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Abstract 

Background: Despite increasing longevity, growing numbers of people 

aged 85 years and above (the ‘very old’) and the inevitability of death, 

there is a paucity of literature regarding the end-of-life preferences of 

people within this demographic, especially in the Australian context. This 

novel study has explored the cardio-pulmonary resuscitation (CPR), life-

prolonging treatment (LPT) and place of death (POD) preferences of a 

large group of ‘very old’ people in the south-east corner of Queensland, 

who had a Statement of Choices (SoC) document completed in the six 

years between 2015 and 2021. In addition, it has explored the hospital 

use and POD of ‘very old’ decedents, to determine if the presence of a 

SoC had an impact on dying. 

 

Methods: The CPR, LPT and POD preferences were extracted from 

9555 completed SoC documents to understand aggregated preferences 

of this cohort. Hospital use and POD data of SoC decedents and matched 

controls were obtained from Queensland Health Statistical Branch and 

analysed with IBM-SPSS v26 using chi-squared tests and multinomial 

regressions with a level of significance of 1%. 

 

Results: A preference to not want CPR or to not want LPTs under any 

circumstance was indicated by 81.9% and 84.5% of the ‘very old’ with a 

completed SoC, respectively (CPR: N=9542; LPT: N=9481). Those with 

these preferences were significantly (p<.001) more likely to be female 

(CPR: 2 (df 2) = 22.2; LPT: 2 (df 2) = 24.7), in an older age bracket 

(within this already ‘very old’ population) (CPR: 2 (df 6) = 71.6; LPT: 2 

(df 6) = 47.6), residents of residential aged care facilities (RACFs) (CPR: 

2 (df 6) = 268.1; LPT: 2 (df 6) = 142.8) and to have lost decision-making 

capacity (CPR: 2 (df 2) = 85.6; LPT: 2 (df 2) = 36.7). Increasing age 

was the dominant factor contributing to a reduction in odds (0.931) of 

these collinear characteristics (p<.001, OR 0.911-0.952, CI 99%) for 

those who did not want CPR. A RACF was the most frequently 
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documented preferred POD ( (df 12, N=8986) = 2414.1, p<.001), 

influenced by a large RACF representation in the study cohort. Thematic 

review demonstrated preferences focussed predominantly on 

maximising quality of life and a comfortable death. All people without a 

SoC had at least one hospital admission in their last six months of life 

(median cumulative length of stay (LOS) of 5 days) compared to 60% of 

people with a SoC (median cumulative LOS of 2 days), with 1.1% and 

0.2% of decedents undergoing ICU admission respectively. Sixty percent 

of ‘very old’ decedents without a SoC died in hospital, compared to 32% 

with a SoC ( (df 1, N=5890) = 436.2, p<.001). 

 

Conclusion: While each individual should be respected for their unique 

preferences, this research has demonstrated that the majority of people 

aged 85 years and above would prefer to not receive interventions that 

prolong their life, particularly if they negatively influence quality of life. 

There is a preference for end-of-life care to be provided in a destination 

other than hospital, where possible. The presence of a SoC reduces 

hospital use and hospital death in this ‘very old’ cohort. 

 

 

Work submitted for Publication 

Australasian Journal on Ageing  

“Patient preferences for end-of-life care of people aged over 85 years: a 

scoping review”  

Submitted November 2019: Not published 
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Glossary of Terms 

Advance Care Planning (ACP) is an iterative process that 

involves discussing and possibly documenting one’s 

preferences for future care, particularly end-of-life care. 

Ideally it should include discussions with the person, their 

potential decision-makers and health care professionals 

involved in the person’s care so that all are aware of the 

preferences and plan. Each state and territory in Australia 

has unique legislation and documentation. 

 

Statement of Choices (SoC) is a values-based document 

used in Queensland that captures the values, wishes and 

end-of-life preferences of the person. It is not legally binding 

but has legal effect as known preferences of the person 

must be considered in end-of-life decision making. It can be 

completed by a person with decision-making capacity 

(Form A) or by nominated or likely health decision makers 

of someone who has impaired decision-making capacity or 

requires support with decision making (Form B). 

 

‘Very old’ is the descriptive term used throughout this 

thesis for people aged 85 years and above. 
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Chapter 1 Introduction 

1.1 Overview 

Australia is facing a crisis of discordance between celebrated medical 

advancements that are helping individuals live longer within a death-

denying society (Francati, 2017; Kellehear, 1984; Nelson, 2019; 

Zimmermann, 2007) and a rapidly growing ageing population, with 

increasing care needs, who are approaching their biologically inevitable 

end of life. Living longer seems preferable to dying, and for healthy 

people through to early old age, this is both welcome and appropriate, 

evidenced by the billions of dollars invested annually into the health and 

research system (Hunt et al., 2014).  

 

However, there is an approaching tsunami of people living into very (over 

85 years) or extreme (over 100 years) old age, with decreasing physical 

and cognitive function. This cohort is becoming increasingly invisible, 

powerless, neglected and voiceless (Friedman et al., 2019; Lukosi, 2019; 

Mansour, 2020; Österlind et al., 2011; Walkner et al., 2018). It is 

important to explore the preferences of the ‘very old’ to understand if 

living-at-any-cost beyond their already advanced years is wanted by the 

‘very old’ themselves, or their significant others. 

 

Understanding the individual’s preferences for quality of life, health and 

personal care, location of care and treatment choices, especially at their 

inevitable end of life, will enable those aged 85 years and above (the 

‘very old’) to receive truly person-centred care in their final months, weeks 

and days of life. It is acknowledged death creates immeasurable loss for 

those intricately connected to the person. However, provision of end-of-

life care that aligns with the individual’s preferences ensures that the 

complexity and toll of loss, through unwanted and unnecessary 
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prolongation of life at all costs, is not amplified for their family, the health 

and care staff and, indeed, although secondarily, the health system.  

 

This research will explore the end-of-life preferences of a large cohort of 

‘very old’ people and observe if completion of an accessible values-based 

advance care planning (ACP) document impacts hospital use and POD. 

1.2 Background and Rationale 

1.2.1 Population 

Globally, due to medical advancements and improved living conditions, 

more people are living longer, resulting in an increasing proportion of the 

population living over 85 years (the ‘very old’ or ‘oldest old’). In 1990, less 

than half a percent of the world’s population was classified as ‘oldest old’ 

(United Nations [UN], 2019). By 2010, this had increased to just under 

one percent, with a 40 year predicted population increase of 250% (UN, 

2019).  

 

In Australia in 2019, two percent of the population were aged 85 years or 

older and females accounted for approximately 62.5% of these ‘very old’ 

(Australian Bureau of Statistics [ABS], 2019a). This population is 

expected to double by 2042 (ABS, 2018a; ABS, 2018b).  The average 

life expectancy of an 85 year old person in Australia in 2014/15 was 6.2 

years for males and 7.3 years for females compared to approximately 20 

years for a 65 year old person of either gender at the same time 

(Australian Government [Older Australia], 2018). Australians aged over 

65 years  highly value issues of safety, function, independence, security, 

adequate health care support and having a purpose (Mansour, 2020). 

1.2.2 ‘Burden’ of ageing 

Increased age is often accompanied by, or results in, an increased 

likelihood of physical, functional and cognitive decline (Milanović et al., 

2013; Murman, 2015) and increased health care needs. Dementia 

accounts for the largest burden by disease for people over 65 years 
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(Older Australia, 2018), often requires placement in a residential aged 

care facility (RACF) and adds to complexity regarding decision-making, 

including at end of life (Mitchell, 2015; National Institute on Aging, 2017). 

A third (33%) of ‘very old’ Australians have dementia and this is expected 

to double in the next 40 years (Brown et al., 2017), influencing a 17% 

increase of ‘very old’ people moving to RACFs in the last ten years 

(Australian Institute of Health and Welfare [AIHW], 2021d). Seventy-eight 

percent of ‘very old’ women and 39% of ‘very old’ men are widowed (ABS, 

2019b) which may contribute to the 64% of women and 47% of men living 

in RACFs who are ‘very old’ due to the loss of a life partner and, possibly 

therefore, in-home carer.   

 

Nearly 70% of Queenslanders aged between 85 and 90 years require 

assistance for personal tasks such as mobility, self-care or health care. 

This increases to nearly 97% of the population aged over 90 years 

(Department of Communities, Disability Services and Seniors [DCDSS], 

2019). The ratio of males to females decreases in each five year age 

bracket after 85 years, starting at 72% in 85-<90 age group to just 38% 

in centenarians (DCDSS, 2020).  

 

The conflation of increasing numbers and complexity of needs, results in 

an associated increase in health care use amongst this group (AIHW, 

2016b; AIHW, 2018). During 2014/15, people aged over 85 years had up 

to three times as many GP after-hours call outs than those aged 65-84 

years  (AIHW, 2016b). Just under five percent (4.7%) of all Emergency 

Department (ED) presentations were for ‘very old’ people (AIHW, 2018). 

Hospitalisations for the ‘very old’ increased 7% per year from 2003 to 

2014 (AIHW, 2016b).  During 2019/20, nearly 30% of all ‘very old’ 

Australians had at least one hospital admission, 59.5% of which had one, 

35.4% had two or three and 4.2% had four or more admissions (ABS, 

2020).  The average length of stay (LOS) over twelve months (2014/15) 

for the ‘very old’ in Australia was 5.3 days, with males admitted for 4.7 
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days and females for 5.8 days (AIHW, 2016a). Details of ICU use for this 

particular demographic in Australia is unavailable, however in America, 

prior to COVID-19, ICU use for respiratory patients aged 85 years or older 

had increased over the 10 years from 2006-2015 (Laporte et al., 2018).  

1.2.3 Interventions for the very old 

The outcomes of CPR are poor in elderly populations (Bedell & Fulton, 

1986; Cartledge et al., 2018; van Gijn et al., 2014); ICU admissions lead 

to poor morbidity and high mortality (Duke et al., 2014; Grace et al., 2007) 

and elderly residents in RACFs are being transferred to hospital and 

sometimes dying on route or in the ED (Murphy-Jones & Timmons, 2016; 

Wiseman, 2017) yet people continue to receive treatments that are non-

beneficial (Amoroso & Chalela, 2019; Cardona-Morrell et al., 2016; White 

et al., 2016; Willmott et al., 2016).  

 

Some situations are considered by seriously ill hospitalised patients to be 

worse than death: dual incontinence (54%), permanent ventilation (53%), 

being bed-bound (50%) and living in a nursing home (31%) (Rubin et al., 

2016). Perhaps for some, therefore, not receiving interventions, even if 

refusal resulted in death, would be preferable to living with poor quality.  

1.2.4 Deaths in the ‘very old’ 

Increasing age, especially when confounded with increased frailty, 

increases one’s likelihood of imminent dying (Fompeyrine et al., 2020; 

García-González et al., 2009) and this is particularly pertinent to the ‘very 

old’. Over 40% of all deaths in Australia in 2019 occurred in people aged 

85 years and above (AIHW, 2021a), with the leading causes of death 

being coronary heart disease, dementia and Alzheimer’s disease, 

cerebrovascular disease, chronic obstructive pulmonary disease and 

influenza (AIHW, 2019; Ritchie & Roser, 2019). Males over 85 years have 

the highest age-specific suicide rate (Life in Mind, 2020) and an 

increasing number of older people are choosing suicide or auto-

euthanasia, through intentional restriction of food or fluids, in order to end 

their (poor quality of) life (Chabot & Goedhart, 2009; Simon, 1989). 
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Ethical discussions regarding rationalisation of limited health care 

resources have occurred for some time (Warren, 1996), and intensified 

during the COVID-19 pandemic  (Loh & Fleming, 2020; The University of 

Sydney, 2020) when distributive justice based on age was raised. 

Discussions about rationalisation of scarce health care resources are 

likely to continue for years to come, given the predicted population 

increase and the finite public health resources available. Perhaps the 

least controversial rationalisation of health care resources involves 

listening to the wishes of the person and allowing them to forgo treatment 

if requested and receive care in their environment of choice.  

 

Universally, death, irrespective of patient age, can result in distress for 

families (Bowlby-West, 1983), doctors and other health professionals 

(Close et al., 2019; Linklater, 2010; Maffoni et al., 2019; Whippen & 

Canellos, 1991) and this is heightened if aggressive treatments are used 

near the end of life (Barclay, 2007). However, documenting preferences 

about resuscitation has been shown to improve quality of life at the end 

of life (Garrido et al., 2015).  

 

In 2020, approximately 30% of people over 85 years entering residential 

care died within one year and 43.6% of all ‘very old’ deaths occurred 

between 85 and 90 years (AIHW, Australian Institute of Health and 

Welfare, 2021a; 2021b), so deaths in this age group are not unexpected 

and therefore can, and arguably should, be planned for in advance, and 

include knowledge of preferences for care and treatment.  

 

The Grattan Institute reports that up to 70% of Australian adults want to 

die at home, but less than 15% achieve this, with hospital and RACF 

deaths more likely at 54% and 32% respectively (Swerissen & Duckett, 

2014). Some of this disconnect may be occurring due to a combined lack 

of acknowledgement of dying amongst community members (Broom, 

2014; Kellehear, 1984; Nelson, 2019; Zimmermann, 2007; Zimmermann 

& Rodin, 2004), the lack of willingness (Saunders, 2012) or confidence 

of some clinicians to talk about dying (Scott et al., 2013) resulting in a 
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lack of ACP even in those likely to die within a year (Mudge et al., 2018).  

In Australia, 41.5% of deaths in the ‘very old’ occur in hospital and 50.1% 

in RACFs. Approximately 30% of deaths in hospital in the ‘very old’ had 

used RACF services in the previous month. Only one person in six who 

died in a RACF received palliative care medicines or a visit by a palliative 

care specialist (AIHW, 2021c). Males in this age group are more likely to 

die in hospital than a RACF (47.6:42.1%), whereas the reverse is true for 

females (37.1:55.8%) (ABS, 2021).  

 

Despite a multitude of data regarding numbers, causes and locations of 

death of the ‘very old’ there is a paucity of literature regarding what care 

‘very old’ people would or would not want at their expected and imminent 

end of life.  

 

This study was undertaken to understand from a large cohort of ‘very old’ 

people what they would want for their end-of-life care and what they 

currently receive which may inform and influence future provision of care 

in the environment of the person’s choice, reduction in unwanted 

transfers to hospital and treatments that negatively impact quality of life 

and support dying without added distress burden to the person, their 

family, health care teams and systems. 

 

1.3 Aims and Objectives of the research 

This research aimed to understand the end-of-life preferences of people 

aged 85 years or above, as determined in advance by themselves or their 

significant others, for a time when they were unable to speak or decide 

for themselves. It also aimed to understand the POD and health system 

utilisation in the last six months of life of a large decedent cohort, with 

and without ACP documentation.  
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The principal objectives of this research project were to determine:  

• the end-of-life preferences of people aged 85 years or above, 

including preferences for CPR, other LPTs and preferred POD 

• how people aged 85 years or older were currently utilising 

hospitals in their last six months of life, including where they died 

• if preferences and hospital use differed for those requiring support 

with decision making 

• if preferences regarding POD influenced actual POD.  

 

Generalising the preferences of any group of people risks the loss of 

individualisation but establishes an opportunity to understand the views 

of a subset of the population, which may differ from the predominant 

perspective of an entire population. ‘Very old’ people are deserving of 

quality health care, however, if this care is being provided from a 

framework devoid of the person, their quality of life and their preferences, 

health professionals need to recognise this, comfortably discuss dying 

and only offer health care that is both appropriate and welcome.  

1.4 Thesis structure 

This thesis is comprised of six chapters.  

 

Chapter One: Introduction (this chapter) presents an introduction, 

background and rationale of the research topic and an overview of the 

research undertaken.  It outlines the objectives of this research project 

and provides and outline of the format of this thesis. 

 

Chapter Two: Scoping review of the Literature provides an overview 

of current literature and understanding of this topic.  

 

Chapter Three: Methods explains the methodology used for data 

collection and analyses. Ethics approvals and consents are also 

explained. 
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Chapter Four: Results provides summary and statistical outputs of 

analyses of data of three cohorts and includes statistical significance or 

descriptive analyses, as appropriate. 

 

Chapter Five: Discussion provides interpretations and explanations of 

results and compares them with current literature. It also identifies 

limitations of the research. 

 

Chapter Six: Conclusion and Recommendations provides a summary 

of the research and recommendations for future research in this area.  

Understanding values-based and health-based preferences for care is 

the central tenement of ACP. Legally-binding documents, available in 

many Australian states and territories (Advance Care Planning Australia, 

2021), provide direction for health care and/or legal-appointment of a 

health decision maker. Some states have a non-binding advance care 

plan, to provide information on values and/or preferences for care and 

outcomes to help guide alternate health decision makers, both medical 

and family, with decisions when needed. With a decline in cognitive 

function, options for documentation and decision making are reduced. In 

Queensland, a non-binding values-based ACP document, the Statement 

of Choices (SoC) has been developed to capture the wishes of people 

with capacity (Form A) as well as the known wishes of a person with 

impaired decision-making capacity (Form B), to be completed by their 

previously nominated health attorney or their closest relative (preferably 

spouse or adult child) who has the person’s best interest in mind.  

 

Advance care planning is governed by state legislations, so there is no 

national approach to ACP despite efforts to improve this (Australian 

Government, 2021). Further details on ACP and decision-making in 

Queensland are available in Appendix 1.  
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Chapter 2 Review of the Literature 

2.1 Background 

While interventions including CPR, intubation and ventilation, 

chemotherapy and dialysis have increased longevity, many of these 

interventions have been considered burdensome with limited benefit and 

high mortality rates for people of advanced age (Ehlenbach et al., 2009; 

Lannon & O'Keeffe, 2010; Salluh et al., 2015; Vargas et al., 2017).  

 

International studies report people over 80 years are not dying well (Earle 

et al., 2004; Mitchell et al., 2009; Somogyi-Zalud et al., 2002; Tamura, 

2009), with many dying in hospital, some on ventilator support in their 

final (terminal) admission (Tamura, 2009), others in severe pain in their 

last three days of life (Somogyi-Zalud et al., 2000), receiving 

chemotherapy in their last 14 days of life (Earle et al., 2004) and nursing 

home residents with advanced dementia receiving artificial feeding in 

their last three months of life (Mitchell et al., 2009).  

 

Location of death has changed over the past 20 years with a decrease in 

community deaths, a doubling of deaths in hospital and tripling of deaths 

in care homes in those aged over 85 years (Ahmad & O'Mahony, 2005). 

Internationally, however there are variations: for example 66% of people 

aged over 80 years die at home in Botswana (Lazenby & Olshvevski, 

2012), 52% of people aged over 85 years die in hospital in the UK (Public 

Health England, 2010) and 58% of people aged over 95 years die in care 

homes in the US (Gruneir et al., 2007). A study of centenarians found 

only 50% died in their usual place of residence (Evans et al., 2014).  

 

The non-beneficence and poor outcomes of invasive treatments in 

conjunction with the discordance between preferred and actual POD has 

prompted the implementation of ACP to capture individuals’ future health 
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care wishes. Literature regarding ACP in people over 65 years is 

increasing and evident in every inhabited continent including Australia 

(Corke, 2015; Detering et al., 2010).  

 

Advance care planning involves considering, discussing and 

documenting future health care preferences to ensure medical and lay 

decision-makers determine goals and delivery of care aligned to the 

person’s preferences. Advance care planning may include quality of life 

statements; preferred and unacceptable end-of-life (EOL) care, including 

treatments and/or location of care; and physical, spiritual and cultural 

aspects of EOL care. Do-not-resuscitate orders may be considered ACP, 

whether completed by doctors in isolation or in consultation with the 

person and their family. Most developed countries have formal and 

informal ACP processes where formal documents appoint a decision-

maker and/or provide pre-consent to accept or forgo treatments and 

informal ACP may include values-based discussions or documentation. 

 

Preferences for future care are as unique as individuals themselves but 

research reveals factors influencing the EOL preferences of older people 

include age, marital status, religion and culture (Ohr et al., 2017), cost, 

chance of survival (Chao et al., 2008), an honest discussion of treatments 

and expected outcomes (Vargas et al., 2017), impact of disease, past 

experiences and the presence of carers (Cohen-Mansfield et al., 1992). 

 

Multiple studies indicate most people over 65 years prefer a focus on 

comfort rather than intervention at their end of life (Fried & Gillick, 1994; 

Kellogg et al., 1992; Messinger-Rapport & Kamel, 2005; Vargas et al., 

2017). Patients would prefer to die than be in a coma (>70%), ventilated 

(>60%), with a feeding tube (>50%), in pain (>40%), confused (>30%) or 

in a RACF (>20%) (Somogyi-Zalud et al., 2000). These findings, along 

with increasing legalisation of euthanasia and older person suicides, 

raise the question whether quantity or quality of life is more important. 
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Despite knowledge of improved EOL care secondary to documented care 

preferences, ACP document completion rate is low and often completed 

close to death (De Gendt et al., 2013; Jeznach et al., 2015). As acutely 

ill ‘very old’ people are often unable to express their EOL preferences 

(Vargas et al., 2017), the knowledge of an older person’s preference in 

advance may guide the provision of quality, person-centred EOL care. 

2.2 Objective 

The objective of this review was to scope the quantity and breadth of 

literature for EOL preferences in people aged over 85 years. As the 

fastest growing demographic with the greatest probability for death, 

researching and understanding the care preferences of the ‘very old’ has 

the potential to improve an individual’s EOL care, impact on their 

bereaved and improve health system functioning.  

2.3 Methods 

This scoping review used established medical databases to explore end-

of-life preferences of people aged over 85 years. The search was limited 

to peer-reviewed publications, available online, written in English until 

2019. Databases searched include Medline (via Ovid SP), Cinahl (via 

Ebscohost) and Up to Date. 

 

Search parameters included “end-of-life” or “future”, and “preferences” or 

“planning”, and “health” or “medical”, and “very old”, “oldest old”, or “over 

85 years”. Scoping reviews are intended to be a broad overview of 

literature available on the particular area of interest and do not determine 

the quality of research or findings. They identify gaps in existing research 

and opportunities for further research (University of York, 2009). 

Independent reviews of abstracts and articles were conducted by the 

Masters’ student in completion of this scoping review. Potential personal 

biases exist with this single reviewer approach but this is one limitation 

of scoping literature reviews (Arksey & O'Malley, 2005). Full articles were 

included if they were written in English and included the EOL preferences 
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Four papers provided perspectives from health care professionals 

(Abarshi et al., 2010; De Gendt et al., 2013; Gillick et al., 1993; Pivodic 

et al., 2018) and four involved surveys of proxy carers or family members, 

because the person had died or had a cognitive impairment (Albert et al., 

2016; Bollig et al., 2016; Fleming et al., 2016; Jeznach et al., 2015). 

 

Seven publications were from the USA (Albert et al., 2016; Fried & Gillick, 

1994; Gardner & Kramer, 2010; Gillick et al., 1993; Nahm & Resnick, 

2001; Somogyi-Zalud et al., 2000; Wu et al., 2008), four from Europe 

(Abarshi et al., 2010; Bollig et al., 2016; De Gendt et al., 2013; Pivodic et 

al., 2018), three from the UK (Fleming et al., 2016; Goodman et al., 2013; 

Hunt et al., 2014), two from Canada (Chochinov et al., 2016; Jeznach et 

al., 2015) and one each from Japan (Komatsu et al., 2018), Singapore 

(Ng et al., 2016) and New Zealand (Gott et al., 2017). There were no 

papers found from Australia, South America or Africa with a ‘very old’ 

cohort (ie mean or median age of 85 years or above) identified. 

 

Four papers involved residents of nursing or care homes (Bollig et al., 

2016; De Gendt et al., 2013; Goodman et al., 2013; Ng et al., 2016), two 

specifically related to hospitalised patients (Gillick et al., 1993; Somogyi-

Zalud et al., 2000), and the remainder were for individuals living in the 

community or across a variety of care environments. Sample sizes 

ranged from 10 for semi-structured interviews (Gardner & Kramer, 2010), 

to 400 for structured interviews (Gott et al., 2017), to over a thousand for 

retrospective chart reviews (Albert et al., 2016). 

 

Not surprisingly, females accounted for a greater proportion of 

participants in all but one study (Gardner & Kramer, 2010) reflecting the 

predominance of females in the over 85-year-old population, and many 

were widowed. Proxies were predominantly adult children, and these 

were also predominantly female (Albert et al., 2016; Bollig et al., 2016; 

Fleming et al., 2016; Jeznach et al., 2015). 
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Preferences regarding CPR and/or other life-prolonging interventions 

were noted in six qualitative reviews (Albert et al., 2016; Bollig et al., 

2016; Goodman et al., 2013; Hunt et al., 2014; Nahm & Resnick, 2001; 

Ng et al., 2016), all post-death chart reviews (De Gendt et al., 2013; 

Jeznach et al., 2015; Pivodic et al., 2018; Somogyi-Zalud et al., 2000) 

and discussed in broad terms in all interviews. Preferences of location of 

death were noted in five studies (Abarshi et al., 2010; Fleming et al., 

2016; Gardner & Kramer, 2010; Hunt et al., 2014; Ng et al., 2016). 

Preferences for non-medical care in the dying process were recorded in 

seven articles (Bollig et al., 2016; Chochinov et al., 2016; Fleming et al., 

2016; Gardner & Kramer, 2010; Goodman et al., 2013; Gott et al., 2017; 

Komatsu et al., 2018). 

 

Quantitative reviews revealed preferences for CPR ranged from less than 

7% (Ng et al., 2016) to nearly 40% (De Gendt et al., 2013). Other LPT 

preferences such as ventilation ranged from 6% (Ng et al., 2016) to 25% 

(Nahm & Resnick, 2001). Older people who preferred to receive CPR 

were most consistently male (Albert et al., 2016; Gott et al., 2017), 

married and living in their own home (Hunt et al., 2014), African American 

(Albert et al., 2016) or non-Caucasian (Gott et al., 2017; Ng et al., 2016), 

Protestant or Catholic and independent with activities of daily living 

(Albert et al., 2016; Bollig et al., 2016; Ng et al., 2016). 

 

Preferred POD varied. In one study of community-dwelling ‘very old’, 

home was the preference in 82% of responses (Hunt et al., 2014). In 

nursing home residents, the preference for death in the nursing home 

was reported at 77% (Ng et al., 2016). This may have been influenced by 

included cohorts and available services. Preferred POD was influenced 

by gender, religion, current residence and current functional ability 

(Abarshi et al., 2010; Hunt et al., 2014; Ng et al., 2016). Buddhists and 

Taos, for example, have beliefs about joining their ancestors if they die 

at home (Ng et al., 2016). 
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Non-medical preferences for EOL care included not burdening family, 

having religious and cultural wishes respected, having everything (e.g. 

will or funeral) sorted, enjoying little things every day (like flowers 

blooming), being seen, heard and respected and not dying alone (Bollig 

et al., 2016; Fleming et al., 2016; Goodman et al., 2013; Komatsu et al., 

2018). 

 

The few papers that covered cognitively intact ‘very old’ people had some 

insightful, although not surprising, findings. The ‘very old’ accepted (their) 

imminent death, wanted to focus on living each day, hoped for a peaceful 

death, and did not want interventions or transfers. They wanted to be in 

safe and familiar surroundings, surrounded by the people (both paid and 

unpaid) who knew them best (Chochinov et al., 2016; Gardner & Kramer, 

2010; Komatsu et al., 2018; Nahm & Resnick, 2001; Ng et al., 2016). 

 

A life-threatening situation was viewed as potentially threatening to 

quality-of-life (Fleming et al., 2016) where the loss of function (e.g. 

becoming a ‘vegetable’) was more concerning than the loss of life. Some 

acknowledged doctors could keep extending life for years (Komatsu et 

al., 2018), but most did not want this for themselves, expressing “doctors 

have kept me alive too long already”, with a few desiring euthanasia (De 

Gendt et al., 2013), even where illegal (Fleming et al., 2016). A number 

mentioned they wanted to have company, or their hand held by family 

when dying (Bollig et al., 2016; Komatsu et al., 2018). 

 

While not focused on or concerned about death (Komatsu et al., 2018), 

many were tired of waiting for “it”. Most saw death as a release from their 

current hopelessness or sense of burden on others (Fleming et al., 2016; 

Gott et al., 2017). Most wanted a peaceful, painless, “natural” death in 

their sleep (Bollig et al., 2016; Fleming et al., 2016; Gott et al., 2017; 

Jeznach et al., 2015), in their current residence (Ng et al., 2016), not 

hospital. Many were fatalistic about death, or trusting that God had a plan 

(Gott et al., 2017; Komatsu et al., 2018). 
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Their greatest fear was suffering or pain (Bollig et al., 2016; Gardner & 

Kramer, 2010), their greatest concern was for those left behind (Komatsu 

et al., 2018) and their most recurring request (70-100%) was for comfort 

over prolongation of life. 

 

Some had very concrete wishes related to refusal of treatment, as the 

outcome of living “more than half dead” would be inhumane (Bollig et al., 

2016). Despite this, these ‘very old’ saw little point in documenting 

preferences at this late stage (over 95 years) trusting their family knew 

their wishes (Bollig et al., 2016), even though they had not been 

discussed. They acknowledged either a doctor or family member would  

be required to make decisions on their behalf (Bollig et al., 2016; Gott et 

al., 2017; Vargas et al., 2017) but hoped it wouldn’t be required (Bollig et 

al., 2016). Some thought only doctors would make decisions regarding 

the withdrawal of treatment (Bollig et al., 2016; Vargas et al., 2017). 

 

Proxies were more likely to over-report symptom burden, based on their 

observations and knowledge of the person, and under-prefer medical 

interventions (Albert et al., 2016; Fleming et al., 2016), however they 

were often representing older patients with dementia or severe functional 

impairment. Most proxies did not want hospital transfers (Albert et al., 

2016), preferred that the person died in a facility providing wholistic care 

(Abarshi et al., 2010; Albert et al., 2016; Bollig et al., 2016), rather than a 

hospital, but few chose home. Their highest preference was for no pain, 

only comfort (Albert et al., 2016; Bollig et al., 2016; Gardner & Kramer, 

2010; Gott et al., 2017).  They did not want life-sustaining measures and 

would abhor seeing their relative completely dependent on others for 

daily tasks (Albert et al., 2016). They were concerned about making 

decisions – hoping they wouldn’t be asked to make a difficult decision 

(Bollig et al., 2016). Relatives expressed a desire to be heard and for 

shared decision making (with a doctor) (Bollig et al., 2016). Proxies were 

concerned for themselves if they did, or were perceived as doing, 

anything to assist dying (Albert et al., 2016). 
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The presence of formal advance directives ranged from 0% to 50% 

(Albert et al., 2016; Bollig et al., 2016; Hunt et al., 2014; Jeznach et al., 

2015). Preferences were less likely to change if the original decision was 

to decline treatment and if preferences were formalised. Where 

preferences changed, they were towards less intervention, and occurred 

over time (with the person getting older) and after hospitalisation.  

 

Health care professionals had very strong opinions about interventions 

they would accept for themselves when older, especially if they were 

functionally dependent on others (Abarshi et al., 2010; De Gendt et al., 

2013; Gillick et al., 1993; Pivodic et al., 2018). They recognised their 

patients had not always died well, or in line with their preferences, and 

commented that quality EOL care, including palliative care, and the 

honouring of preferences was more likely to occur in people who were 

well known to them and when care preferences were documented.  

 

Where there had been good communication between patients and their 

families, there seemed to be better communication between families and 

clinicians with an increased concordance of EOL preferences (Albert et 

al., 2016; Gardner & Kramer, 2010; Jeznach et al., 2015). 

2.5 Discussion 

The purpose of this review was to explore the available knowledge of 

EOL preferences of the ‘very old’ to inform person-centred, EOL care in 

accordance with their wishes. Considering the current and projected 

population of people living past 85 years, increased likelihood of death in 

this demographic, and a growing interest in ACP worldwide, there is a 

surprising paucity of literature of the EOL preferences of this cohort. The 

absence of literature in Australia is noteworthy. Where literature does 

exist, numbers of living and cognitively intact participants are low.  

 

The well-researched areas of EOL care preferences of those aged over 

65 years suggest a preference for medical care only if it allowed for good 
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quality of living and this has been echoed in these few studies. High-

quality studies were excluded from this scoping review due to low mean 

age of participants (<85 years), or no mean age documented. 

 

Choice, especially when dependent on others, was important to 

individuals in this age group, whether in small decisions (what to wear or 

where to sit), or larger ones (such as euthanasia even though illegal in 

most countries represented). However, there was an absence of 

literature related to suicide and euthanasia for this demographic.  

 

Papers reflected the medical and non-medical preferences for care, 

suggesting these aspects are closely linked and important considerations 

for further ACP and EOL care research, particularly in countries not 

reflected in this scoping review, including Australia. Policies in aged care 

and medical care are increasingly identifying the need for consultation 

with the patient, in order to centralise the person’s voice in care planning. 

 

This review has identified gaps in the available literature, and despite the 

restricted numbers of articles, there has been no discussion or evaluation 

of methodology, potential biases, data collection or synthesis of results: 

another limitation of scoping reviews (Arksey & O'Malley, 2005).  

2.6 Conclusion 

Despite the inevitability of death, especially in the ‘very old’, there is a 

paucity of literature on the EOL preferences of this expanding 

demographic. Given the implications on demand of scarce healthcare 

resources, based on population expansion, disease burden, and care 

needs increasing towards end of life, further research is needed to 

understand a person’s medical and non-medical wishes to optimise 

delivery of high-value health care that is both fiscally and morally 

responsible. Discussing, understanding and documenting an individual’s 

unique values, preferred medical treatments, preferred location of EOL 

care and death may help when difficult decisions are required and may 
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allow for death to occur as the older person wants. There is a need to 

understand the medical and non-medical preferences of Australia’s  

‘very old’ so that quality EOL care delivery is centred around the unique 

preference of the person dying and those nearest to them.   
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Chapter 3 Methods 

3.1 Introduction 

The aim of this research was to explore the end-of-life preferences of a 

cohort of people aged greater than or equal to 85 years and, in parallel, 

what care was provided for people in this age group in their final six 

months of life, using an exploratory, retrospective cohort design. Given 

the paucity of literature on this topic, it is hoped this novel and large-scale 

research project will provide valuable insight into the preferences of the 

‘very old’ and provide information to family members and clinicians 

involved in the care of the ‘very old’. 

 

Each person is unique with an equally unique set of health conditions and 

health care preferences. This research did not look at these unique 

preferences, but rather aggregated responses and outcomes to provide 

a general understanding of what ‘very old’ people want and receive.  

3.2 Ethics 

Ethics approval was granted by Metro South Health Ethics Committee for 

compilation of a database of end-of-life preferences (Appendix 2). The 

Statement of Choices document required signing by the person, or an 

individual who completed the form on their behalf, and included consent 

for the person’s deidentified data to be used for research purposes.  

 

A protocol amendment, including a waiver of consent, was approved by 

the Ethics Committee (Appendix 2) to access deidentified decedent data. 

The waiver of consent was requested given obtaining consent from a 

deceased person is impossible and obtaining consent from a bereaved 

family member could, unnecessarily, cause suspicion or concern 

regarding the death and add distress in their bereavement. A Public 

Health Act application was required to access deidentified data regarding 
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individuals cannot be identified and (ii) the impact of this six months age 

difference of a few is likely to be minimal in the large dataset.  

 

Days before death of an ICU admission were calculated as the difference 

between the date of death and the mid date of an admission involving 

ICU, as exact ICU use dates were not known (i.e. if admission occurred 

between 1st-15th April, ICU-to-death date was the number of days 

between date of death and this arbitrarily chosen mid date, 8th of April). 

 

A subset of these decedents also had a SoC, so comparisons of hospital 

utilisation were made between SoC types and preferred and actual POD. 

Where there was an ICU admission, the person’s corresponding 

documented preference regarding other LPTs was also analysed. It is 

acknowledged that ICU does not encapsulate all other LPTs so results 

will indicate an under-representation of those receiving other LPTs such 

as dialysis, Bilevel Positive Airway Pressure (BiPAP), non-invasive 

ventilation (NIV), feeding tubes etc.  

 

The months before death that a SoC was completed were calculated and 

utilised as a confounding variable in the abovementioned comparisons, 

recognising a SoC completed less than a month before death has not 

influenced treatment decisions for the entirety of the last six months of 

life (i.e. before there was a completed document). Where possible and 

where results from categorical analyses revealed frequencies less than 

five, a more detailed descriptive analysis was performed, to understand 

and rationalise decisions e.g. ICU utilisation. There was no risk to 

identifying patients as data were deidentified and location was not used 

in this analysis. 

3.4 Data management and analysis 

Data were cleaned then aggregated. Deidentified data were stored on 

password-protected spreadsheets located on a secure government drive. 

Only Queensland Health staff relevant to this research had data access. 



38 

Data collected included a large data set of 9555 people with a SoC and 

a corresponding dataset of 5890 deaths, of which 2355 had a SoC. The 

remaining decedents were matched to the SoC decedents as described 

above. This large sample size could be considered over-powered, so to 

establish the significance of any differences, it was decided to analyse 

significance with a level of significance  of 1% in both correlational and 

regressional analyses (Lin et al., 2013). Data were analysed using IBM 

SPSS Statistics 26 (IBM, 2019) and blank cells were removed from 

analyses. 

 

Exploratory descriptive statistics, excluding missing values, were used to 

illustrate the difference in characteristics of people completing a SoC 

Form A versus those with a SoC Form B completed for them.  

 

Chi-squared analyses were completed for comparisons of categorical 

fields (e.g. SoC type and preference for CPR/LPT). Integer data were 

checked for normality using the Kolmogorov-Smirnoff test. General linear 

models and multinomial regressions were also used to understand the 

relationship of dependent variables with hypothesised independent 

variables while controlling for confounders. 

 

Descriptors in “Other” sections of preferences for CPR, LPT and POD 

were thematically categorised and quoted to provide a more personal 

insight into what people would like others to know regarding their 

preferences about CPR, LPTs and their preferred place of death (PPOD).   
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Chapter 4 Results 

 

This chapter reports the analyses of data from 9555 people who had a 

Statement of Choices (SoC) completed when they were 85 years or older 

and their preferences for cardio-pulmonary resuscitation (CPR), other 

life-prolonging treatments (LPTs) and preferred place of death (PPOD). 

The number of admissions over the final six months of life and associated 

cumulative length of stay (LOS) and intensive care unit (ICU) hours and 

actual POD were analysed for 5890 decedents based on their evidence 

of ACP (i.e. SoC or no SoC). Data from 2335 decedents with a SoC were 

then analysed for hospital and ICU use, concordance of POD and the 

impact of time of completion and SoC type (A or B) on these factors. 

4.1 Cohort descriptors 

The “SoC cohort” included a total of 9555 ‘very old’ people, across five 

Hospital and Health Services (HHSs) in Queensland. All members had a 

SoC completed, when they were aged 85 years or above, either by 

themselves (Form A, N=4051) or by another, if they required support with 

decision making (Form B, N=5504), during the period from February 

2015 to February 2021.  

 

The “Decedent cohort” included a total of 5890 people: 2335 people with 

a completed SoC and an additional 3555 “controls”, or people without a 

SoC, all of whom died in Queensland between February 2015 and 

October 2019.  

 

The “Decedent with SoC cohort” included the 2335 mentioned above who 

had died with a completed SoC between February 2015 and October 

2019. Table 4 outlines the numbers of people included in the SoC (Form 

A and Form B rows), decedent (deceased column) and decedent with 

SoC (Form A and B rows AND deceased column) cohorts. 
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Chi-squared tests revealed independent variables of gender, age bracket 

of completion and known location of completion, including HHS, had 

statistically significant differences across CPR and LPT preferences 

(p<.001). Table 6 provides a summary of these characteristics and 

differences.  

 

  







48 

Bivariate analyses showed significant differences with each factor 

contributing independently to CPR or LPT preferences. However, due to 

strong collinearity between age, gender, completion location and SoC 

type used, multinomial analyses were required. 

 

Multinomial regressions revealed that the odds of preference for CPR 

over no CPR were significantly lower (0.788) in females compared to 

males (p<.001, OR 0.670-0.952, CI 99%) and also lower (0.931) with 

each increasing year of age (p<.001, OR 0.911-0.952, CI 99%). In 

addition, one had significantly reduced odds (0.173) of preferring CPR if 

their document was completed in a hospital (p<.001, OR 0.123-0.242, CI 

99%) and similarly (0.713) if completed in a RACF (p<.001, OR 0.581-

0.874, CI 99%) rather than with the GP but significantly higher odds 

(1.696) if a Form A was completed (p<.001, OR 1.433-2.007, CI 99%). 

 

Similar results were revealed about LPTs. Multinomial regressions 

showed the odds of choosing LPT over no LPT were significantly reduced 

(0.735) if the person was female (p<.001, OR 0.613-0.881, 99%CI) and 

also reduced (0.944) with each increasing year of age (p<.001, OR 

0.921-0.967, 99%CI). Odds were similarly reduced (0.235) if the person’s 

document was completed in a hospital (p<.01, OR 0.163-0.339, 99%CI) 

and also reduced (0.735) if the SoC was completed in a RACF (p<.001, 

OR 0.583-0.928, CI 99%) instead of with the GP but odds increased 

(1.394) if a Form A was completed (p<.001, OR 1.153-1.686, CI 99%) 

instead of a Form B. 

 

Preferences to not receive CPR changed significantly between 85-<90 

and 90-<95 years (p<.001) but not significantly after the age of 95 years 

(p>0.05). However statistically significant differences between 

preferences to not receive LPTs and age brackets were not detected. 

 

Chi-squared tests of only those who wanted CPR or LPT reveal 

significant differences between gender and SoC type (CPR:  (df 1, 

N=1452) = 19.3, p<.001; LPT:  (df 1, N=1103) = 19.9, p<.001).   
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However, no significant differences were detected between gender and 

SoC type for those who did not want CPR or LPTs (CPR:  (df 1, 

N=7814) = 3.2, p=.72; LPT:  (df 1, N=8007) = 2.6, p=.108). Given the 

strong collinearity between gender and age, and SoC type and age, age 

appeared to be the variable contributing most significantly to a choice to 

not want CPR or LPTs. 

4.2.1.2 Qualitative text 

Clarifying or conditional comments were documented for 3-5% of those 

indicating a preference to receive or refuse CPR and LPTs and 87-94% 

of those who had nominated “Other”, providing necessary clarifications 

about their conditions.  

 

Comments from those who completed a SoC for themselves (Form A) 

provided insight into individuals’ preferences. A small percentage (3%) of 

people expressed a preference for extension of existence above all else 

with words such as “I want life if possible”, “do everything possible” and 

“life is precious”. Approximately 16% (16.3%) recognised potential 

limitations of CPR but would like others to “have a go" or “give it a try” 

with one person suggesting “only if you are qualified”. Over 30% (30.5%) 

provided complementary conditions starting with “So long as I…” or “Only 

if I…” and ending with “have good quality of life”, “can always clearly 

communicate”, “am in good health prior to my heart stopping”, “will not 

be a burden on my family” or “have a reasonable chance of recovery”. 

The majority (33%), however, provided limiting conditional statements 

that commenced with “But not if…” and finished with “I have a terminal 

illness”, “I am unlikely to recover”, “I am kept alive on machinery”, “my 

illness meant I could no longer be home and independent”, “it will prolong 

dying and cause harm without complimentary benefits”, or “my brain is 

dead”. The remaining 17% were clear about no intervention with 

comments such as “just let me go”, “I want to go quickly”, “do not 

undertake CPR if I am at end of life”, “just let nature take its course”, or 

“just keep me comfortable”.  
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Comments adjacent to LPT preferences of those with capacity also 

highlighted the diversity in people’s preferences. Opinion was divided, 

amongst this cohort, regarding specific treatments such as feeding (or 

nasogastric) tubes, ICU, dialysis and oxygen with similar numbers 

preferring to receive or refuse each particular intervention. Nearly 20% of 

those who made a comment specified they wanted “comfort cares” or “to 

be allowed to die”. Life-prolonging treatments were wanted “only for 

enough time for family to attend”, or “only if…” “full cognitive recovery is 

possible”, “quality of life is maintained”, “required for my dignity and 

comfort”, “it is a good outcome” or “it will benefit me”, but “not if…” “it will 

just prolong my suffering”, “I have lost capacity”, or “I am not responding”. 

 

Appendix 4 provides details of conditional and clarifying statements 

regarding CPR and LPTs based on SoC type and CPR or LPT 

preference. Of note, a number of those who expressed a wish to receive 

CPR or LPT provided additional clarification suggesting a requirement of 

a favourable outcome.   

 

Documented conditional clarifications showed consistent themes which 

included quality of life, expectation of good outcome or specific details of 

acceptable treatments. 

 

Comments regarding CPR and other LPTs documented on a Form B (on 

behalf of the ‘very old’ person) revealed a similar diversity as those 

completing a Form A.  “Yes (for CPR), if appropriate” or “He has said he 

wants doctors to give everything a go”, with comparable clarifying 

statements “only if…” “it is within reason”, “there is a prospect of 

reasonable quality of life”, “he would be ok afterwards”, “there is a 

reasonable chance of further comfortable living” but “not if…”  “it would 

cause discomfort or distress for them”, “outcome would lead to vegetative 

state”, “equipment assistance for life was a permanent outcome” or “she 

already has a terminal condition, is in a coma or can’t communicate with 

family”.  
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Of the 2190 who wrote a combination of places that were categorised as 

“Other”, more than 30% included home as one option, 55% included 

hospital and nearly 70% included RACF as a possible option. Of note, 

over 15% mentioned palliative care, or a desire to be comfortable or pain 

free. Comments reflected a desire for comfort, peace, safety; to be with 

family or not alone; to die in bed, in room, or at home and many others 

didn’t mind, recognising it depends on the situation, doctors or others’ 

ability to manage the increased care needs at end of life. Additional 

comments around PPOD are outlined in Appendix 5. 

 

Multinomial regressions revealed males have significantly lower odds 

(0.672) of a preference to die in a RACF over hospital compared to 

females (p<.001, OR 0.547-0.825, 99%CI) while age bracket at 

completion did not significantly influence the choice of home over hospital 

(p=.087), despite increasing the odds for preference to all other locations 

over hospital. 

 

Regression analyses of SoC type and gender on PPOD preferences 

indicated SoC type impacted PPOD decision for all options over hospital 

(p<.01, OR range from 1.032 to 7.761, 99%CI), with increased odds of 

preference for a home death or RACF death over a hospital death of 

1.339 and 6.227 respectively. Gender significantly impacted the 

preference for RACF or “Other” as PPOD over hospital with reduced odds 

for females (0.645 and 0.793) who preferred RACF or ‘other’ as their 

PPOD. Gender, however, showed no significant change to odds for a 

home death. General linear multivariate analysis of PPOD using SoC 

type with age bracket showed both factors continued to hold similar and 

significant odds ratios (with 99% CI) for all PPOD choices over hospital, 

with the exception of the preference for a home death over hospital with 

increasing age brackets (p=.137).  
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4.3 Decedent cohort 

A total of 5890 people died in the study cohort across the five Queensland 

HHS between Feb 2015 and Oct 2019. Two thousand, three hundred and 

thirty-five people died with a SoC and 3555 died with no SoC. The median 

age at death was 91 years for females (N=3311) and 89 years for males 

(N=2579 (p<.001)). Median age at death was 91 years for those with a 

SoC and 90 years for those without a SoC (range for both 85-107 years). 

An independent samples Kolmogorov-Smirnoff test showed age 

distribution was not normally distributed and was statistically different, 

using a Kruskal-Wallis test, between SoC and no SoC (p<.001). The 

number of decedents ranged from 44.6% in the 85 to <90 years age 

bracket down to 2.2% decedents aged 100 years or more (Figure 8). 

 

Figure 8: Percentage of deaths in each age bracket 

 

 

Of these, 2302 decedents with a SoC (98.6%) and 3514 (98.8%) 

decedents without a SoC had complete data available regarding 

admissions to hospital in their last six months of life. The remaining 74 

decedents (33 and 41 respectively) died between February and August 

2015, therefore incomplete hospitalisation data for their last six months 

of life were available. Place of death, however, was known for all 5890 

decedents.  
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0.947-0.982, 99%CI). Females had approximately 25% lower odds 

(0.766) of dying in hospital (p<.001, OR 0.665-0.883, 99%CI) than males. 

No statistical significance (p=.028) was detected for increased 

cumulative LOS in this regression, possibly due to the collinearity 

between number of admissions and LOS.  

Hospital use by age bracket  

There was a median of two admissions in the last six months of life for 

those in the youngest age bracket and all other age brackets had a 

median of one admission. Median cumulative LOS in the last six months 

of life were seven, four, two and one day/s within five-year incremental 

increases of age bracket.  

 

Nearly three percent of the ‘very old’ decedents in this study spent more 

than 60 days in hospital, or a third of their final six months of life. Sixty-

six percent of these did not have a SoC. 

 

Kruskal Wallis (K-W) tests showed admissions and cumulative lengths of 

stay differed significantly (p<.001, df 3) across age groups (admissions: 

K-W = 212.7; cumulative LOS: K-W = 227.3) and SoC types (admissions: 

K-W = 494.7; cumulative LOS: K-W = 488.9). 

 

Forty-four people from this entire group of decedents spent time in ICU; 

four (0.2%) from the SoC group and 40 (1.1%) from the no SoC group.  

 

Thirty-two of those who spent time in ICU were aged between 85 and 

<90 years, 11 were aged between 90 and <95 years and one was aged 

between 95 and <100 years. Table 10 shows summary data of those who 

were admitted to ICU in their final six months of life. 
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completed 6.3 months before death, while those who died out of hospital 

had a SoC completed 8 months before they died. 

 

Multinomial regressions revealed decreasing odds of a death in hospital 

with each extra month prior to death that a SoC was completed (0.976) 

when controlled for gender and SoC type (p<.001, OR 0.964-0.988, 99% 

CI). Of note, those with a SoC Form A (i.e. with capacity) had 

approximately triple the odds of dying in hospital (3.073) than those with 

a SoC Form B (p<.001, OR 2.414-3.913, 99% CI).  

4.4.2 Hospital use 

Median cumulative lengths of stay in the last six months of life were five 

days (Form A) and one day (Form B). Average hospital utilisation in the 

last six months of life decreased with each additional month before death 

that the SoC was completed (Figure 12).  

Figure 12: Distribution of cumulative LOS in last six months of life 

relative to months of SoC completion before death 

 

 

 

Those completing the SoC in the last month of life spent the longest 

median time in hospital with six days in their last six months; those with 

a SoC completed six or more months before death (and therefore prior 

to the last six months of life) had a median of one day in hospital; while 

those with a SoC completed 12 months or more before death had a 
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Chapter 5 Discussion 

This study was the first of its kind in Australia to explore the end-of-life 

preferences of a large cohort (9555) of people aged 85 years and above 

and provides clinicians with evidence that the predominant preferences 

of the ‘very old’ people are to not receive interventions that provide 

quantity over quality of life and that dying in their place of residence is 

preferable to dying in hospital.  

 

Completion of a SoC, as the ACP document involved in this research, 

allows open communication about end-of-life preferences to enable the 

‘very old’ person, their family and health care staff to ‘be on the same 

page’ in preparation for the inevitable and imminent death and may 

improve the quality of dying, by reducing hospitalisations, interventions 

and deaths in hospital, aligning with their collective wishes. The earlier 

an ACP document was completed and accessible, the lower the use of 

the health system. The ‘loss’ of the person is contained to grief for the 

family but reduces another type of ‘loss’ to health care systems and staff. 

 

Many religious, social and legal opinions would argue that life must not 

be shortened artificially, however the same could be said for extending 

life artificially. When the inevitable months, weeks and days approach, 

high-quality palliative care led by the GP or specialist palliative care 

services may be required to enable the dying person to die in their place 

of residence, with access to necessary knowledge, skills and medicines 

to support management of distressing end-of-life symptoms and other 

concerns. Supporting the person, their loved ones and even paid carers 

through the dying process, will enable an expected death to be well-

managed, ideally with reduced conflict and symptom burden and 

acknowledgment and support of the losses into bereavement. 

 

This research has analysed data of over 5000 ‘very old’ decedents to 

determine hospital utilisation and POD in order to provide some initial 



67 

insights into locations of care in the last six months of life and the impact 

of ACP. It is hoped the results emerging from this research will inform 

and inspire health professionals across many disciplines, specialties, and 

care environments in their provision of high-quality person-centred care 

to the ‘very old’ in their final year of life. 

 

The SoC cohort was defined by those who had a completed SoC on or 

after their 85th birthday. In 2014/15, Queensland increased its support 

for ACP with dedicated facilitators in each representative HHS and they 

prioritised those most vulnerable or imminently dying, including residents 

of RACFs and this may have resulted in a higher representation of RACF 

residents (67.6%) than is seen across Australia (39.4%) (ABS, 2019a).  

 

‘Very old’ individuals, or their supportive relatives who knew the person’s 

preferences, were perhaps more motivated to discuss and complete a 

document, potentially more so when the wish was to not receive CPR 

and LPT, in order to prevent a poorer outcome and quality of life. 

5.1 CPR and other LPTs 

In this study, large cohort sizes have powered robust statistical 

calculations to provide compelling evidence that over 80% of people in 

the ‘very old’ demographic did not wish to receive CPR or LPTs under 

any circumstance. Age seemed to be the predominant influencing 

variable in increasing numbers of Form Bs completed, females and 

preferences to not want CPR and LPTs. Conditional comments alongside 

CPR and LPT preferences indicate quality of life was most important. It 

seems apparent, through common sense, literature and this research 

that quality of life declines with age and conversely, care needs, 

dependence and even the desire to die (Bollig et al., 2016; De Gendt et 

al., 2013; Fleming et al., 2016) increases. Death is expected, and 

according to literature (Komatsu et al., 2018), the ‘very old’ just want 

someone to listen to their desires and needs and acceptance of death 

without further intervention.  
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Other conditional statements written alongside CPR preferences, such 

as “only three compressions”, “very gentle”, “only once” or “no intubation 

or ventilation” demonstrate a lack of understanding of the delivery and 

sequelae of effective or “successful” CPR, especially in the elderly 

(Bedell & Fulton, 1986; Cartledge et al., 2018; van Gijn et al., 2014). This 

apparent lack of knowledge of realistic expectations regarding outcomes 

of CPR is similar to those observed overseas (Vargas et al., 2017) and 

highlights the need for honesty in clinician-patient communications to 

acknowledge and openly discuss dying and whether CPR is appropriate.  

It could be argued that the documented preferences to not want CPR are 

under-represented if those indicating a preference for CPR, clarified with 

these conditional statements and evaluated against realistic outcomes, 

were included.  

 

Some ‘very old’ with capacity (Form A) appeared to have a reasonable 

understanding of the limitations of CPR and LPTs in people of their age, 

health, function and likelihood of recovery and this concurs with 

Cartledge et al in a population of people over 70 years (2018). 

 

Within the entire SoC cohort of 9555 people, only 1452 (15.2%) and 1103 

(11.5%) people had a documented preference to receive CPR or other 

LPTs, respectively, which supports overseas findings: 7-40% wanting 

CPR and 6-25% wanting LPTs (De Gendt et al., 2013; Nahm & Resnick, 

2001; Ng et al., 2016). The majority of those wishing for CPR or LPT if 

consistent with good medical practice (58% for both preferences) were in 

the youngest age bracket. Males represented 34.5% of the entire SoC 

cohort but accounted for 39.6% and 41.1% of people with a documented 

preference for CPR and LPTs, respectively. This reported gender 

imbalance for CPR supports literature overseas (Blewer et al., 2018; 

Schopen, 2017). Despite the reduced life-expectancy of males 

universally, historic views (Devin, 2019), predominance of male 

specialists (Schopen, 2017) and the ‘push’ of a live-in spouse (Pandey, 

2019) whom they trust and perhaps feel the need to “protect’ may result 
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in requests for CPR and other LPTs. A loss of decision-making capacity 

appeared to impact the documented preference for CPR, with a drop from 

32% (Form A) to 15% (Form B). Again, age influenced the decision, with 

a median age difference of 0.7 years (89.2 to 89.9 years). Australian data 

suggesting males in this age bracket have the highest age specific 

suicidality rate (Life in Mind, 2020) may reflect a similar dissatisfaction 

with living with reduced function and quality. 

 

It is interesting to note that people who had their document completed in 

hospital were less likely to want CPR or LPT than those who completed 

the document with their GP. Perhaps those who were sick enough to be 

hospitalised had more exposure to the impacts of receiving CPR and 

LPTs or were so sick they were less motivated to live longer or indeed 

the presence of more doctors may have led to a realistic conversation 

with doctors who have experienced futile heroic attempts to save lives.  

Further research in this area would be worthwhile. 

 

The different preferences and comments likely reflect the unique 

frameworks and motivators behind people’s decisions, that are formed 

by culture, religion, values, family, past experiences, medical condition 

and health preferences and highlight the need for personalised 

communication to establish the individual’s future health preferences. As 

one ages, dependence on others for physical and cognitive needs often 

increases (Milanović et al., 2013; Murman, 2015) and quality of life may 

consequentially decrease. Given certain aspects of functional decline are 

considered by some patients as bad as, or worse than, death (Rubin et 

al., 2016) it is perhaps not surprising that the preference to not want CPR 

or LPTs under any circumstance was higher in older people who were 

more likely female, residents of RACFs and those with impaired decision-

making capacity. Age is the strongest predictor to not want interventions 

that attempt to extend existence, namely CPR and LPT. 

 

Consent and decision-making for people with impaired capacity 

generates a range of clinical, legal and ethical dilemmas, and may cause 
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existential dilemmas for family members involved. While clinicians 

formulate their plan based on the person’s clinical condition and their 

preferences, family members presumably balance the contrary emotions 

of not wanting their loved one to die while not wanting for life to be 

extended artificially or with suffering at the expense of quality (Albert et 

al., 2016; Bollig et al., 2016; Gardner & Kramer, 2010; Gott et al., 2017).  

 

Research by Bollig et al. revealed many older people did not want to talk 

about their preferences believing their offspring would know what they 

want (Bollig et al., 2016), perhaps an example of  a death-denying society 

(Francati, 2017; Kellehear, 1984; Nelson, 2019; Zimmermann, 2007), 

while other family members may have discussed these situations 

specifically ahead of time. Either way, family, based hopefully on their 

longstanding knowledge of the person, documented a preference that 

they believed their relative would make based on the combination of 

contributing physical, psychological, social and cognitive factors. It is 

preferable that clinical teams support family members through this 

process to explain appropriateness, or lack of, success, or lack of, and 

likely impacts of interventions on function and quality of life for the person. 

 

Clarifying statements made for a person with impaired capacity reflected 

a recognition of the challenges of such a decision, with some reasonably 

deferring the decision to a medical doctor or “good medical practice”. 

Overseas studies reflect this tendency (Albert et al., 2016; Bollig et al., 

2016), especially in proxy decision-makers who, understandably, do not 

want to make the ‘wrong’ decision, however that is defined when death 

is inevitable and imminent. Comments also reflected an awareness of 

limited lifespan and perhaps a perception of already reduced quality of 

life alongside a desire to keep their loved one comfortable, pain free and 

to die naturally when that inevitable period occurs. While diverse across 

people or one’s lifespan, quality of life was the predominant theme in 

documented comments on the SoC, with a desire from the SoC 

completer, be that self or other, for the person to regain, or at least 

maintain, their existing quality of life.  
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The SoC cohort closely represents the Australian population in both age 

and gender, although, as mentioned, may over-represent residents of 

RACFs. While caution is needed in making inferences to all ‘very old’ 

people about the strong preference to not want CPR or LPTs, these 

findings should highlight the imperative to ask for, listen to and 

understand the basis of a person’s preferences. This will enhance good 

medical practice and perhaps empower a health professional to feel more 

comfortable when supporting a person or their family in their decision 

regarding the lack of beneficence or appropriateness of CPR or LPTs. 

5.2 Preferred place of death preferences 

Asking someone where they would prefer to die may seem an odd 

question, evidenced by some within the SoC cohort who added 

comments to the PPOD question on the SoC Form A that included “I have 

never thought about it” and “I have no idea. That’s a question and a half.” 

However, it is a worthwhile question in the context of ACP and person-

centred end-of-life care. Given these people are 85 years or older, it 

again highlights aspects of the dying-denying society that exists 

(Francati, 2017; Kellehear, 1984; Nelson, 2019; Zimmermann, 2007) 

even amongst those in the age group most likely to die.  

 

Results from this study are similar to those from overseas (Abarshi et al., 

2010; Hunt et al., 2014; Ng et al., 2016) and suggest that where one lives 

and who is there to provide support most influences a person’s decision 

on PPOD, so a “young” (85 to <90 years), male with capacity was more 

likely to choose home or hospital, perhaps dependent on supports in the 

home while a resident of a RACF was most likely to be older, female and 

choose the RACF as their PPOD, due to its convenience, familiarity as a 

‘quasi’ or new home, and the 24-hour care supports available. The high 

collective preference for RACF as PPOD supports literature overseas 

(Ng et al., 2016) and is perhaps not surprising given the strong 

representation of RACF residents in this study. 
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Some people commented regarding their PPOD “wherever family is 

present” which concurs with the literature (Bollig et al., 2016; Komatsu et 

al., 2018). Preferences for family members’ presence at death requires 

forethought and communication, as some hospitals do not have rooms 

large enough to accommodate more than a few family members at once.  

 

Traditions around dying, death and the immediate post-death period vary 

across religious and cultural groups so discussing these ahead of time in 

the context of PPOD might be an important factor in enabling these 

practices to occur. Other comments regarding PPOD included themes 

such as where comfort and dignity at end of life can be supported to 

prevent futile attempts at extension of life or prolongation of dying.  

 

Understanding the reason behind, and impacts of, a PPOD decision is 

important for health professionals. Comments made regarding safety 

may infer some disquiet with a certain location and hence a preference 

to die elsewhere. “Safety” is echoed in overseas research (Chochinov et 

al., 2016; Gardner & Kramer, 2010; Komatsu et al., 2018; Mansour, 2020; 

Nahm & Resnick, 2001; Ng et al., 2016). Given the vulnerability of a dying 

person and possible, but unspoken, past trauma the person may have 

suffered due to race, religion, gender, sexuality or political orientation, the 

provision of a safe place and safe practices must be reinforced to the 

dying person and their family. While some may prefer to die in the safety 

and familiarity of their home, it may not be practical, possible or 

sustainable for family and friends to provide the 24-hour support 

necessary to achieve the preferred result.  

 

Community palliative care, provided by generalist or specialist services, 

may also be required to provide necessary supports for symptom relief, 

care requirements, equipment, existential distress, emotional well-being 

and a multitude of other practical factors, however not everyone has 

access to these services and not every heath professional, even if 

available, can provide optimal palliative care. Early knowledge of a 

PPOD, perhaps combined with early referral to specialist palliative care 
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services may provide the time needed to enable necessary supports and 

skill developments to be arranged. 

 

There is a very small percentage of people (9%) who documented 

hospital as their only preference for POD which is not dissimilar to other 

research (Swerissen & Duckett, 2014; Ng et al., 2016). This may be 

positively impacted by a lack of familiarity of the hospital environment, or 

a request for a person who lives alone in their own home where no full-

time carer is available. It is interesting that a greater percentage of people 

who completed their document with a GP wanted to die in hospital than 

those who completed their document in hospital, perhaps supporting the 

suggestion that those who completed their document in hospital had an 

awareness of the limitations of space, amount of direct care delivery 

possible, visiting hours and visitor numbers within a hospital environment 

and therefore preferred to die elsewhere. Those completing their 

document in hospital also had the greatest uncertainty about a PPOD.  

 

Choosing more than one preference for location of death may 

demonstrate a lack of previous thought, as evidenced by the comments 

quoted above, discussion about options or certainty around timeframe of 

dying. Those completing the document in a RACF had less uncertainty, 

and a large percentage of those with one or more locations included 

RACF as one option. There was a higher mention of hospital in this 

“Other” category, and this may indicate that if someone is unable to die 

in their first preference, then hospital is, arguably, the only other option. 

This may explain the greater uncertainty for hospital completers of the 

SoC – as there is no “back up plan”. 

 

It is important to recognise that a preference for a POD may indicate a 

preference for a place of care in the final weeks or days of life rather than 

the place they want to die (Saunders, 2012). People are generally more 

relaxed if cared for in their familiar and safe environment, but if a person 

in their final days required increased care that cannot be managed in their 

home or RACF, hospital might be a reasonable next best option.  
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Three of the five HHS represented in this study have small hospices, 

mostly privately run and hospice was mentioned by some, even in the 

areas where physical hospices do not exist.  Hospices, where available, 

do provide an alternate option to hospital, if home or RACF is not suitable, 

and the person has been identified as imminently dying and is stable 

enough to transfer. Palliative care units are present in some hospitals in 

all HHS included, and 15% of people expressed a preference for 

palliative or comfort care. Collectively hospices and palliative care units 

are primarily focused on providing best-quality end-of-life care to 

minimise discomfort and suffering at end of life. Some completing the 

document may have already had positive experience with palliative care 

for themselves or another family member and recognise its value in, and 

support during, the dying process. With adequate palliative care 

resourcing, presence and education and other supports in place, 

realisation of a home or RACF death is likely to be achievable (Costa et 

al., 2016; Healy et al., 2018; Quinn et al., 2020). 

5.3 Hospital utilisation 

Acute health care costs and bed occupancy is reduced if community-

based support is provided (McCaffrey et al., 2013), even if the ultimate 

POD still ends up being hospital. The triple impact of honouring a 

person’s wishes, increasing acute bed capacity in the hospital and saving 

money, seems to be a sensible/logical course of action with no losers.  

 

It is understood much of the healthcare dollar is spent on elderly people 

and particularly towards their end of life as care needs increase (Curtis 

et al., 2012; French et al., 2017). Australian Bureau of Statistics data 

shows infrequent use of hospitals in the ‘very old’ (ABS, 2020) and this 

research of people aged 85 years and above reflects this national data 

with median number of admissions of up to two and median LOS of less 

than ten days for decedents, irrespective of SoC completion. It should be 

noted, however, that ABS data included all people 85 years and above, 

while this study data included only decedents and health care use often 
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increases at end of life. In addition, a mean value was calculated from 

ABS data, which is not the best measure of centrality for a national 

dataset, and not an accurate comparison to the medium of this study. 

Less than 60% of people with a SoC spent time in hospital in the last six 

months of life compared to 100% of people without a SoC. Sixty-six 

percent of people who spent more than 60 days in hospital in their last 

six months of life did not have a SoC. These figures suggest completion 

of an ACP document, which must have included some level of discussion 

or thought, adds value to the person, if they would rather be anywhere 

than in hospital, and the health system.  

 

Intensive care use was lower amongst those with a SoC (0.2%) but the 

percentage use was also low in the no SoC group (1.1%). No one with 

known impaired capacity (Form B) spent time in ICU in their final six 

months of life, and this is thought to be appropriate given the intensity of 

treatment, potential for death, displacement and added confusion for the 

person and restriction of visitors. Hours in ICU for both groups were less 

than the national average of 90 hours (ABS ref) inclusive of all adults, 

which demonstrates some awareness of the poor morbidity and mortality 

outcomes expected for even ‘old’ people, aged over 60 years, in ICU 

(Grace et al., 2007). 

 

It is acknowledged hospitalisation data do not provide a quality-of-care 

measure, nor has this study analysed preferences for hospital use 

specifically. Notwithstanding this, it would seem to be morally and fiscally 

prudent for health executives or researchers to explore care provision of 

the ‘very old’, especially those in their final six months of life. Perhaps the 

first place to start is with hospital deaths of the very old, with an 

exploration of whether there was provision of ongoing and extended 

acute care, including intensive care (fixing the unfixable), and whether it 

was reasonable, beneficial and appropriate, especially if alternate care 

options were available e.g. RACF. Early identification of dying and ACP 

discussions will maximise opportunity for care provided to align with 
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quality, or quantity, of life goals, which may or may not include hospital 

stays, transfers or treatments.  

5.4 Place of death 

Exploring location of death for the decedent cohort provided some insight 

into where the ‘very old’ are dying. AIHW reports that the likelihood of 

death in hospital is high if the RACF resident is hospitalised in their final 

week of life (AIHW,2021c) and this appears to be supported by this 

research. Hospital death rate was higher in this study than 2019 national 

(ABS) data, for people without a SoC: nationally, 37% of all ‘very old’ 

males’ deaths and 31.1% of all ‘very old’ females’ deaths occurred in 

hospital. In this study, of decedents without a SoC, 63.6% of males and 

56.8% of females died in hospital compared to 38.9% of males and 

27.3% of females in the SoC group. Presence of an ACP document was 

associated with the reduced likelihood of an in-hospital death in this 

study. The gender difference in all cases may be due to increased female 

occupancy in RACFs, due to increased widowhood and increased age, 

where end-of-life care can be provided and, potentially, some of the 

gender bias issues discussed previously. 

 

Decedents without a SoC were in the same regions and died in the same 

time period as those decedents with a SoC, so had similar, if not 

equitable, access to the same resources. This increased likelihood of 

death out of hospital cannot be presumed to be entirely as a result of SoC 

completion but this process is likely to have had a significant impact as 

opportunities were available for the health professional, person and 

family to acknowledge a life-limiting illness, discuss PPOD and 

commence planning in line with the person’s wishes. 

 

It should be noted that a hospital death is not, in isolation, an indicator of 

poor end-of-life care, as the weeks to days before death may have 

occurred just as the person would have wanted but carer distress, a lack 

of skilled generalist palliative care staff, or complex symptom 
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management or family dynamics may have led to transfer to hospital, 

including to a palliative care unit in the final days of life.  

 

It is also important to not extrapolate these findings across an entire 

health system, however literature suggests that early ACP provides 

improved bed-capacity and fiscal benefits (Dixon et al., 2015; Khandelwal 

et al., 2015; KPMG, 2020 ) to the health system. It is believed there are 

also personal and cost benefits to the person and their family if they can 

receive care longer in their place of residence as evidenced by the 

VOICES survey of bereaved carers showing people who died in the home 

reported they were well supported (Saunders, 2012). Some SoCs were 

completed in the final few months of life and it was perhaps during, or 

subsequent to earlier, hospital admissions where an awareness of limited 

life, clarity on how that limited life should be spent, or family and medical 

cohesiveness re treatment plans, led to the decision to complete a SoC. 

 

This research has demonstrated that LOS in the last six months of life 

correlates inversely to the time that a SoC was completed before death: 

the longer the time before death that a SoC was completed, the shorter 

the cumulative LOS in the last six months of life. While some documented 

a preference to not be transferred to hospital, it is not known whether this 

low hospital utilisation aligned with each person’s preference. More 

research needs to be conducted to determine breadth of concordance, 

based on both clinical and non-clinical preferences. Again, advance 

preparations and planning enables wishes to be known and able to be 

implemented by either family, the community or the health care team. 

 

The over-medicalisation of death (Clark, 2002; Nahm & Resnick, 2001; 

Schwarz & Benson, 2018) means hospital systems will continue to 

absorb a multitude of costs that could be dispersed by alternative 

proactive approaches. Ensuring ACP occurs in advance, as its name 

suggests, will result in decreased use of precious and expensive acute 

resources, including hospital beds and ICU, as is suggested by this 

research. Open and honest communication, revisited regularly as death 
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approaches, enables concerns to be discussed ahead of the death and 

facilitate a united approach to care, so that the priority and focus of the 

clinicians’ time is on the dying person, not the unheard concerns of family 

members. Support provided by community palliative care services, RACF 

in-reach services or specialist education to upskill RACF and GP staff, 

allows the realisation of the documented ACP preference to ensure 

quality care is provided in the right place at the right time in accordance 

with the person’s preferences and best medical practice. This will support 

the respect and honouring of recurring themes around ensuring quality 

of life and a pain free and dignified death.  

 

Upskilling staff across multiple health specialties and environments is 

paramount to increase uptake of ACP in the expanding ‘very old’ 

population. In parallel, increasing the understanding of the ‘very old’ or 

their representatives that they can and should have a say in THEIR health 

care is vital and a mammoth task. 

5.5 Limitations of study 

The shortcomings of exploratory retrospective studies are many and 

varied and this research had several limitations based on its design 

(Suchmacher & Geller, 2012). 

 

The people within the SoC cohort were identified by a proactive health 

professional, family member or indeed themselves, as someone with 

increasing care needs and approaching their end of life. This may have 

caused an over-representation of the RACF sub-cohort (67.6%) to above 

population averages (39.4%) (ABS, 2017). This may limit the 

generalisability of the findings to the whole ‘very old’ population.  

 

The research was contained to five HHS in the south-east corner of 

Queensland so may not accurately capture the views of more regional 

and rural parts of the state, or Australia in general. Each of the HHS 

involved had dedicated clinical or project staff that led facilitation of ACP 
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conversations, processes and education.  It is acknowledged the HHS 

that developed, introduced and promoted the SoC across care 

environments is the same HHS that hosts the Office of ACP where 

documents are reviewed and uploaded. These facts combined may have 

led to an over-representation from this particular HHS and may have 

biased findings. 

 

Limited demographic data are collected by the Office of ACP so it is 

recognised more extensive data including marital status, socioeconomic 

indicators, comorbidities, culture and religion may have enabled a more 

accurate analysis of factors that contribute to treatment preferences and 

outcomes. Improved matching of controls would have added rigour to this 

research and reduce skewed data and limited interpretation. 

 

Broader and deeper research into details of the participants socio-cultural 

status and value statements on the SoC, hospital care, impacts of dying 

on person, family and health care staff would have provided more of a 

whole picture, but this was not possible within the constraints of the study. 

Further research is needed in the qualitative aspects of ACP and dying. 

 

It is important to not presume causality between SoC completion and 

care received, despite the decreased hospital and ICU use and reduced 

in-hospital deaths. Other factors may have also contributed to these 

reductions. 

 

Determination of place of completion was prioritised under the following 

categories (i) RACF – based on name of facility or knowledge of RACF 

addresses (ii) hospital – if the person was not a known resident of a RACF 

and the person was an inpatient at the time of completion or there was a 

hospital stamp in the doctor’s signature and (iii) GP if the document was 

signed with doctor’s signature and GP practice name or it was sent from 

a GP fax and (iv) other community services if any of these were not clear. 

This may have also over-represented the RACF group and under-

estimated hospital completions. Some conversations and documents 
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would have commenced in hospital with a request to be reviewed by the 

GP, and these were included in the GP category.  

 

COVID-19 caused delays in many health processes and this included 

obtaining deidentified data regarding details of hospitalisation and death 

data. This was further complicated by availability of death data occurring 

nine months after the deaths had occurred which required an arbitrary 

final death date of 31st October 2019. Data from SoCs completed after 

this date were included in the preference analysis, but further applications 

for death data were not feasible in the timeframe of this research, 

perhaps reducing the breadth and power to decedent data analysis. 

 

For convenience and comparability, the research was limited to one ACP 

document type, which is not the document with the highest legal standing, 

but it is the document with the highest numbers received by the Office of 

ACP. There would be value in repeating this research and comparing 

other document types with similar outcome measures. 
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Chapter 6 Conclusion & Recommendations 

6.1 Conclusion 

The world is facing a crisis of near-pandemic proportions as medical 

advancements and improved health and sanitation mean a greater 

proportion of the population are predicted to survive into ‘very old’ age, 

become more dependent and ultimately near and meet their end of life. 

Understanding what they want for their end-of-life care will help all 

involved to respectfully honour their wishes. The paucity of literature on 

this topic means research is needed and important. 

 

This research has explored the end-of-life preferences of 9555 ‘very old’ 

Queenslanders with a completed SoC document and indicated that the 

vast majority of ‘very old’ people preferred to not receive interventions 

that prolong their life under any circumstance, and the majority of 

clarifying statements documented indicated quality of life is paramount 

and more preferable, for most, than extension of life. Most preferred to 

die in their current place of residence, be that home or RACF.  

 

Analysis of hospital use and POD of decedents, with and without a SoC, 

revealed median admission rates and cumulative lengths of stay were 

statistically lower for people with a SoC, as was the likelihood of a death 

out of hospital. 

 

Health professionals need to recognise when a ‘very old’ person is 

approaching their final twelve months of life, openly and honestly discuss 

dying and death with the person and their family and ensure only realistic 

and beneficial interventions are offered, as per good medical practice. 

Inviting them to express what is important to the person and what they 

would and would not want allows for a unified and individualised 

approach to end-of-life care. Documenting preferences and making them 

accessible allows for these preferences to be known and supported by 
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health care staff and family alike, assisting in seamless care provision at 

one’s end of life. 

 

It is hoped the results of this study will encourage health professionals to 

advocate for their patients and guide people and families through this 

process, primarily based on their unique medical and non-medical needs 

and preferences but supported with knowledge that the majority of ‘very 

old’ people from this cohort do not want interventions to prolong life, 

especially if quality of living is adversely affected. The earlier these 

discussions occur, the more time the family can adjust to dying and ask 

questions, and the more likely that end-of-life care can be provided as 

the person would want, including specialist or generalist palliative care 

supports in the home or RACF if required. 

 

Understanding and honouring the end-of-life preferences of the ‘very old’ 

person enables the best outcomes throughout dying for this individual, 

their family, the health care staff and the health system as a whole.  

6.2 Recommendations 

Further research is needed to understand a broader range of factors that 

may contribute to the preferences of the ‘very old’ and where they are 

dying, including community supports within and outside the home. 

Analysis of several hundred consecutive “very old’ deaths would provide 

some insights and perhaps determine important contributing factors. 

 

Further work is needed to boost public awareness about death and dying 

and empower individuals to have their wishes heard and known. This is 

also important for those without capacity, to ensure they are also heard.  

Ongoing funding for skilled ACP facilitators to lead discussions and 

document completion or to train other staff in the complexities and 

nuances of ACP in their state or territory. Expansion of a national 

approach to ACP, with scope for document completion on behalf of a 

person with impaired capacity, would help support the vulnerable.    
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Appendix 1: ACP in the Queensland context 

As consent is needed to withhold or withdraw life-sustaining treatments 

in Queensland (Queensland Government, 2020b), discussing the 

preferences of the person and/or their decision-makers in advance can 

provide some guidance if decisions are required at, or near, end of life.  

Dedicated funding was provided to Queensland Health hospitals from 

2014/15 to 2019/20 to improve uptake of advance care planning. Many 

employed dedicated facilitators to develop and implement policy, 

procedures, strategies and then approaches and completion of ACP 

discussions and documents with willing patients/family members. 

 

Queensland ACP documents 

(i) an Advance Health Directive (Appendix 6) - a legally-binding 

document that directs health care decisions and allows for 

nomination of an attorney for health/personal matters;  

(ii) an Enduring Power of Attorney (Appendix 7) – a legally-

binding document that enables a person to nominate their 

attorney/s for health/personal and/or for financial matters;  

(iii) a Statement of Choices (Appendix 3) – a values-based 

document that captures the preferences of a person for future 

health care which is then used to guide treatment decision-

making at the time a decision is required. 

 

The Statement of Choices has two distinct forms: Form A for people 

with decision making capacity and Form B which is completed on behalf 

of a person without decision making capacity or who requires support 

with decision-making. The Form B is ideally completed by the 

nominated attorney for health/personal matters, or if none has been 

nominated, by an individual who knows the person’s wishes best, 

usually a spouse, adult child, sibling, friend – but not a paid health 

worker/carer. Both SoC forms require a doctor to determine that the 

correct form has been completed based on the person’s capacity, 
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declare that they are not the person’s nominated health attorney, 

relative or beneficiary of the person’s will and sign and date. Form B 

also require the doctor to acknowledge the person completing the form 

is doing so in the person’s best interest.  

It should be noted that the SoC is not a legal document, so even with 

documented preferences expressed by, or on behalf of, the person, the 

decision to withhold or withdraw life-sustaining measures occurs at the 

time the decision needs to be made. The person who will be required to 

provide consent is the nominated enduring health attorney or, if none, 

the statutory health attorney who is very often the spouse, an unpaid 

carer or a close relative or friend. The highest legally ranked health 

attorney should be the person completing the SoC Form B. There is 

value in involving multiple family members in ACP discussions, to 

reduce potential conflict and to inform a family member who may, due 

to availability at the time a decision is required, be the substitute 

decision-maker.  

 

All ACP documents are sent to the Statewide Office of ACP, reviewed 

and, if complete, uploaded to a statewide digital medical record so they 

are accessible across all care environments, ensuring a person’s 

directions, nominations or preferences can be known and implemented 

when appropriate. Clinicians can have confidence that the documents 

meet minimum legal and administrative requirements, however still 

have certain obligations and responsibilities at the time a document is 

used to ensure this is the most recent document and to understand 

contents and legal standing in order to guide/direct health care 

decisions.  

 

The hierarchy of decision making in Queensland (Queensland 

Government, 2020b, 2021) reveals if the person cannot make the 

decision for themselves, their AHD directs treatment. If there is no AHD 

and no guardian appointed by a tribunal or the directions in an AHD are 

unclear or do not align with the emerging medical situation, the 

nominated health attorney (appointed in an EPOA or AHD if the person 
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has one) is next in line to make decisions, followed by a statutory health 

attorney (which can, in order, include a spouse, unpaid regular carer, a 

close relative or friend or if no one available, the Public Guardian). The 

SoC Form B expresses that a nominated health attorney should be the 

person competing this form and outlines that opinions do not constitute 

consent.   
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Appendix 3: Statement of Choices 
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Appendix 5: Sample of comments regarding PPOD 

Additional comments around place of death (age, gender, SoC type): 

• To die in my sleep but I need to be safe and secure, so probably 

hospital (85, F, A) 

• Wherever God takes her (85, F, B) 

• Where it is the safest (85, M, B) 

• Where dignity and comfort can be provided (85, F, B) 

• At home or in hospital, he has not really said (85, M, B) 

• In my sleep, in my own bed (86, M, A) 

• Wherever my body is lying, preferably in my bed (86, M, A) 

• With family around (multiple) 

• I think it might be better in hospital as no family around (86, F, A) 

• I would go for a swim and keep swimming and I know exactly 

where I will go (86, F, A) 

• Flexible dependent on circumstances (87, F, A) 

• At home, not at hospital (87, F, B) 

• Ideally home, been in nursing home for several years (87, F, B) 

• Hospital better for family (87, F, B) 

• Wherever I am at the time (multiple) 

• Doesn’t worry me, when I’m dead I’m dead (88, F, A) 

• Refer to my power of attorney (88, F, A) 

• Pass naturally, at his new home, the nursing home (89, M, B) 

• Comfortably and not alone (89, F, A) 

• Hospital – important for his dignity and beliefs (91, M, B) 

• I have never thought about it (91, M, A) 

• Want to die at home or in my garden (92, M, A) 

• Whatever is easiest for the family (93, M, A) 

• No preference (multiple) 

• It doesn’t matter much to me (96, F, A) 

• No preference, hospice was nice (97, M, A) 

• Wherever I happen to be (98, F, A) 

• Has fear of hospital so home or nursing home (104, F, B)  
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Appendix 6: Queensland Advance Health Directive 

Note: AHD explanatory guide available (Queensland Government, 2020a)  
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Appendix 7: Queensland Enduring Power of Attorney 

(short) 

Note: EPOA explanatory guide available (Government, 2020)  
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