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Introduction: People diagnosed with neurodegenerative disorders often grapple with 
threats to their agency, prompting some to engage in advance care planning. Advance care 
plans are intended to protect autonomy by helping patients receive goal-consistent health-
care. Accordingly, there is a need to better understand factors associated with hospital 
doctors’ application of advance care plans to treatment decisions of this patient cohort.
Purpose: The purpose of this study was to explain the recommendations of multidisciplinary 
hospital-based clinicians about the benefits of advance care plans for people diagnosed with 
neurodegenerative disorders, and the elements that influence how doctors apply such plans.
Materials and Methods: Using a constructivist grounded theory informed thematic ana-
lysis, semi-structured interviews were conducted with purposively and theoretical sampled 
hospital-based clinicians: 16 doctors, six registered nurses and 10 allied health clinicians who 
self-reported having experience delivering healthcare to people with neurodegenerative 
disorders and an advance care plan. Allied health and nurse data helped to inform questions 
posed to doctors. Data were inductively analysed using open and focused coding.
Results: Analysis revealed two main themes: recommending agency through advance care 
plans; and limiting agency through advance care plans. These themes formed the basis of the core 
category: patient agency. All clinicians held positive attitudes towards advance care plans as 
a means to preserve patient voices and alleviate family of responsibility. However, the extent to 
which doctors shared decisions with family revealed a tension between individualistic agency 
associated with advance care plans and relational autonomy perceived by doctors as appropriate.
Conclusion: Although doctors expressed positive attitudes towards advance care plans, they 
typically practiced relational autonomy wherein they partner with family in contemporaneous 
healthcare decision on patients’ behalf. Accordingly, the healthcare preferences of hospita-
lised, incompetent people with neurodegenerative disorders are balanced against judgements 
of both doctors and family.
Keywords: advance directive, allied health, end-of-life, hospital doctors, patient agency, 
registered nurses, relational autonomy

Background
People with illnesses such as dementia, Parkinson’s Disease, Huntington’s Disease 
and Motor Neuron Disease (MND) live with the tangible prospects of disabling and 
progressive cognitive decline.1 In an ageing population, many people fear loss of 
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autonomy and agency as a consequence of neurodegenera-
tive disorder.2,3 Internationally recognised dementia advo-
cate Christine Bryden4 described her experience of 
dementia as a “journey of so many losses from diagnosis 
to death”. Consequently, people diagnosed with neurode-
generative disorders (PWND) often grapple with a threat 
to agency, loss of self-identity, independence, and control.5

Alongside accumulating losses, PWND are at high risk 
of hospitalisation in the last months of life, where end-of- 
life care, and death, can become impersonal and 
medicalised.6,7 Accordingly, PWND may choose to docu-
ment their later life care preferences within an Advance 
Care Plan (ACP) to preserve agency.8 Agency is defined 
as an individual’s capacity to act independently and exer-
cise free choice,9 albeit in the context of social influences 
that affect human behaviour.10 Grounded in a principle- 
based perspective (or “principlism”), ACPs offer a Western- 
styled, self-determination conception of autonomy11,12 

intended to protect patients from paternalism.13 Advance 
care planning represents a call to action, facilitated by 
structures within society, and it stands as a powerful, tangi-
ble act of agency for individuals who engage in the process.

The primary purpose of an ACP is to protect an indi-
vidual’s autonomy and dignity by helping to ensure they 
receive healthcare which is consistent with their values, 
goals and preferences.2,14,15 Autonomy refers to a person’s 
capacity to act freely in accordance with a self-chosen 
plan.16 An individual’s right to autonomy and maximal 
ownership of healthcare decisions is often reflected in 
modern codes of ethics17 and global policy.18 Further, the 
Medical Board of Australia has linked respecting 
a person’s rights to make their own decisions, including 
via ACP, with good medical practice.19 When working 
effectively, ACP support a person’s autonomy by repre-
senting the person who exercised agency whilst compe-
tent, in order to guide decisions whilst incompetent.14,20

Advance care planning has attracted much discourse 
surrounding the practical and moral shortcomings of future- 
focused healthcare decisions.21–23 Contentions include 
inadequate instructions;24 conflicted or incapable surrogate 
decision-makers;25,26 the potential of the person to have 
changed their mind, and limited capacity of the person to 
have anticipated the presenting circumstances.27 Further, 
once deemed incompetent, a person is unable to override 
their earlier decisions, thus binding the person to their earlier 
“self”. Such a situation raises ethical concerns because of the 
threat to current autonomy.21 Additionally, individualistic 
interpretations of autonomy have been criticised for their 

failure to consider social contexts, with some ethicists instead 
proposing a “relational autonomy” approach that includes 
socially embedded insights.13 Not surprisingly then, 
a recent scoping review found hospital doctors globally 
have identified numerous apprehensions about the applica-
tion of ACP in practice.28 Nevertheless, the novel corona-
virus disease 2019 (COVID-19) pandemic has been 
associated with healthcare systems’ renewed interest in 
ACP in an effort to better meet the needs of both patients 
and doctors.29,30

The first author (DC) of this study is a psychologist 
specialised in major neurocognitive disorder (often 
referred to as dementia). As a result, DC has held 
a clinical role assisting people living with dementia to 
better understand their legislated rights. However, both 
clinical and personal experience has shown that ACP 
application during hospitalisation has been inconsistent, 
and the factors associated with application were unclear. 
Consequently, attempted agency expressed through an 
ACP may be associated with ethical dilemmas impacting 
persons involved with caring at end-of-life. Collectively, 
arguments suggest that ACP may not reliably meet the 
needs of end-users: PWND, family or friends, and health-
care professionals.

In Queensland (Australia), legislation provides compe-
tent adults with the right to complete a statutory ACP, 
namely an Advance Health Directive (AHD). For an 
AHD to take effect, the person (known within the AHD 
as the principal) must be without capacity to make the 
current healthcare decision. Doctors are not obliged to 
apply directions which they have reasonable grounds to 
consider are inconsistent with good medical practice or 
uncertain, or the doctor reasonably believes that circum-
stances have changed, and application would be inap-
propriate. If an AHD refuses life sustaining treatment, 
certain illness criteria must be met. (Please see 
Supplementary Figure 1). Alternatively, competent adults 
may utilise a non-legally binding form (known as 
a Statement of Choices) to guide decision-makers about 
their healthcare wishes, values and beliefs.

For this research, an ACP was defined as a written 
statement articulating future healthcare preferences or 
directions, owned by the person and applicable only dur-
ing incapacity to consent. It is important to note that in this 
manuscript, we refer to the overarching concept of ACP to 
indicate written documentation of a person’s healthcare 
preferences. Where relevant to distinguish legislated 
applicability or to report specific findings arising from 
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the data, ACP type (AHD or Statement of Choices) are 
differentiated. The Queensland AHD in effect during data 
collection was Version 4 and the Statement of Choices was 
Version 5.1. (Please see Supplementary Figures 2 and 3 
respectively).

Materials and Methods
Aims
This study constitutes part of a broader constructivist grounded 
theory [CGT] research study exploring the factors which 
influence hospital doctors’ application of the ACP of incapa-
citated PWND. Some aspects of the study, such as the poten-
tially conflicting interests of bedside agents, are considered in 
more detail elsewhere (please see31) With the purpose and 
representation of ACP being to keep a person’s autonomy 
central to medical decision-making, we set out to better under-
stand: the attitudes of multidisciplinary healthcare profes-
sionals (referred to as “clinicians”) towards the usefulness of 
ACP; and the elements that influence how doctors apply ACP 
to treatment decisions for this group. This research represents 
an important step in understanding the factors associated with 
application of ACP to treatment decisions of hospitalised 
PWND, and ultimately, will help to inform a grounded theory. 
This paper offers a thematic analysis explaining what clini-
cians perceived as benefits of ACP, and the factors which have 
been associated with ACP application for this cohort across 
two regional health service areas in Queensland.

Study Design
An inductive thematic analysis approach, informed by the 
CGT principles of Kathy Charmaz32 was used to explore 
and describe the perspectives hospital-based doctors, allied 
health and nurses in relation to the intended or actual role of 
ACP in healthcare decision-making. Grounded theory has 
become valued for its suitability to the explanation of com-
plex and poorly understood medical-context phenomena.33 

We used theoretical sampling and CGT analytic tools to 
probe participants’ implicit meanings and actions to better 
understand the processes associated with making recom-
mendations about completing an ACP, or treating a PWND 
during illness when an ACP might reasonably be expected to 
take effect. CGT provided a trustworthy, inductive means 
through which to construct a theory “grounded” in rich data.

Ethical Approvals
The National Statement on Ethical Conduct in Human 
Research34 underpinned all aspects of the study. Multisite 

approvals were granted by Townsville Hospital and Health 
Service Human Research Ethics Committee (54125) and 
James Cook University (H7930). Verbal and written 
informed consent from participants was approved by both 
ethics committees, and participants consented to publication 
of anonymised responses. Participant access to professional 
support if distress occurred was incorporated into approvals. 
This paper was informed by the Consolidated Criteria for 
Reporting Qualitative Research (COREQ) and data were 
maintained in accordance with the Declaration of Helsinki.

Participants and Recruitment
Two participant groups were identified using purposive and 
snowball sampling methods: 1) hospital doctors with experi-
ence in decision making with/for this cohort, and 2) allied 
health and nurse clinicians with experience delivering 
healthcare to the target cohort in situations where the person 
lacked decision-making capacity. Snowball sampling was 
defined as sampling that utilised existing or potential parti-
cipants to identity other potential participants.35 Whilst doc-
tors were the primary focus of this study, allied health and 
nurses were included because of their insights into the 
practices of doctors in the study context. Participants were 
recruited from two major regional hospitals and three small 
hospitals. All participants received written and oral informa-
tion about the study and consented to interviews being 
digitally recorded and anonymised responses published. 
Due to geographical distance from the interviewer and sev-
eral participants’ stated preference to provide only verbal 
consent, four participants gave verbal consent which was 
obtained twice: once before and once after digital recording 
commenced. All other participants provided written consent. 
Anonymity was assured, and participants were assigned 
a pseudonym code. Participants were advised that under 
exceptional circumstances, disclosure of their data could be 
required by law. Participants were advised of the availability 
of referral to professional counselling if appropriate, how-
ever no onward referral was requested or deemed necessary.

All clinicians were recruited via health service news-
letters, snowball referral and bulk emails disseminated by 
heads of departments. Purposive sampling from units most 
associated with care at the end-of-life included palliative 
care, emergency, geriatrics, intensive care, medical oncol-
ogy, neurology and general medicine. In line with theoretical 
sampling techniques, some specialities (such as respiratory/ 
renal medicine) and disciplines (such as social workers) 
were identified and invited to participate. Doctors from the 
respiratory/renal subspecialty declined participation.
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In this manuscript, allied health, nurses and doctors are 
referred to inclusively as “clinicians”, with disciplines 
separated only where relevant to distinguish data sources 
or subject matter.

Data Collection and Analysis
Based on professional experience and research, the authors 
developed a semi-structured interview guide which was used 
flexibly to explore factors such the attitudes of clinicians 
towards the potential benefits of ACP, and the experiences of 
clinicians in relation to applying the ACP of PWND (see 
Figure 1). The interview guide was piloted across all groups, 
then changed iteratively in response to emerging theoretical 
concepts. Questions were adapted to reflect participant type. 
Clinicians were asked about their attitudes towards ACP and 
their utilisation of the ACP process. Interviews were con-
ducted by the first author [DC] and primary advisor [RR], 
face-to-face or via telephone or “MS TEAMS” online soft-
ware and ranged from 20 to 70 minutes (mean of 51.9 
minutes).

All interviews were transcribed verbatim by DC or 
a professional transcription service. To ensure credibility, 
each transcript was checked against the recorded interview 
and further observations and impressions were recorded in 
memos. DC coded all transcripts whilst another researcher 
(RR) coded a sample of transcripts, with coding then com-
pared and discussed to enhance confirmability of the data. 
Coding was conducted line by line using a combination of 
open and in vivo coding and code books were developed. 
QSR NVivo 12 software was utilised for data management 

including organisation and retrieval of transcriptions, storing 
memos, coding and comparing data, and designing concept 
map iterations. In line with ensuring trustworthiness of 
grounded theory data, codes and data were constantly com-
pared, discussed and revised as a research team (DC, RR, 
DH, MS) increasing confirmability of the data and minimis-
ing the potential for personal bias.32 As the analysis pro-
gressed, codes were collapsed into categories which 
captured recurring themes. Reflexive memos were used to 
explore and interpret our understanding of categories, and 
diagrams were used extensively to document relationships 
between themes and to develop an overarching conceptual 
framework. Data collection and analysis continued until the 
research team agreed that no new ideas were emerging, and 
data saturation had occurred.

Results
Participants
A total of 32 people participated between November 2019 
and November 2020. Participants represented a broad 
range of specialties and all self-reported experience treat-
ing PWND during incapacity in the context of ACP. 
Doctors were from subspecialties: emergency, general 
medicine, intensive care, neurology, medical oncology, 
geriatrics, and psychiatry. Nurses and allied health were 
senior clinicians from a broad range of hospital units (see 
Table 1).

Data analysis revealed two main themes: recommending 
agency through ACP; and limiting agency through ACP. 
These themes formed the basis of the core category: patient 

Clinician guide.

Explain experience treating people with a neurodegenerative disorder and advance care plan .

How are advance care plans are included in decision-making.

When are advance care plans looked for.

Thoughts about differences between advance health directives and statement of choices.

Advance care plans as helpful or unhelpful. When/what circumstances.

Role of family when your patient has an advance care plan.

Use of health directive as a consent tool.

Confidence patients understood decisions made in advance care plan.

Explaining advance care plans to others.

Ways that advance care planning could be improved.

Attitudes towards own

Figure 1 Example interview topics.
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agency (see Table 2). Participants are identified by letters: 
AH – Allied Health, D – Doctor, RN – Registered Nurse.

Recommending Agency Through ACP
Clinicians were overwhelmingly supportive of the concept 
of advance care planning, particularly in the context of 
neurodegenerative illness or advancing age. Some spoke 
of ACP being an important means by which thought pro-
cesses associated with end-of-life preferences of PWND 
and discussions with family are triggered. Doctors felt 
more confident discussing treatment limitations with 

families of PWND who had completed an ACP compared 
to those who did not have an ACP, suggesting the ACP 
process extends benefits beyond the PWND to both family 
and doctors.

When reflecting on their own potential agency as 
healthcare consumers, only three clinicians (allied health, 
nurse and doctor) had completed an AHD. Some clinicians 
stated they might complete an AHD when of advanced age 
or diagnosed with a chronic illness, whilst others indicated 
an intention to complete an AHD, but had not. Clinicians 
overwhelmingly perceived that their family were capable 
of making decisions and advocating on their behalf. This 
may reflect the socio-cultural status of highly educated and 
health literate clinicians with a practice culture favouring 
contemporaneous, shared decision-making with patient 
representatives. In relation to their patients, however, clin-
icians supported PWND’s agency through ACP, with two 
subthemes arising from the data: having a voice in future 
healthcare, and relieving family of burden.

Having a Voice in Future Healthcare
Clinicians considered that ACP provide a valuable means 
by which PWND could represent themselves when they 
otherwise could not. Clinicians maintained that PWND 
should be encouraged to engage in advance care planning 
to make known their healthcare directions so that health-
care could be aligned with their directions.

It’s a way of having a voice when you have no voice. RN2 

They may be in a position one day where they won’t be 
able to make their wishes heard and if they can’t be heard 
then it can cause a lot of distress for them and their family 
members. D9 

So it’s up to you and what you want, and it’s important 
that we have these documents … So I tell them that the 
best thing to do is an Advance Health Directive and 
I always say, “So you don’t get something done to you 
that you don’t want” that’s the main thing ….advance care 
planning is really for when they are not able to tell us what 
they want … D2 

We explain to people that with the health directive, “When 
you can’t make decisions, it makes decisions for you.” 
RN3 

Although people who generate an ACP are under no 
legal obligation to share their decisions or decision ratio-
nale with a third party (such as family), they are encour-
aged to do so within Queensland ACP templates and 

Table 1 Participant Characteristics

Doctors n 16 Senior Allied Health/ 
Nurses

n 16

Cardiology 1 Dietitian 1

Emergency 
Department

2 Occupational Therapists 2

General Medicine 3 Physiotherapist 1

Geriatrics 5 Psychologist 1

Intensive Care 1 Social Workers 4

Neurology 1 Speech Pathologist 1

Oncology (medical) 1 Bedside registered nurses 4

Palliative Care 1 Nurse Unit Manager 1

Psychiatry 1 Nurse Practitioner 1

Seniority

Registrar 1

Senior Medical Officer 15

Gender Gender

Females 6 Females 14

Males 10 Males 2

Age range Age range

30–39 6 30–39 5

40–49 4 40–49 6

>50 6 >50 5

Years of 
experience

Years of experience

5–10 3 5–10 5

11–20 7 11–20 6

> 20 6 > 20 5
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Australian ACP promotional materials.15,36 Interestingly, 
clinicians appeared to associate much of the benefit of 
ACP with the likelihood that PWND would discuss their 
decisions with family. Accordingly, doctors expected that 
family would have a sound understanding of the 
PWND’s healthcare priorities and therefore could speak 
on the PWND’s behalf. Doctors then practiced what we 
describe as a relational autonomy approach to decision- 
making by engaging family to represent the voice of the 
PWND. Relational autonomy refers to complex and 
intersecting social connectedness and relationships 
between people37 who are invested in, and affected by, 
the life or death outcome of the PWND.

It’s actually pretty uncommon that the person who makes 
one hasn’t discussed to some degree with the family mem-
bers, close family members anyway, what they’re going to 
put in there. … it is really hard for family members in 
a highly emotional situation to think clearly and try to put 
themselves in the shoes of their loved one because they’re 
part of the picture in a different way. … D11 

If they [family] understand and know your wishes, they’re 
more likely A). to follow them if you lose capacity and B). to 
be accepting because it’s very distressing to find yourself 
having to make choices on someone’s behalf when you don’t 
know what their preferences are … family who know will 
often respect much more easily than those who don’t. D1 

[When a PWND has an AHD] It means that they’ve 
thought about it, which is good, particularly if they’ve 
got a chronic condition which is lethal then that’s very 
important that we get hold of that directive and to find out 
what their thoughts and feelings are, particularly if we 
haven’t got good access to next of kin. Next of kin, of 
course, is very important indeed and they usually have 
been involved … and they can usually give us a glimmer 
as to what’s in that directive but we like to see the 
directive as well …. None of these decisions are light, 
they’re very carefully made decisions and they’re always 
done with the relatives. D5 

It works out well if conversations have been had with the 
patient and with their family and very clear guidelines are 
written out beforehand. D9 

In relation to generating an ACP, doctors typically recom-
mended that people explicitly discuss their choices and 
preferences with their family. This advice reflected aware-
ness that end-of-life is a relational process,12,13 impacting 
others (such as family and healthcare staff) who might also 
exercise agency in decision-making, potentially conflicting 
that of the patient.31

I think one of the most useful things for the family or the 
closest enduring relative or friend or whoever is in that 
substitute decision making role is, I think it’s very impor-
tant that they personally understand the wishes and 

Table 2 Example of the Coding Process

Initial Coding Example Focused Codes Themes Category

•Patient choices 
•Taking ownership 

•Avoiding unwanted healthcare 

•Peace of mind

Having a voice in future healthcare Recommending agency through ACP Patient agency

•Alleviating substitute decision-makers 

•Ensuring family understand wishes 
•Family suffering

Relieving family of burden

•Shifting to end-of-life focus 

•Prognosticating 

•Triggering ACP consideration

Recognising PWND was dying Limiting agency through ACP

•Interpreting ACP relevance 

•Leading medical decisions 
•Marrying law and medicine

Good medical practice

•Seeing family as experts 
•Family having to live with decisions 

•Wanting consensus decision-making 

•ACP as a guide

“The dance” when partnering with family
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preferably not just see the document, but be part of the 
conversation to frame it. D4 

In the end there’s always the bad bit, and so if you accept 
that it’s a finite life, you need to prepare for that and that 
means thinking about what’s important to you, writing 
them down, communicating it to your family in case you 
lose capacity … and it’s really important to share those 
things with your doctors and your family so you’re more 
likely to get the outcomes you decide. D1 

I do explain it’s quite convoluted. It’d be good to chat to 
their family before or whilst doing it, so they’re aware and 
everyone’s happy and there’s no conflict when the time 
comes to put that into place. D2 

Just try to let them know that, look, this is something 
serious, they need to think about and need to let your family 
members know [about preferences for treatment]. D7 

Despite asserting that ACP extend the patient’s voice, most 
doctors conceded they do not reliably refer to ACP. 
Additionally, some doctors expressed scepticism that 
PWND’s agency via ACP would be valued by future treating 
doctors, with implications for advising people to complete an 
ACP. Therefore, variation in practice culture leaves patients 
vulnerable to individual preferences of treating doctors.

[Interviewer: How confident are you that your doctor 
colleagues will follow an ACP?] Not super confident and 
I think that that’s just based on predetermined thought 
processes and depending on if their value systems really 
changes things. D8 

I am not confident at all that the effort that people put into 
trying to make sure that their wishes are known and 
adhered to, actually, that it is rewarded. I don’t believe 
that they’re always searched for and thought about … the 
ARP [Acute Resuscitation Plan] is often done by 
a statutory health attorney, and this person [PWND], them-
selves, did an AHD, and that’s not what’s been used to 
inform the ARP. D2 

So working in [UNIT], for instance, where everyone com-
ing in will likely need surgery which has a lot of attendant 
risks, usually what they will do is they will have an 
informal chat with a statutory attorney for health matters, 
or the patient. They don’t usually refer to an advance 
health directive. D3 

Relieving Family of Burden
Despite patient healthcare being the central purpose of 
medical decision-making, results revealed that doctors 

extend considerable empathy towards families, indicating 
a tendency to take a relational autonomy view when caring 
for patients. Accordingly, clinicians perceived ACP as 
helpful because they alleviate family member’s burden 
when making difficult decisions.

I’ve witnessed that they have the comfort of knowing that 
their decisions are backed up by their relative [PWND]. 
It’s never easy to say stop providing active management 
but at least they can say well that’s what he wanted. D9 

It takes that responsibility away and it relieves the burden 
a little because your family knows this is your choice. AH8 

Doctors recognised the emotional tole and long-term con-
sequences felt by families involved in end-of-life decision 
partnerships. Therefore, ACP to lessen burden was 
endorsed. Although well intended, it was evident that 
doctors at times coerce individuals to engage in ACP, 
a process which ethically and legally must be voluntary. 
In so doing, the burden of decision-making is imposed on 
patients as a means of protecting family.

I would usually use this phrase that “It is not fair for your 
daughter or your son to make these decisions …. So to be 
fair to everyone I think while you can, you probably 
should make it very clear what you want done” D7 

Mostly to point out that it’s going to protect their family 
members from having to make really difficult decisions in 
really difficult moments. D11 

Collectively, results revealed that doctors recognised the 
potential benefits of ACP, not only for establishing 
a person’s healthcare priorities, but also as a mechanism 
for guiding and relieving family. Doctors also recognised 
and valued the importance of relationships that surround 
a dying person, thus involving these relationships in the 
decision process.

Limiting Agency Through ACP
Perhaps not surprisingly, the critical limitation to agency 
through ACP was the necessity for doctors to agree with 
the directions expressed in the ACP. Most doctors expli-
citly prioritised family consent to healthcare, rather than 
defer to the statutory AHD. Doctors stated they may rely 
on an AHD if no family were present. ACP application 
data revealed three subthemes: recognising the PWND 
was dying; good medical practice; and “the dance” with 
family.
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Recognising the PWND Was Dying
Recognising that the PWND was dying was broadly 
endorsed as the primary trigger for doctors to read and 
consider applying the person’s ACP. Clinicians commonly 
asserted that doctors are treatment focused and only apply 
an ACP when illness is irreversible and end stage.38,39 

Despite the availability of tools designed to assist doctors 
to recognise dying in people with diseases such as 
Parkinson’s Disease38 and dementia,39 prognosticating 
end-stage neurodegenerative illness (in the absence of 
cancer) was considered to be particularly challenging 
because of unpredictable illness trajectory. Accordingly, 
doctors asserted they see fewer “flags” to review ACP. 
Therefore, although the purpose of ACP is to give voice 
during periods of voicelessness, the inclusion of the per-
son’s voice may only occur after (potentially unwanted) 
medical intervention consistent with hospital doctors’ 
treatment culture and their inability to recognise palliative 
phases of neurodegenerative illness until death is 
imminent.

I wouldn’t be doing it [reading ACP] the first time I see 
a patient because I’m supposed to be there to help them. 
I look more at the advance care planning when I start 
seeing that things are deteriorating, or when I see 
that …. it’s pretty much at the end … Only when it’s 
pretty clear that things are not going the right way, that’s 
when they would apply it, only last resort. Health wants to 
have them [AHD] just for the very, very last minute, not 
for in between, not for beforehand, because we are here to 
help people. D10 

I think, again, the more unwell a patient is, the earlier we 
will look for that plan. D12 

The way I look at ACD [Advance Care Directive] imple-
mentation is different for cancer patients compared to all the 
other end stage diseases, which are equally bad, but for some 
reason, we are cancer focussed when it comes to death. So, 
cancer patients, they end up at an acute end emergency 
department, there are enough flags raised, “oh, this patient 
has cancer, has a prognosis of three months, there’s an ACD, 
should we just comply with it”, very easily. For non-cancer 
patients, so to some extent, because of the studies that can-
cer – the research that has gone on in cancer, we have life 
expectancy slightly more clearly delineated compared to 
advanced renal disease, or advanced cancer, dementia, 
where you don’t really say “well, you are at this stage, your 
life expectancy is five years, two years, one year”. Even 
people with a life expectancy of six months, we don’t know 

if they have severe dementia. So there is no flag raised at the 
front end. D6 

You know, things like MS [Multiple Sclerosis] and motor 
neurone and all that, they can be going up and down and 
you don’t know if this is it or if it’s not … these neuro 
ones can be hard because you just don’t know … Whereas 
cancer, you just look at the blood results and you can 
pretty well prognosticate pretty accurately. RN2 

There’s a lot of grey in terms of the medical team may not 
know the prognosis or they may not know whether this is 
a curable or recoverable illness that the person has … I’ll 
often feel troubled because I’ll think they keep giving the 
patient all of this stuff and I’m pretty sure they’re going to 
die in a month, a week or a couple of weeks but the 
medical team aren’t saying that. They’re saying, “No, no, 
no, we’re aiming for curative intent … ” So the dialogue is 
very much that the patient’s not dying … but I kind of, like 
in my gut I’m kind of like … they’re not going to survive, 
and then it’s resulted in their last few weeks have been full 
of potentially unnecessary medical treatments and inter-
ventions. AH9 

Good Medical Practice
Pursuant to the Guardianship and Administration Act 2000 
(Qld), doctors in Queensland are excused from applying 
AHD directions which they deem inconsistent with good 
medical practice. Not surprisingly then, most doctors sta-
ted they would only apply directions which they judged to 
be consistent with good medical practice and in the per-
son’s best interests. In evaluating good medical practice, 
doctors considered healthcare principles such as benefi-
cence and nonmaleficence.

I would definitely discuss it with the family and say “the 
advance document said this, we need to think about what’s 
in their interest” … medicine has great capacity to prolong 
life, but doesn’t always bring benefit or there comes a time 
when the benefits are outweighed by the harm … the issue 
words were good medical practice and I think that’s 
a subjective thing. D1 

It’s Advance Care Planning for your wishes but it has to 
be … consistent with accepted good medical practice … 
Now if it’s a different matter like it’s a neurodegenerative 
thing, someone’s got a motor neurone disease and they 
come in with aspiration pneumonia and there’s no possi-
bility of them getting better and the health directive says 
“don’t do anything”, well we wouldn’t do anything, that’s 
fine because that’s consistent with good medical practice 
and it’s consistent with what they thought and it fits the 
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scenario that they were likely talking to their GP about … 
The problem is, is when you’ve got an Advance Health 
Directive and no relative. And you’ve got somebody 
who’s unconscious … in neurodegenerative disorders, 
you know, we would be very loath to, but in that particular 
situation where they were otherwise well … we’d prob-
ably intervene and just fix them overnight and say it was 
a simple problem and you’re better now. D5 

It becomes very challenging when it goes against good 
medical practice - I use that as a specific legal term - and 
when family have a dissenting opinion … I think that there 
also needs to be, in some cases, discussion about good 
medical care and philosophical changes in care, particu-
larly towards end-of-life. I’ve seen many people say that 
they want very invasive treatments when you know if they 
become critically unwell their likelihood of survival is 
very, very low. And it would be, to use an ethical term, 
it would probably be a futile medical treatment. And 
whether or not we actually should give them that option 
is a real – there’s some nuance there that you need with 
some clinical experience I think. D8 

The treatments that are not really likely to be a great help 
and they’re actually very burdensome, they cause pain or 
else they cause a high degree of monitoring or interaction 
with health staff that is just overall not going to provide 
a great benefit. And I make that judgement and then use 
whatever resources I have to try and go towards that 
direction. D11 

As a doctor in this country we are not obliged to provide 
medical treatment that is futile. D12 

In practice, partnering with patients and families and tra-
versing the boundaries between patient autonomy, best 
interests and good medical practice appears fraught. One 
doctor described dissonance resulting from the application 
of an AHD which contravened good medical practice. This 
case highlights the potential impact of individually auton-
omous directions that induce discomfort and perhaps unin-
tended consequences for others, such as family and 
clinicians.

I can tell you specifically about a particular religious 
group. [PWND’s relative] had very bizarre healthcare 
ideas or theories or however you’d like to – and 
[PWND] ascribed to that particular healthcare belief sys-
tem as well. And it was completely polar opposite to good 
medical practice. And we had an Advanced Health 
Directive which, unfortunately, was very non-specific and 
from a different jurisdiction which made it quite 

complicated. But, in the end, we managed to navigate 
a pathway which was consistent with the patient’s health-
care beliefs which was completely opposite of good med-
ical practice. It wasn’t particularly in the family’s best 
interests either but, I feel, it was in – and everyone in 
the end came together and was accepting of that decision, 
I suppose, using the healthcare directive and what is 
known of her healthcare beliefs … Very challenging, 
very time consuming. We spent days and days on this 
case and even when you reflect back on it, I’m still not 
sure if I did the right thing either. And it’s hard for 
a medical practitioner or even Allied Health who were 
involved in that decision-making as well, and family. So 
it’s quite challenging. D8 

“The Dance” with Family
Not surprisingly, both participant groups overwhelmingly 
considered family to be patient experts and therefore valu-
able PWND representatives. Interestingly and in contrast to 
individualistic agency associated with ACP, data showed 
a strong tendency of doctors to favour a consensus model 
of decision-making which reflected a relational autonomy 
reality. Although AHD are intended to provide patient con-
sent, most doctors asserted that it would be rare to apply an 
AHD without obtaining consent from family.

We try a softly softly … approach, you know, go in and 
gauge their feelings on things … and then maybe the 
next day going back in and saying “how do you think 
they’re doing? I notice that you’re still wanting them to 
have fluids … you know, it’s clear that his wishes were 
this and how can we help you get there?” … it’s not black 
and white … We’ll give them antibiotics for a week or 
we’ll give them fluids for a few days … as long as it 
comes under the banner of do no harm to the patient. 
When to play that, well, it’s not a game but to do the 
dance I suppose. D9 

I fully understand that I probably don’t know that person 
particularly well either so I probably don’t know what is 
best for that particular patient either. So, sometimes from 
a family perspective, they’ve lived with them for 50 years, 
they’ve been caring for them for 30 and they know what 
their mum wants when they have lost capacity … I use 
their judgment because they know them. D8 

I don’t think we could say “It’s all there we’re going to 
follow the health directive, ignore you guys”. We still need 
to go back to them [family] and say “It’s not working” or 
“getting worse”, or “we should really stop” … you can’t 
ignore – you can’t bypass that. D14 
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That can be quite annoying because, it’s like, well, they’ve 
got their wishes there, like it’s all written down. But … 
you still need the family onside and stuff when they’re in 
hospital. D15 

Despite their relational autonomy approach, several doc-
tors referred to tensions between effecting the wishes of 
the PWND and the practice of partnering with family. Data 
revealed challenges associated with relational autonomy, 
in part because family members may not be regularly or 
proximally involved with the PWND yet become involved 
at a critical juncture of healthcare. In essence, taking 
a relational autonomy approach can add complexity to 
decision-making.

I think that you need to work with the patient, the docu-
ment and the family member to come up with a plan which 
is okay. In terms of family, there’s a whole bunch of 
considerations that need to be taken into account and 
I use the ‘relative in California’ type syndrome where it 
can be performed by someone who has no direct involve-
ment in the patient’s care and might not actually be the 
best person to be making those decisions … So challen-
ging, always challenging. D8 

Interestingly, doctors were often aware of a legislated 
hierarchy of decision-making, yet they frequently referred 
to relying on a person recorded within medical records as 
a “next of kin”. In Queensland, a person recorded as next 
of kin may, or may not, be the lawful decision-maker.

The Health Directive is supposed to be the number one 
before all else, but in reality, next of kin, for us normally, 
is like a spouse would be number one. D15 

I don’t think that they’re referring to the official hierarchy 
of consent that we have. I mean, some states have a very 
explicit hierarchy of consent, Queensland not so much. 
I think it’s really whoever presents themselves as being 
somebody who’s in a close and continuing relationship. 
I think it’s just whoever presents themselves as next of kin. 
Sometimes it’s formalised, so if you get nursing home 
patients it will be next-of-kin is listed, sometimes it’s 
whomever is listed in the existing hospital records. It’s 
a bit ad hoc. D3 

[How is a substitute decision maker ascertained?] 
Sometimes on their care facility’s pages of information 
they send they’ve got an EPOA or whatever, or it’s just the 
next of kin and then you phone the next of kin and ask 
them. D12 

Despite the potential power of life altering healthcare 
directions contained within an AHD, the written mode by 
which patients retain “a voice” is controlled by others. 
Some doctors considered that AHD lacked nuance and 
therefore applicability to most situations. Several chose 
to read an AHD only in situations where medical options 
had been exhausted, or no family were available to provide 
information or to contest the PWND’s decisions. In the 
absence of family, ACP provided a useful opportunity to 
learn about a patient’s preferences. Consequently, absence 
of family reduced one possible barrier to ACP application, 
and therefore PWND agency. This factor has been 
addressed in detail separately.31

Healthcare Directives are quite often “if there’s no quality 
of life” or “it’s not reversible” or whatever, like it’s quite 
broad in its terminology and stuff … if there is 
a Healthcare Directive [and] there is no family to contend 
it … we can translate that onto an ARP [Acute 
Resuscitation Form] form like saying that this is the 
patient’s wishes. D15 

Collectively, the extent to which doctors engaged family 
consent in a shared treatment plan revealed a tension 
between individualistic agency through ACP as provided 
for in law, and application requirements as perceived by 
doctors.

Discussion
This study provides insights into the attitudes of clinicians 
towards ACP as a mechanism for agency of PWND. 
Whilst there was considerable support for ACP, the rea-
lisation of agency of PWND was limited by family and 
doctors who asserted their own agency as contempora-
neous decision-makers. We found evidence that agency 
through ACP was usually only actualised when curative 
options had been exhausted and the person was dying. 
Broadly, despite the PWND’s attempt to exercise agency 
through an ACP, doctors’ attitudes reflected a collective, 
relational autonomy reality. Specifically, the extent to 
which doctors engaged with their patients’ ACP was asso-
ciated with doctors’ capacity to recognise approaching 
death, and further, the importance doctors placed on rela-
tional autonomy through shared decision-making with 
family.

Recommending Agency Through ACP
In line with modern ethical practice principles, a common 
theme throughout this study was the importance doctors 
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placed on respecting the healthcare priorities of their 
patients. As with another Queensland-based study40 clin-
icians overwhelmingly supported the concept of ACP as 
a means of individuals taking healthcare ownership. 
Further, ACP represented an important mechanism 
through which to reduce burden felt by family. 
Comparable with the findings of Leder et al,41 some clin-
icians asserted that due to the emotional nature of a loved 
family member’s death, ACP are often more valuable to 
family than to doctors. In this study, doctors recognised 
complex social and cultural underpinnings of their 
patients’ autonomy, beyond that implied by individualisti-
cally oriented ACP.

The consistency with which doctors acknowledged the 
connection between patient and family revealed a tension 
between individualised autonomy as provided by 
Queensland law (through AHD), and the interconnected 
nature of relationships recognised by clinicians. As 
a measure of the importance placed on patients’ significant 
relationships, doctors considered family should share in 
temporal treatment decisions. Therefore, family were 
assigned a partnership role, sometimes by interpreting 
ACP relevance in the given circumstances. Not surpris-
ingly then, doctors generally recommended that the ACP 
process should include dialogue with family to facilitate 
decisional agreement. In essence, realisation of agency 
through ACP of PWND reflected a philosophical dispute 
between legislated individual-leaning agency and the prac-
tices of doctors which favoured a collective (or relational) 
agency approach.

Limiting Agency Through ACP
Agency through ACP for PWND as inpatients is clearly 
complex. Despite advising consumers that ACP provide 
a voice for the voiceless, most doctors constrained this 
voice by not reading ACP unless treatment options were 
exhausted and death appeared imminent. Evidently, some 
doctors do not recognise,39 or acknowledge PWND dete-
rioration, and application of ACP is delayed. In line with 
other studies,40,42–44 doctors emphasised that ACP are 
only applicable when consistent with good medical prac-
tice and in the person’s best interest. Best interest judge-
ments, however, are often influenced by socially 
constructed norms10 and potentially unconscious values 
associated with doctors’ agency.10,45 Despite the legally 
persuasive AHD being established to apply the patient’s 
voice to consent or treatment refusal, most doctors did not 
use them for this purpose. Instead, as stated above and in 

other research,44 doctors incorporated the voices of family 
in a medically led, shared decision model on the patient’s 
behalf.

However well-intended stakeholder actions might be, 
this study suggests significant limitations to the agency of 
PWND, at least through ACP, in the hospital context. 
Doctors consistently presumed that families would have 
been involved with the person’s ACP and that family are 
efficient sources of establishing patient preferences. 
Literature, however, cautions against the reliability of 
family as informants, with biased and variable capability 
well documented.46–49 Conversely, others have conceptua-
lised family as ideally placed to enhance patient autonomy, 
typically through relational knowing associated with their 
shared history.11 Importantly, cultural variance of both 
clinician and patient may be associated with end-of-life 
care preferences50 and attitudes towards the role of family 
at end of life,51 making cultural sensitivity essential at this 
time. Doctors in this study adopted a temporal and rela-
tional autonomy approach to respecting the healthcare 
preferences of PWND.

Further important limitations to the individual auton-
omy model, as represented by ACP, seem relevant to this 
discussion. For example, Gomez-Virseda, De Maeseneer 
and Gastmans13 in their review pointed out that certain 
conditions are required for a decision (such as within 
ACP) to satisfy ethical autonomy criteria. These criteria 
include, but are not limited to, that decisions were made 
without interference (such as coercion) and that the person 
was sufficiently informed. Current ACP processes in 
Queensland do not adequately address these requirements. 
For example, there are minimal protections in place to 
ensure a person understands the implications of their deci-
sions, and those who do engage in ACP are free to exclude 
medical advice. Additionally, some doctors in this study 
admitted pressuring patients to participate in ACP, poten-
tially contravening ethical and legislated prohibition on 
coercion, and thus inadvertently jeopardising autonomy.

A major contention against individualistic autonomy is 
the argument that people exist as interconnected beings, as 
part of a broader social context, and therefore individua-
lised autonomy disregards the social values and autonomy 
of others.12,13 An alternative interpretation of ethical deci-
sion making recognises the different and potentially com-
peting interests to be balanced.12,31 Shared decision- 
making partnerships between patients, families and clin-
icians are seen by some bioethicists as more appropriate to 
end-of-life decisions.12,13 However, people who complete 
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an ACP to restrict involvement of their family, may be 
disempowered by doctors who presume the supremacy of 
collective decision-making, or who do not read the 
patients’ “voice” (expressed through ACP) in a timely 
manner.

Importantly, legislative and healthcare systems have 
acknowledged the right of persons to hold views, make 
choices, and take actions based on their values and 
beliefs.2,19,36,52–55 However, for good medical practice to 
be maintained, respect for this right must extend beyond 
a supportive attitude to supportive actions.16,56 With ACP 
an institutionally sanctioned offer of choice, it is beholden 
upon stakeholders to respect an individual’s agency by 
respecting their ACP. Failure to do so contributes to 
morally problematic false promises.23 The extent to 
which an incompetent PWND’s agency is either subju-
gated behind that of doctors and family, or enriched by 
relational autonomy, may be open to interpretation by the 
reader and PWND who are promised a voice through ACP.

Limitations
This study has some limitations. Firstly, we acknowledge 
that the study may lack cultural relevance to some groups 
within society who may offer alternative explanations for 
ACP application. Secondly, the data were collected from 
a specific region and with a focus on neurodegenerative 
disorders and relied on self-reported experience of clini-
cians. Accordingly, results are not intended to be general-
ised to other populations or all doctors. Thirdly, the first 
author was known to several of the participants which may 
have biased their responses. We consider it likely, how-
ever, that this factor provided a study strength by support-
ing participants to reflect about their attitudes and 
experiences. Fourth, despite efforts to engage doctors 
from other units and of junior status, the study did not 
achieve engagement from all sectors or doctor seniority. 
The study did, however, achieve good representation from 
senior doctors of varied age, gender, subspecialty, and 
years practicing. Finally, with data collection occurring 
during the novel coronavirus disease 2019 (COVID-19) 
pandemic, positive attitudes towards ACP may have pre-
dominated, reflecting a heightened interest in end-of-life 
care at that time.

Conclusion
In the context of our study, we have examined the attitudes 
of doctors towards patient agency through ACP and the 
restricted circumstances within which the ACP is likely be 

applied to healthcare. We found that doctors prioritised 
engagement with family for consent to treatment, usually 
without reviewing the ACP. In essence, doctors practice 
relational autonomy when they envisage that families 
understand the person’s likely wishes, and collectively, 
doctors and family partner in contemporaneous healthcare 
decision on patients’ behalf. Doctors’ protective concern 
for family, and their tendency to prioritise active treatment, 
forms a limitation to realisation of patient agency through 
ACP. Accordingly, inpatient agency is balanced against 
judgements of both doctors and family. Further research 
may herald insights into the system factors which impact 
ACP application.
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