birth

Australia *68 70 72

ATSI origin

Aboriginal or Torres Strait Islander origin 1 1.5 1.5

Marital status

Married 55 51 50

Single, never married 20 23 22

Separated but not divorced 3 3 3

De facto relationship (including same-sex) 11 12 11

Divorced 7 7 9

Widowed 5 5 5

Highest level of education

School only *36 43 44

TAFE/Technical Certificate/Diploma *23 32 31

Bachelor degree *26 17 17

Postgraduate qualification *15 8 8

Note: Rounded to nearest per cent. * Significantly different from the population estimate (p<0.05)

C. Analysis
Both quantitative and qualitative (eg, verbatim responses) data were collected by the telephone survey. 
Sample data were weighted for gender, age, and State and education level to represent population 
distributions as estimated by the Australian Bureau of Statistics. Initially, frequencies and descriptive 
statistics were used to report extent of knowledge, sources of information used, and experience in EOL 
decision-making. Representativeness of the sample were also examined, and verbatim responses were 
classified and coded. Following this, bivariate analyses (cross tabulations, chi-square tests, ANOVA and 
t-tests) explored relationships between demographic characteristics (including jurisdictional differences) 
and knowledge variables. Multivariable statistics (logistic regression, hierarchical logistic regression 
and multiple regression) explored the extent to which these characteristics were able to predict level of 
knowledge, barriers and sources of knowledge.

For descriptive and bivariate analyses, both weighted and unweighted analyses were run, and results 
compared. Multivariable analyses were weighted except where models included gender, age, and State and 
education level as independent variables. Weighted estimates are given in this report (almost universally 
these were very similar to unweighted estimates). For bivariate analyses, only those associations of 
interest that were statistically significant (p < 0.05, Pearson chi-squared test of independence) are 
reported.

III. FINDINGS

This section reports on the extent to which adults know their legal duties, rights and powers as patients 
or SDMs, perceptions of levels of knowledge of the relevant law, the sources from which people derive 
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relevant legal knowledge, experiences of EOL decision-making and individual characteristics associated 
with actual levels of knowledge.

A. Actual Level of Knowledge
The six scenario questions measured actual knowledge of the law on EOL decision-making. For each 
question, a score of “1” was given for a correct answer; “0” for an incorrect answer. Actual levels of 
knowledge are reported as a mean score across all of the scenarios and proportions of correct answers 
for each scenario. The average number “correct” out of the total of six scenario questions (referred to 
hereafter as the mean knowledge score) was 3.7 (median, mode = 4), indicating moderate knowledge 
levels. Almost a quarter (24%) of respondents answered five or more of the questions correctly. 
Differences in knowledge were observed across areas of law eg, requesting and refusing treatment, 
substitute decision-making, and pain relief. Proportions of correct responses were significantly different 
across all scenario questions (Figure 1).

The scenarios with the highest percentages of accurate responses were: Scenario 1 on the right to refuse 
treatment (94% correct) and Scenario 6 on the provision of pain relief even if it might hasten death (83% 
correct). Only 54% were able to respond correctly to Scenario 3 in relation to default decision-makers; 
73% correctly identified family members’ inability to override ADs.

The fewest correct answers were reported for the Scenario 2 on demanding non-beneficial treatment (14% 
correct) and Scenario 4 on the legality of an advance care planning document (62% correct). Care has 
to be taken in interpreting the mean correct knowledge score for Scenario 4 because of State differences 
in legislation. Although an analysis of State differences shows that knowledge levels were generally 
consistent for five of the scenarios, Scenario 4 is an exception with very low levels of knowledge for 
Queensland. The legislation in Queensland differs from that of other States in that the AD there, while 
a legally binding document, can be disregarded by a doctor on the grounds of good medical practice. 
Few Queenslanders (18% correct answer; 82% incorrect) were aware of this, including those who had 
completed an AD (n=26; 87% answered incorrectly).

FIGURE 1. Scores on scenario questions measuring knowledge of the law, by State.

*Note that the law differs in Queensland from New South Wales and Victoria.
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B. Perceived Knowledge of the Law

FIGURE 2. Perceived level of knowledge of the law about EOL decision-making.

Figure 2 compares the respondents’ perceived knowledge of the law assessed at the start and end of the 
survey. The largest proportion of respondents (33%) reported that they had very little knowledge of the 
law about EOL decision-making (at both the start and end of the survey). At the start of the survey, 16% 
of respondents reported that they had moderate knowledge of the law; this proportion had increased to 
21% at the end of the survey. Five percent of respondents reported that they had considerable knowledge 
(at both the start and end of the survey). There was a strong association between perceived knowledge of 
law pre- and post-survey administration. Those with personal experience of caring for a family member 
or completing later life planning documents and/or relevant professional experience reported higher 
levels of perceived knowledge. An interesting finding is that there were no significant associations 
between perceived knowledge of law pre/post survey and actual levels of knowledge.

C. Sources of Knowledge of the Law

FIGURE 3. Sources of knowledge on the law about EOL decision-making.
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Figure 3 reports on the respondents’ sources of knowledge of the law on EOL decision-making. The 
media (43% of responses – primarily television), experience of a family/friend with a diagnosis of 
terminal illness or medical treatment at EOL (21%) and own professional knowledge (17%) were the 
most commonly reported sources of knowledge on the law about EOL decision-making. Ten percent 
of respondents reported using the internet as a source of knowledge on the law about EOL decision-
making, and of these, 19% of respondents reported accessing news sites, or social media sites such as 
Facebook or Twitter.

Bivariate analyses examined associations between experience of EOL decision-making and reported 
sources of knowledge on EOL law. Some respondents reported having personal experience with EOL 
decision-making through looking after an adult with a chronic or terminal illness, witnessing an adult 
family member or friend receiving medical care as they approached the end of their lives, and/or being 
appointed as a decision-maker for another adult at EOL. It is not surprising that these respondents were 
likely to cite their personal experience as a source of knowledge (27% versus 7% who had not had 
experience, p < 0.001).

A small proportion of respondents cited participating in advance care planning such as completing an 
AD or document appointing an SDM, or making a will, as a source of knowledge. The sample included 
professionals such as lawyers, nurses, social workers and allied health workers who could be expected 
to have professional knowledge of EOL decision-making. Almost half of this group with professional 
experience in these relevant fields identified having worked in a field of practice related to EOL care 
such as succession planning or palliative care. Respondents who were professionals in a relevant field 
of practice were highly likely to cite their own professional knowledge as a source of knowledge (73%). 
The media as a source of knowledge was a statistically significant association for professionals in a 
relevant field of practice (27%), who were less likely to cite the media than professionals not in a relevant 
field of practice (45%, p = 0.001).

Bivariate analyses also examined associations between demographic characteristics and sources of 
knowledge on EOL law. Age, gender, relationship status, remoteness, education level, country of birth 
and age of arrival in Australia were all associated with reported sources of knowledge on EOL law. 
Respondents aged 18–34 were more likely (17%) to cite the internet as a source of information than 
those aged 35–54 (11%) and those aged 55+ (5%), p < 0.001); as were those born overseas (1% vs 7% 
born in Australia, p < 0.001) and who speak a language other than English (LOTE) (23% vs 9% English 
only, p < 0.001). Conversely, respondents aged 18–34 were less likely (36%) to cite the media as a source 
of information than those aged 35–54 (49%) and those aged 55+ (44% (p=0.019)). Notably, women 
(22% vs men 10%, p < 0.001) and those with higher levels of education (p < 0.001) were more likely to 
cite their own professional knowledge as a source of information on EOL law

.

Respondents who are separated were more likely to cite having completed an AD as a source of knowledge 
(9%, p < 0.001). Respondents born in Australia were more likely (24%) to cite experience of family/
friend illness as a source of knowledge compared to 13% of respondents born overseas (p < 0.001); as 
were people who spoke English-only (23%) compared with those who spoke a LOTE (4%, p = 0.001).

Multivariable statistics (logistic regression) explored the extent to which respondent demographic 
characteristics and experience of EOL decision-making were associated with reported information 
sources on EOL law. Preliminary models had limited predictive ability, suggesting that variables other 
than demographic characteristics and EOL decision-making experience primarily explain where people 
source information on EOL law.

When asked how they would find out more about the law relating to EOL decision-making, most 
respondents reported that they would seek information from multiple sources, including the internet 
(50%), health/medical professionals (48%), and legal professionals (14%). Eighty-eight respondents 
(8%) said they would seek information from both a health/medical professional (eg their GP) and a legal 
professional (eg their solicitor). Open-ended responses largely suggested that convenience favours the 
use of health professionals and the internet as an information source, and that seeking advice from a 
known person is also important.
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D. Best Predictors of Level of Knowledge
In bivariate analyses, demographic characteristics (age, gender, location, education and relationship 
status) were not associated with higher levels of knowledge (apart from State differences mentioned 
relating to Scenario 4). Of the respondents who answered five or more questions correctly, there was 
an association with “own professional knowledge” as a source of information on EOL law (p = 0.006).

However, demographic characteristics and types of experience with EOL decision-making were 
associated with individual scenario questions, notably in response to Scenario 3 regarding the legal 
power of default decision-makers. Those aged 18–34 years (70%) were more likely to answer correctly 
than those aged between 35 and 54 years (52%) and those aged 55 years and over (43%, p < 0.001). 
Those who were single were more likely to answer this question correctly (64%), and those who were 
married were less likely to answer this question correctly (49%, p = 0.002).

Only 54% of the total sample correctly answered Scenario 3. A finding of note is that respondents who 
reported having appointed an SDM for health decisions (31%) and those who reported having assisted 
others to make such an appointment (35%) were less likely to answer Scenario 3 correctly than other 
respondents (58%, p < 0.001) (Figure 4).

FIGURE 4. Correct responses to Scenario 3: legal power of default decision-makers.

Multivariable statistics (multiple regression) explored the extent to which demographic characteristics 
and experience of EOL decision-making were associated with extent of legal knowledge (determined 
by accuracy of responses to scenario questions). The available data (on demographics, professional 
background, health status and EOL experiences) were not able to predict levels of legal knowledge 
reliably.

Multivariable statistics (logistic regression) then explored the extent to which demographic characteristics 
and experience of EOL decision-making were associated with membership of the “highly knowledgeable” 
group. Those who reported being a decision-maker for medical treatment for one or more adults at the 
EOL were 1.6 times more likely to be in highly knowledgeable group. However, this low odds ratio 
suggests that being a decision-maker has only a very small effect on group membership.

E. Experiences of End-of-life Decision-making
Data about various types of EOL experiences (personal and professional) were collected in the survey. 
Many respondents (67%) reported having some type of EOL experience, ranging from looking after an 
adult with a chronic or terminal illness (39%), witnessing an adult family member or friend receiving 
medical care as they approached the end of their lives (53%), through to direct personal experience of 
EOL decision making for another adult (19%). Eighteen percent of respondents were professionals in 
health (most commonly nursing and allied health) or law.
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A small proportion of respondents had engaged directly in formal advance care planning. Six percent 
of respondents had written a formal AD or living will. Ten percent had assisted others to make such a 
document. Twelve percent had written a document formally appointing an SDM. Fourteen percent had 
assisted others to make this document.

IV. DISCUSSION

The results provide a snapshot of Australian community knowledge of the major legal issues in EOL 
decision-making. There is considerable variation in levels of legal knowledge dependent primarily on 
the area of decision-making as presented in the six scenarios. This variability in understanding being 
dependent on the specific area of law presented is congruent with the findings reported by Pleasence, 
Balmer and Denvir30 in other areas of law. The right to refuse treatment, the right of doctors to give pain 
relief even if it might hasten death and the inability of family members as substitute decision-makers 
to overturn ADs were generally accurately reported. The least well understood area of decision-making 
was the inability of patients to demand treatment considered non-beneficial by the medical practitioners. 
It is here that community members considered they had greater agency and stronger rights to autonomy 
than is legally supported.

There was also considerable variation in understanding of ADs and significant here is the role of different 
State law. The vast majority of participants from all States answered this question in the same way, namely 
stating that the law required the AD to be followed by the medical practitioners. However, differences 
in State law meant that only those who gave this answer in New South Wales (76%) and Victoria (79%) 
were correct. The 82% of Queensland participants who gave this answer were incorrect, including those 
who had completed an AD (87% of those with an AD answered incorrectly). This points to a greater need 
to ensure community understanding where the law is unusual or contrary to community expectations 
as it is in Queensland on this point as its legal position is unusual in Australia and internationally. 
Misunderstanding of what the law says in this scenario (and the one above about there being no right for 
non-beneficial treatment) opens opportunity for conflict at this very sensitive time of decision-making.

The results show, despite some moderate knowledge of some scenarios, there are sizeable gaps in people’s 
knowledge of EOL law, and varied awareness of how to access appropriate information on this subject. 
Even among those with direct personal experience of EOL decision-making, awareness of the role of 
law and existence of advance care planning documents appeared limited. This may be in part because 
the most commonly reported experiences of EOL decision-making (eg, having a partner, adult family 
member or friend receive medical care as they approached the end of their lives; looking after a partner, 
adult family member or friend with a chronic or terminal illness) may not require engagement with the 
law.

Although bivariate analyses highlighted some associations between data collected by the survey (on 
demographics, professional background, health status and EOL experiences), multivariable analyses 
were not able to predict levels of legal knowledge. Although there was some increase in the proportion of 
people reporting moderate knowledge, perhaps as a result of confidence in answering the scenarios, the 
most striking finding is the lack of association between perceived and actual knowledge of the law. This 
discrepancy, also noted by Pleasence, Balmer and Denvir,31 implies that people are unable to identify 
their own knowledge gaps.

A finding of note was that respondents with experience of either appointing or assisting others to appoint 
a substitute decision-maker were less likely than those who had neither experience to answer correctly 
the scenario (3) concerning the legal power of a default decision-maker in the absence of a formal 
appointment. This lack of awareness that the law would still facilitate health decision-making without a 
formally appointed substitute decision-maker could contribute to the motivation to appoint someone in 
that role (or assist another to do so). But it is concerning that the process of doing that, which necessarily 

30 Pleasence et al, n 19.
31 Pleasence et al, n 19.
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involves engaging at least at some level with these legal issues, may not have provided sufficient 
information on the existence of default decision-makers and their possible legal role.

Overall, the findings suggest that there is strong potential for the general community, and individuals 
personally involved with EOL decision-making particularly, to be better informed on EOL law, including 
understanding when there is a legal issue and how to access appropriate information on the law. In the 
comments at the end of the survey, some participants expressed the view that the law is not relevant to 
EOL decisions or is less important than medical opinion and family views. This perhaps reflects a view 
that the law is a last resort rather than front of mind in decision-making at EOL.

Initiatives promoting awareness of the role of law in EOL decision-making are necessary to ensure 
that people understand the importance of the law and how it might be used to assert rights and enhance 
coping and quality of life. The confusion around whether advance care planning documents are legally 
enforceable in Queensland perhaps reflects a lack of harmony of State laws which provides opportunity 
for misunderstandings. The recent Australian Law Reform Commission Report into Elder Abuse 
(ALRC, 2017)32 has joined a chorus of previous government, law reform and parliamentary bodies 
in recommending nationally consistent laws governing enduring documents and substitute decision-
making appointments. This should help promote understanding of the principles underpinning, and the 
legally binding nature of, ADs and substitute decision-making.

Taken as a whole, these results highlight the value of information and education for all community 
members. It is suggested that the general community would benefit most from an information strategy 
(eg, promoting greater awareness of the role of law in EOL decision-making, informing on key aspects 
of EOL law and where to access appropriate information on the law). Pleasance, Blamer and Denvir 
(2017)33 were able to demonstrate a connection between professional status, age and educational 
qualifications with knowledge of relevant law. In our study bivariate results did not show significant 
associations between demographic variables and level of knowledge. There was also some variability 
according to the different scenarios. The multivariable analysis does not provide a strong direction for 
segmentation of the general community as the target audience for educational strategies. However, 
individuals personally involved with EOL decision-making arguably have particular need for targeted 
education (eg, on implementation of relevant information within a decision-making context). Completion 
of ADs and enduring powers of attorney were higher where people reported decision-making experience, 
especially looking after a partner, family member or friend with a chronic or terminal illness. Hence 
increasing uptake of advance care planning documents should sensitively target this group. A surprising 
finding is the lack of association between experience of advance planning and correct answers to the 
scenario questions. This suggests that processes and practices around completing advance care planning 
documents do not sufficiently ensure that legal rights are fully understood in the context of a range of 
EOL decisions. There may be scope to target those already oriented to doing advance care planning with 
wider legal information as they undertake that planning exercise.

Health and human service workers, including those working in EOL care also demonstrated knowledge 
gaps. This concurs with the other literature34 that suggests professional training did not necessarily 
ensure high levels of knowledge. Health and human service workers require targeted education, training 
and support on EOL law. Of note is that lawyers are generally not seen by many as a relevant source 
of information for this area of law and professional experience did not necessarily predict correct 
knowledge. This suggests that a more effective path to improving community legal literacy is to support 
health and human service workers to become knowledgeable and reliable sources of information about 
EOL law.

32 Australian Law Reform Commission, Elder Abuse – A National Legal Response (ALRC Report 131, 2017) <https://www.alrc.
gov.au/publications/elder-abuse-report>.
33 Pleasence et al, n 20.
34 White et al, n 2; K Schlegel and S Shannon, “Legal Guidelines Related to End of Life Decisions: Are Nurse Practitioners 
Knowledgeable?” (2000) 26(9) Journal of Gerontological Nursing 4, 24.
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Limitations of a telephone survey are that it can provide a broad overview and a snapshot at one 
point of time but lacks depth and detail. In addition, those interested in the topic are more likely to 
agree to the telephone interview leading potentially to a sampling bias of those with greater perceived 
knowledge or interest being overrepresented. Few people surveyed had direct experience of making 
EOL treatment decisions for themselves or a family member. Extending this work, the next stage of the 
research program involves in-depth interviews with individuals with EOL decision-making experience 
(adults with terminal illness and their family members, including substitute decision-makers) which will 
provide further insight into knowledge and use of the law in actual EOL decision-making situations, 
whether the law supports or constrains patients and family members and what works well for whom in 
which situations.

V. CONCLUSIONS AND IMPLICATIONS

Blamer et al (2010)35 argue that public legal education has a key role to play in helping citizens better 
understand life issues, make better decisions and anticipate and avoid problems. Our results suggest that 
appropriate areas of focus for community information and education strategies include areas of EOL 
decision-making law which are poorly understood (eg, about demanding non-beneficial treatment, and 
the operation of advance health directives in Queensland). Survey participants tended to overestimate 
the degree of autonomy the law grants patients relative to doctors in these areas. The internet, media and 
health/medical professionals are likely to be appropriate avenues for community education given that 
community members commonly seek information on EOL law from these sources. A further challenge to 
educational strategies is the conclusion from Stage one of the project36 that although numerous resources 
on EOL law are available online, community members may not be able to identify relevant resources or 
find resource content accessible.

With half the sample reporting they have no or little knowledge of EOL law, the limited effect of personal 
experience on EOL decision-making on knowledge and those reporting own professional knowledge 
only having a slighter higher mean correct score than others, the need for information and education in 
this area is well established. The variability in levels of knowledge, the limited value of demographic and 
prior experience variables in predicting accuracy of knowledge along with the lack of association between 
perceived knowledge of the law and level of actual knowledge presents many challenges to designing 
and targeting resources to enhance community knowledge. As does perhaps, a general perception that 
the law is not highly relevant to these decision-making scenarios. This reflects a view, supported by other 
studies,37 that the decision is personal and medical and a preference for keeping decision-making within 
the private domain. In keeping with Curnow’s38 observations, the shadow cast by the law in this area of 
decision-making is very weak. Whether the law is seen as useful in situations of conflict over rights and 
decision-making will be explored in the interviews in the next stage of this project.

Knowledge of rights and improved participation in decision-making of patients and/or their substitute 
decision-makers will help avoid known adverse outcomes at EOL such as dying in pain, ongoing 
family conflict over decisions or unwanted and burdensome (and costly) treatment.39 Given the limited 
knowledge in some areas and lack of awareness of own extent of knowledge, innovative strategies are 
needed to promote recognition of the relevance of the law to EOL decision-making and knowledge of 
the law in the context of the specific EOL decisions to be made.

35 N Balmer et al, “Knowledge, Capability and the Experience of Rights Problems” (Research Report, Legal Services Research 
Centre United Kingdom, March 2010).
36 White et al, n 12.
37 Bloche, n 10.
38 Curnow, n 1.
39 K Steinhauser et al, “Factors Considered Important at the End of Life by Patients, Family, Physicians and Other Care Providers”  
(2000) 284(19) Journal of the American Medical Association 2476, 2482; S Michell et al, “The Clinical Course of Advanced 
Dementia” (2009) 361(16) The New England Journal of Medicine 1529, 1538.
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EOL decision-making takes place within a personal, clinical, legal, family, ethical and systems context. 
As Wolf, Berlinger and Jennings40 argue, to improve the quality of care at EOL the problems at all 
levels must be addressed, from individual rights, to family and caregiving relationships, to institutional 
and health systems reform. This current research suggests there is much further work to be done to 
promote and ensure knowledge of rights so that they can be asserted in the context of complex family 
relationships and powerful health systems. Law at the EOL creates rights, limits actions and imposes 
duties on patients and their substitute decision-makers. But it can only guide behaviour if it is known, or 
at least if people are capable of finding out what it says when they need to know it. This study has shown 
that there are gaps in the community’s basic legal knowledge. This puts at risk their ability to assert their 
rights and it also gives rise to risks of disputes if there are differential understandings of the law between 
patients and family and the treating team. Further, a failure of SDMs to know their duties when making 
decisions also puts the patients whom they are deciding for at risk.

The role of law, as noted above, is sometimes ignored or seen as intrusive or irrelevant. However, these 
views fail to recognise the contribution that law can make at a systemic level to improved EOL care. It 
establishes a broad framework for decision-making and facilitates patients and their families participating 
in decisions about their health. It also provides a way to resolve disputes that have not been possible to 
resolve and protects patients’ interests. We are not seeking for law to be at the centre of these decisions 
but rather that it is available to support decision-making in this difficult area. This study points to the 
need to increase community legal literacy around EOL decision-making, or at least the availability of 
reliable and easily located information on the law when it is needed.

40 S Wolf, N Berlinger and B Jennings, “Forty Years of Work on End-of-life Care – From Patients’ Rights to Systemic Reform” 
(2015) 372(7) New England Journal of Medicine 678, 682.


