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ABSTRACT

Objectives It is important that the outcomes of advance
care planning (ACP) conversations are documented and
available at the point of care. Advance care directives
(ACDs) are a subset of ACP documentation and refer to
structured documents that are completed and signed by
competent adults. Other ACP documentation includes
informal documentation by the person or on behalf of

the person by someone else (eg, clinician, family). The
primary objectives were to describe the prevalence and
correlates of ACDs among Australians aged 65 and over
accessing health and residential aged care services. The
secondary aim was to describe the prevalence of other
ACP documentation.

Design and setting A prospective multicentre health
record audit in general practices (n=13), hospitals (n=12)
and residential aged care facilities (RACFs; n=26).
Participants 503 people attending general practice, 574
people admitted to hospitals and 1208 people in RACFs.
Primary and secondary outcome measures Prevalence
of one or more ACDs; prevalence of other ACP
documentation.

Results 29.8% of people had at least one ACD on file.
The majority were non-statutory documents (20.9%). ACD
prevalence was significantly higher in RACFs (47.7%) than
hospitals (15.7%) and general practices (3.2%) (p<0.001),
and varied across jurisdictions. Multivariate logistic
regression showed that the odds of having an ACD were
positively associated with greater functional impairment
and being in an RACF or hospital compared with general
practice. 21.6% of people had other ACP documentation.
Conclusions In this study, 30% of people had

ACDs accessible and a further 20% had other ACP
documentation, suggesting that approximately half of
participants had some form of ACP. Correlates of ACD
completion were greater impairment and being in an RACF
or hospital. Greater efforts to promote and standardise
ACDs across jurisdictions may help to assist older people
to navigate and complete ACDs and to receive care
consistent with their preferences.

Trial registration number ACTRN12617000743369.

INTRODUCTION
Advance care planning (ACP) is a process of
planning for future healthcare, whereby the

Strengths and limitations of this study

» This Australian national, multicentre, cross-sectional
health record audit aimed to determine the preva-
lence of advance care directives among people aged
65 years and older accessing Australian hospitals,
residential aged care facilities and general practices.

» Data collectors were trained in the audit methodolo-
gy using a standardised approach.

» The results of this study will inform future steps
towards improved advance care planning data col-
lection methodology, implementation strategies and
evaluation processes, within Australia and inter-
nationally, with the aim of improving advance care
planning uptake.

» The recruitment strategy, using an expression of
interest process, is likely to have resulted in a se-
lection bias towards organisations with an interest
in advance care planning.

» Not all Australian states and territories were similar-
ly represented, limiting the generalisability of find-
ings across Australia.

person’s values and preferences are made
known. ACP may also involve the appoint-
ment of a substitute decision-maker." The
ultimate goal of ACP is to align the actual
care the person receives with their prefer-
ences.” While ACP conversations are valuable
in their own right, completion of advance
care directives (ACDs) is useful because they
provide evidence and support for substitute
decision-makers and clinicians who need
to consider and advocate for the person’s
expressed preferences if the person subse-
quently loses decision-making capacity.””
Internationally, there is considerable
variation in the terminology, documenta-
tion and legislative frameworks related to
ACDs.” ' In Australia, an ACD is a type of
document recognised by common law or
statutory legislation that is completed and
signed by a competent adult. It can record
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the person’s preferences for future care and appoint
a substitute decision-maker to make decisions about
future care.'?

Although all Australian jurisdictions recognise ACDs
under legislation (statutory) or common law (non-stat-
utory), terminology differs across jurisdictions. While
early statutory ACDs mostly focused on specific treat-
ment instructions and/or appointment of a substitute
decision-maker, increasingly, statutory ACDs also include
values and goals elements.”” Non-statutory ACDs gener-
ally focus more broadly on a person’s values and goals
for future care, but may also include specific instructions
regarding treatment.'* Currently in Australia, all jurisdic-
tions provide a statutory ACD for appointing a substitute
decision-maker, and all except New South Wales and
Tasmania offer statutory ACDs for recording preferences
for care.® Non-statutory ACDs are also used in Australia,"”
but the legal standing of these documents has only been
tested in New South Wales.®'*

ACP may also result in ‘other ACP documentation’.
These are documents that relate to ACP but do not
meet the definition of an ACD,'® and may include docu-
ments written on behalf of a person without capacity
(by family, substitute decision-makers or clinicians)
or informal, personally written letters."> Additionally,
there are documents written by health professionals
that describe medical action to be taken in the event
of an emergency. In Australia, these include goals of
care forms and resuscitation orders and serve a similar
purpose to that of the Physician Orders for Life-Sus-
taining Treatment.'®

ACP is recognised as good medical practice,’ " and
is supported within policy and legislative frameworks
internationally.'’ " ACP is widely recognised in Austra-
lian policy and legislative frameworks® '*'* *! #* including
the National Palliative Care Strategy 2010*' and the 2017
Productivity Commission report, ‘Introducing Competi-
tion and Informed User Choice into Human Services’.”
However, little is known about the current prevalence of
ACDs in Australia. The National Framework for Advance
Care Directives 2011'* and the evaluation of the National
Palliative Care Strategy in 2016** identified the need for
baseline data on ACDs. Previous attempts to estimate
prevalence within Australia and internationally are scarce
and have mostly relied on self-report, been limited to only
one type of ACD or restricted to one region or health-
care setting.”* Without detailed national ACD preva-
lence data, it is difficult for governments and services to
monitor the effectiveness of ACP policy and implementa-
tion initiatives.'* '**!

The primary aims of this study were to describe the
prevalence of ACDs among older Australians accessing
selected health and aged care services, to document the
types of ACDs completed, to explore the characteristics
of those with an ACD and to use learnings to inform
the future study of ACD prevalence in Australia. The
secondary aim was to determine the prevalence of other
ACP documentation.

15

METHODS

Data reported in this article originate from a large-scale
national study examining the prevalence of ACDs in
selected Australian general practices, hospitals and resi-
dential aged care facilities. The study involved a prospec-
tive multicentre audit of health records and a self-report
survey of a subset of people whose records were included
in the audit. The study protocol has been reported else-
where."” This article focuses on the audit component of
the study. Data relevant to the survey and to clinical care
plans will be reported elsewhere. A brief summary of the
audit methodology is outlined here.

Informed consent was obtained for the survey compo-
nent of the study. The Strengthening the Reporting of
Observational Studies in Epidemiology guidelines were
followed in the reporting of this cross-sectional study."'

Setting, sample, recruitment and data collection
Participating sites were Australian general practices,
hospitals and residential aged care facilities. Health
records were audited for people aged 65 years and older
(50 years and older for Aboriginal and Torres Strait
Islander peoples) who had been admitted to hospital
or living in a residential aged care facility for more than
48 hours, and those visiting general practice on the study
day(s). Sites from all eight Australian jurisdictions were
invited to participate via expression of interest. Additional
sites were approached aiming to promote representative-
ness across sectors and jurisdictions. Participating sites
received $A100 per audited health record, to a maximum
of $A5000 per site.

Health records of people in the hospital and residential
aged care facilities settings were randomly selected from a
list of eligible people, while in general practices consecu-
tive eligible records were audited.”

Data collectors from each site were trained in the
audit methodology using a pilot-tested and standardised
approach. Data collectors were instructed to search paper
and/or electronic health records for a maximum of
15 min for ACDs and other ACP documentation. Because
ACP legislation is determined separately by each Austra-
lian state or territory, data collection occurred using a
jurisdiction-specific instrument. Data were entered and
stored on a secure cloud-based database specifically built
for this project.

Health record audit

Demographic and clinical information

Data extracted included age, gender, country of birth,
indigenous status, English language status, diagnostic
category and Eastern Cooperative Oncology Group
(ECOG) status (O=fullyactive to 4=completely disabled) 2

Presence of ACDs and other ACP documentation

For the purposes of this study, ACDs were defined as
formal documents recognised by statutory legislation
(statutory ACD) or common law (non-statutory ACD)
completed and signed by a competent adult (online
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supplementary appendix 1). Any ACP documentation
that did not meet the definition of an ACD was classified
as ‘other ACP documentation’. Data extracted during
the audit included the type and name of ACDs or other
ACP documentation identified in the health record.
Data collectors were trained to categorise located docu-
ments as statutory ACD: preferences for care, statutory
ACD: substitute decision-maker, non-statutory ACDs or
other ACP documentation. By collecting the name of
any documentation identified in the health record, it
was also possible to ensure documents were categorised
correctly, and to explore the characteristics of documents
being used. Analysis of text descriptions of the names
of documents identified indicated that 38 documents
were misclassified by data collectors during data collec-
tion. These 38 documents were recoded prior to analysis.
Specifically, 14 documents that were incorrectly classified
as statutory ACD: preferences for care were reclassified
as either statutory ACD: substitute decision-maker (n=6),
non-statutory ACDs (n=3) or other ACP documentation
(n=5). In addition, 24 documents that were incorrectly
classified as other ACP documentation were reclassified
as statutory ACD: preferences for care (n=13) or non-stat-
utory ACDs (n=11).

Outcome measures

The primary outcome was the prevalence of at least one
ACD (statutory ACD: preferences for care, statutory ACD:
substitute decision-maker and/or non-statutory ACD) in
the health record. The secondary outcome was a preva-
lence of other ACP documentation.

Statistical analysis

Statistical analyses were conducted using SPSS V.24.0
(IBM). ACD prevalence overall, and for the three types
of ACDs (statutory ACD: preferences for care, statutory
ACD: substitute decision-maker and non-statutory ACD),
was calculated for the total sample and separately for
settings and jurisdictions. The secondary outcome of
the prevalence of other ACP documentation was calcu-
lated for the full sample.

Correlates of having an ACD on file were first explored
through univariate analyses. Factors tested were: age,
gender, jurisdiction, setting, country of birth, indige-
nous status, English language status, a range of medical
conditions, morbidity and ECOG status. Variables with
univariate associations of p<0.15 were entered simulta-
neously into a multivariate logistic regression model to
identify factors that characterised people with ACDs from
those without. For this step, the level of statistical signif-
icance was lowered to 0.05. The multivariate analysis is
presented here. ORs for having at least one ACD on file
are reported, together with 95% CIs. In a supplementary
logistic regression analysis, data were weighted for age,
gender and jurisdiction to compensate for underrep-
resentation from the younger (65-75 years) cohort and
overrepresentation from females and people living
in Victoria. Weighting was conducted using the latest

Table 1 Characteristics of study sites (n=51)

Characteristic n (%)
Jurisdiction
Australian Capital Territory 1(2.0)
New South Wales 14 (27.5)
Queensland 7 (13.6)
South Australia 5(9.8)
Tasmania 1(2.0)
Victoria 23 (45.1)
Sector
Hospital 12 (23.5)
Residential aged care facility 26 (51.0)
General practice 13 (25.5)
Location
Metropolitan 28 (54.9)
Rural or regional 23 (43.1)
Service funding
Government 12 (23.5)
Not for profit 22 (43.1)
Private 17 (33.4)

Australian Bureau of Statistics data.* To account for
variables with low cell counts in the weighted analysis, 10
people who were of indigenous background and aged less
than 65 years were excluded from the analysis and the
three smallest jurisdictions (Australian Capital Territory,
South Australia and Tasmania) were combined.

Patient and public involvement

People whose health records were included in the audit
were not involved in the design nor in the recruitment
or any other aspect of conducting the study. Results of
the study cannot be directly shared with participants as
only de-identified data were collected, however, academic
outputs will be publicised through community networks,
social media and traditional media channels. All sites and
jurisdictions involved in the study have been provided
with de-identified individualised reports of study findings,
including how their site/jurisdiction compares to others.
The specific intent of providing these reports is to inform
service-level initiatives and future ACP programmes and

policy.

RESULTS

Data were collected from 51 sites between September
2017 and January 2018. All jurisdictions except the
Northern Territory and Western Australia were repre-
sented (table 1).

From a total of 2298 audited records, 13 records were
excluded because ages were outside specified criteria,
leaving 2285 participants. Sample characteristics are
presented in table 2.

Detering KM, et al. BMJ Open 2019;9:€025255. doi:10.1136/bmjopen-2018-025255


https://dx.doi.org/10.1136/bmjopen-2018-025255

Open access

I

Table 2 Sample characteristics* (n=2285)

Characteristic

Age

Years Median=83.0;

IQR=15

Sex

Male 885 (38.7)

Female 1400 (61.3)
Healthcare setting

General practice 503 (22.0)

Hospital 574 (25.1)

Residential aged care facility 1208 (52.9)
Jurisdiction

Australian Capital Territory 31 (1.4)

New South Wales 655 (28.6)

Queensland 351 (15.4)

South Australia 239 (10.4)

Tasmania 50 (2.2)

Victoria 959 (42.0)
Country of birth

Australia 1343 (58.7)

Other 536 (23.5)

Missing 406 (17.8)
Indigenous status

Aboriginal and Torres Strait Islander 27 (1.2)

Non-Aboriginal and Torres Strait 2090 (91.4)

Islander

Missing 168 (7.4)
Speaks English

Yes 1804 (78.8)

Interpreter required 73 (1.3)

Missing 408 (17.9)
Medical conditiont

Circulatory system (yes) 1452 (63.5)

Musculoskeletal and connective tissue 1293 (56.5)

(ves)

Dementia (yes) 719 (31.5)

Urinary/excretory, reproductive (yes) 719 (31.5)

Endocrine, nutritional, metabolic 673 (29.5)

disorders (yes)

Neurological system (yes) 638 (27.9)

Gastrointestinal system (yes) 627 (27.4)

Respiratory system (yes) 626 (27.4)

Mental lliness (yes) 534 (23.4)

Cancer (yes) 458 (20.0)

Other (yes) 369 (16.1)
Morbidity

Unimorbid 263 (11.5)

Continued

Table 2 Continued

Characteristic

Comorbid 441 (19.3)
Multimorbid 1581 (69.2)
ECOG statust
0 82 (3.6)
1 144 (6.3)
2 327 (14.3)
8 761 (33.3)
4 292 (12.8)
Missing 679 (29.7)

Cannot carry on any self-care; confined to bed or chair more than
50% of waking hours; confined to bed or chair.*'

*Reported as median and IQR for continuous variables and as
frequency (percentage) for categorical variables.

TParticipant may have more than one medical condition.

FECOG performance status grades: O=fully active, able to carry on
all predisease performance without restriction; up and about more
than 50% of waking hours; 1=restricted in physically strenuous
activity, but ambulatory and able to carry out work of a light or
sedentary nature; 2=ambulatory and capable of all self-care but
unable to carry out work activities; 3=capable of only limited self-
care; 4=completely disabled.

ECOG, Eastern Cooperative Oncology Group.

Prevalence of ACDs

Prevalence rates are summarised in table 3. The overall
prevalence of having at least one ACD was 29.8%.
Non-statutory ACDs were the most common ACDs identi-
fied (20.9%), followed by statutory ACD: substitute deci-
sion-maker (10.9%) and statutory ACD: preferences for
care (2.7%). There were 24 differently named non-stat-
utory ACDs (online supplementary appendix 2). Almost
all (94.6%) ACDs were identified within 5min and most
(80%) were found within paper-based records.

People in residential aged care facilities were signifi-
cantly more likely to have an ACD (47.7%) than
people in hospitals (15.7%) or general practice (3.2%),
2°(2)=409.36, ¢=0.42 (95% CI 0.39 to 0.46), p<0.001.
Overall, prevalence rates were highest in South Australia

(53.1%).

Correlates of ACDs

Based on univariate analyses, age, gender, jurisdiction,
setting, musculoskeletal conditions, dementia, mental
illness, urinary/excretory and reproductive conditions,
cancer, morbidity, and ECOG status were associated with
the presence of an ACD and were included in multivar-
iate analyses. The variable ‘jurisdiction’ was subsequently
excluded because a low count in one cell (n=31) intro-
duced instability to the model. To account for missing
data on the ECOG variable (n=674), we attempted
multiple imputation. However, this approach was inef-
fective because although it boosted sample size, it also
greatly increased the variance and reduced the efficiency
of the model. Thus, for the purposes of the regression
model, the 674 participants with missing data on the

Detering KM, et al. BMJ Open 2019;9:025255. doi:10.1136/bmjopen-2018-025255


https://dx.doi.org/10.1136/bmjopen-2018-025255

Table 3 Prevalence of ACDs (n=2285)

At least one ACD

Type of ACD*

Statutory ACD:
preferences for

Statutory ACD:
substitute decision- Non-statutory

overall care maker ACD
n (%) n (%) n (%) n (%)
Total sample (n=2285) 682 (29.8) 62 (2.7) 250 (10.9) 477 (20.9)
Healthcare sector
General practice (n=503) 16 (3.2) 1(0.2) 11 (2.2) 5(1.0)
Hospital (n=574) 90 (15.7) 15 (2.6) 68 (11.8) 33 (5.7)
RACF (n=1208) 576 (47.7) 46 (3.8) 171 (14.2) 439 (36.3)
Jurisdiction
Australian Capital Territory (n=31) 0 (0.0) 0 (0.0 0 (0.0) 0 (0.0)
General practice - - - -
Hospital - - - -
RACF 0(0.0) 0 (0.0) 0 (0.0) 0(0.0)
New South Wales (n=655) 241 (36.8) N/A 19 (2.9) 235 (35.9)
General practice 5(4.3) N/A 4 (3.5) 1(0.9)
Hospital - N/A - -
RACF 236 (43.7) N/A 15 (2.8) 234 (43.3)
Queensland (n=351) 141 (40.2) 24 (6.8) 81 (23.1) 67 (19.1)
General practice 1(2.9) 0 (0.0) 0(0.0) 1(2.9
Hospital 36 (21.7) 10 (6.0) 29 (17.5) 2(1.2)
RACF 104 (69.3) 14 (9.3) 52 (34.7) 64 (42.7)
South Australia (n=239) 127 (63.1) 33 (13.8) 97 (40.6) 39 (16.3)
General practice - - - -
Hospital 5(8.9) 2 (3.6) 3(5.4) 1(1.8)
RACF 122 (66.7) 31 (16.9) 94 (51.4) 38 (20.8)
Tasmania (n=50) 7 (14.0) N/A 6 (12.0) 1(2.0)
General practice - N/A - -
Hospital — N/A — —
RACF 7 (14.0) N/A 6 (12.0) 1(2.0)
Victoria (n=959) 166 (17.3) 5(0.5) 47 (4.9) 135 (14.1)
General practice 0(2.8) 1(0.3) 7 (2.0) 3(0.8)
Hospital 49 (13.9) 3(0.9) 36 (10.2) 30 (8.5)
RACF 107 (42.1) 1(0.4) 4(1.6) 102 (40.2)

A dash (-) indicates a particular sector/jurisdiction that was not represented in the study. N/A indicates a document that is not available in a

particular jurisdiction.

*Participants may have more than one type of ACD.
ACD, advance care directive; RACF, residentialaged care facility.

ECOG variable (29.6% of the total sample) were removed
using listwise deletion.

Results of the multivariate logistic regression analysis
are presented in figure 1. There were higher odds of
having an ACD for those who were in a residential aged
care facility or hospital compared with general practice
(OR 27.04; 95% CI 6.44 to 113.60and OR 7.94; 95% CI
1.89 to 33.44, respectively), and for those rated as ECOG
grades 2, 3 or 4 (moderate to very severe disability)
compared with those rated as ECOG grade 0 (fully active;

OR 4.26; 95% CI 1.61 to 11.29, OR 2.91; 95% CI 1.11 to
7.60and OR 3.53; 95% CI 1.32 to 9.40, respectively).
After the data were weighted for age, gender and juris-
diction, the overall prevalence of ACDs was reduced to
21.4%. Using the weighted data, the results of the multi-
variate logistic regression model showed that healthcare
setting no longer significantly predicted the presence
of an ACD in the health record. However, several other
variables became significant in the weighted model: there
were higher odds of having an ACD for those who were
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Age: years
Gender: female vs male
Healthcare setting: hospital vs GP*

Healthcare setting: RACF vs GP*
Musculoskeletal/connective condition: yes vs no
Dementia: yes vs no

Urinary/excretory, reproductive condition: yes vs no
Mental illness: yes vs no

Cancer: yes vs no

Morbidity: co-morbid vs unimorbid

Morbidity: multi-morbid vs unimorbid

ECOG status: 1vs 0

ECOG status: 2 vs 01

ECOG status: 3 vs 0f

s oo

ECOG status: 4 vs 0f

Figure 1

Odds ratio

ORs for factors associated with having at least one advance care directive (n=1606). R?>=0.17 (Nagelkerke). Model

+*(15)=206.47, p<0.0001. Bars represent 95% Cls. Factors for which the 95% CI does not include the value of 1 (indicated
by the grey line) are statistically significant. An OR of 1 indicates no association between a predictor variable and the odds of
having an ACD. 1P<0.05 compared with reference category. ECOG, Eastern Cooperative Oncology Group; GP, general practice;

RACEF, residentialaged care facility.

older (OR 1.03;95% CI 1.01 to 1.05), those with a urinary
or reproductive condition (OR 1.63;95% CI 1.17 to 2.25),
those with cancer (OR 1.93; 95% CI 1.29 to 2.87) and
those rated as ECOG grade 1 (low disability) compared
with those rated as ECOG grade 0 (OR 6.15; 95% CI 1.37
to 27.54). Consistent with the unweighted model, there
were also higher odds of having an ACD for those who
were rated as ECOG grades 2, 3 or 4 compared with those
rated as ECOG grade 0 (OR 16.88; 95% CI 4.19 to 67.94,
OR 19.35; 95% CI 4.80 to 77.97and OR 20.60; 95% CI
5.01 to 84.67, respectively). Full results of the weighted
model are presented in online supplementary appendix
3.

Prevalence of other ACP documentation

The prevalence of other ACP documentation was 21.6%
(n=493). Of the 493 people with other ACP documenta-
tion, 457 (93%) only had other ACP documentation (ie,
did not also have an ACD). Therefore, 20% of the total
sample of 2285 records contained only other ACP docu-
mentation. Only 20% of other ACP documentation was
written by the person themselves. There were 37 differ-
ently named types of other ACP documentation (online
supplementary appendix 4).

DISCUSSION

This study found that approximately one-third of older
Australians in selected general practices, hospitals and
residential aged care facilities had at least one ACD in
their health record. Most of these (21%) were non-stat-
utory documents, despite the availability of legislated
documents in most Australian states and territories. Less
than 3% of the sample completed a statutory ACD: pref-
erences for care, and only 11% completed a statutory
ACD: substitute decision-maker. The odds of having an
ACD were higher in residential aged care facilities than
hospitals and general practices, with considerable varia-
tion between jurisdictions. The odds of having an ACD

were also higher for those with functional impairment. In
addition, 20% of people had ACP documentation other
than ACDs in their files, showing that approximately
50% of participants had some form of ACP. However,
there was an extensive range of documents used (24
different non-statutory ACDs and 37 different other ACP
documentation).

This study found that, despite ACDs being governed
by specific legislation across most Australian jurisdic-
tions, non-statutory ACDs were much more likely to be
identified. Traditionally, statutory ACDs have predom-
inantly focused on limitations of treatment, whereas
non-statutory documents have focused on the person’s
values, goals and reasoning behind decisions. Thus,
non-statutory ACDs have been perceived as being more
flexible and applicable to various future medical situ-
ations.® '* However, lack of clarity regarding the legal
status of non-statutory ACDs may reduce clinician confi-
dence and therefore the likelihood that preferences
are actually followed in practice.®** Statutory ACDs also
have procedural safeguards to protect against freedom
from duress, fraud or undue influence.® ¥ % However,
witnessing and other procedural requirements also
present barriers to completion.’ Recently, values-based
elements have been included within statutory ACDs
in some jurisdictions in Australia (online supplemen-
tary appendix 1, table 2). There is also increased access
to education for people and practitioners to facilitate
completion of statutory ACDs." These approaches aim
to support improved flexibility and promote oppor-
tunities for valid completion of statutory ACDs while
also providing legal clarity and protections for persons,
substitute decision-makers and clinicians. Furthermore,
there have been calls in Australia to standardise and
simplify ACDs, and to harmonise legislation.6 1428 A
large number of different types of documents identified
in this study (online supplementary appendices 2 and 4)
support these efforts.
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People in residential aged care facilities were signifi-
cantly more likely to have an ACD than people in hospi-
tals or attending general practice. As providers of care to
one-third of people approaching the end of life, residen-
tial aged care facilities play a vital role in facilitating ACP
and enacting ACDs where they exist.” * The lower prev-
alence in hospitals and very low prevalence in general
practices suggests that further efforts are needed to
increase uptake of ACP in these settings, and to under-
stand barriers to this occurring.

It is estimated that approximately 30% of people
admitted to hospitals are likely to be in their last year
of life,Y” highlighting the important role hospitals
have in supporting people to participate in ACP and
to develop, review, update or enact ACDs.> # However,
research suggests that inadequate systems, support struc-
tures and ACP training for clinicians in hospitals can
lead to a reluctance to have conversations and develop
ACDs.”*% Addressing these barriers would be beneficial
to increasing uptake in the hospital sector.

In addition, while general practitioners are well
placed to hold ACP conversations given their often long-
standing and trusted relationships with patients,* *!
ACP conversations require time and effort, and in most
circumstances, cannot be completed on a single visit. The
pressure of managing conflicting patient and clinician
priorities within short appointments and the absence
of suitable remuneration can discourage primary care
providers from dedicating time to ACP.*® Increasing ACP
in primary care could be supported through the inclu-
sion of ACP into routine health assessments, encour-
aging a multidisciplinary approach and using funding
for regular consultations to facilitate remuneration for
the time required.” ** * For the true potential of ACP to
be achieved across all health sectors, a system-wide and
multifaceted approach to ACP implementation is neces-
sary. Key elements include increasing community aware-
ness and uptake earlier in illness trajectories, provision of
training and support for clinicians and aged care workers,
and improving storage and accessibility of ACDs at the
point of care,!3 1423244852

Prior to weighting for age, gender and jurisdiction,
the odds of having an ACD were higher for people
with functional impairment. It is likely that people with
greater dependency engage more regularly with health-
care services and that functional impairment acts as an
ACP trigger. Progressive disability may also increase the
relevance of ACP for individuals.”> However, people with
other conditions, including dementia and cancer, were
no more likely to have ACDs than people without these
conditions. Future ACP implementation and policy
should continue to promote ACP among people with all
serious, progressive and chronic conditions.”**

After weighting for age, gender and jurisdiction, the
overall prevalence of ACDs was reduced from 30% to
21%. The weighted model also showed greater odds of
having an ACD for people who were older, people with
a urinary or reproductive condition and people with

cancer. The study sample was under-represented in the
younger cohort (6575 years) and over-represented in
females and the jurisdiction of Victoria in comparison
to the general Australian population, making it diffi-
cult to draw firm conclusions about the weighted anal-
ysis.*” Nonetheless, given the weighted regression model
increased the effect of the younger cohort of the sample
(those aged 65-75 years) on the results, it is likely that
these younger age groups were more likely to have an
ACD if they had a urinary/reproductive condition or
cancer. Further research among this age cohort would
help to clarify these findings.

Consistent with previous work,* ACD prevalence rates
varied between jurisdictions. However, results should be
interpreted with caution given not all jurisdictions were
similarly represented. Future prevalence studies should
aim to recruit more representative samples. Neverthe-
less, variation in legislative frameworks and policy across
Australia is likely to contribute to observed differences.*’

The overall ACD prevalence found here was higher
than previous Australian estimates, which range from
0.2% in residential aged care facilities,” to 13% among
older persons in emergency departments,™ to 14% among
community participants,”’ to 11%-22% for recognised
legal ACDs among adults in South Australia.” Past studies
have typically focused on prevalence estimates for one
type of ACD. The higher prevalence reported here may
reflect the inclusion of statutory and non-statutory ACD
and may also relate to the age of the population studied.
A recent South Australian study found that ACDs were
most common among those aged 65 years and over.

From an international perspective, the results found in
this study are comparable to a recent systematic review of
150 studies in the USA, which reported an average ACD
prevalence of 36.7%.% However, other international ACD
prevalence estimates vary. In aged care settings, preva-
lence rates range from 11%-36% in Germany,”®*" to 16%
in Taiwan,” to 59% in the USA.* In general practice, a
prevalence of 33% was found in one European study™
while a Canadian study reported an ACD prevalence of
20%.%" In the hospital sector, ACD prevalence rates of
12%-26% have been reported in studies in the USA.**
Apart from any actual differences between jurisdictions
internationally, these varying prevalence estimates are
likely to reflect a wide range of methodologies and study
populations and variation in the quality of studies.

In this study, a prospective multisite audit methodology
was used in an attempt to overcome the potential bias
inherent in other methodologies, such as self-report and
retrospective design. This study also used a standardised
approach to audit methodology and ACD classification,
with the aim of facilitating meaningful comparison
between sites. However, recruitment was via expression
of interest and this may have resulted in selection bias
towards sites with an interest in ACP. This, together with
the lack of representation across jurisdictions and health
sectors, limits the extent to which the findings are gener-
alisable across Australia. Given the audit methodology
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used, it is not possible to determine quality and extent
of ACP conversations known to be an important deter-
minant of a successful ACP programme.*® An additional
limitation of the audit methodology is that it is unknown
whether the presence of any ACDs or a specific type of
ACDs translates into care that is consistent with the
person’s preferences, the ultimate goal of ACP." None-
theless, using a standardised audit methodology allows
for scalable national measurement of documentation
of completed ACDs, which is one key component of
ACP. Finally, missing data on the ECOG status variable
(affecting approximately 20% of the sample) may limit
the findings related to predictors of ACD completion.

The findings of this study provide a number of avenues
for further implementation activities and research, not
only within the Australian context, but also internation-
ally. This could include understanding how individuals
conceptualise and make decisions regarding ACP, how
clinicians use ACDs, whether there are particular types
of ACDs that are more useful, and the utility of other
ACP documentation in improving care consistent with
a person’s preferences. Furthermore, improved under-
standing regarding the facilitators and barriers to ACP
uptake in general practice, hospitals and residential aged
care facilities, and the potential consequences of not
having an ACD available to guide medical decision-making
at the point of care is necessary if the maximal value of
ACP and ACDs is to be achieved.

CONCLUSION

This study provides one of the most detailed and compre-
hensive estimates to date on ACD prevalence in Austra-
lian general practices, hospitals and residential aged care
facilities, as well as one of the largest multisite data sets
regarding ACD prevalence among older people interna-
tionally. Overall, approximately 30% of older Australians
had at least one ACD documented in their health record,
and the majority of these were non-statutory documents.
The correlates of ACD completion were greater func-
tional impairment and being in an aged care facility
or hospital compared with attending general practice.
Further work is required to increase the uptake of ACP
and documentation of preferences in ACDs. This might
include greater promotion of ACP, particularly among
high-risk populations, public and health professional
education campaigns supporting the use of statutory
ACDs, and efforts to standardise documentation within
and between Australian jurisdictions. Using standardised
measurement of ACD prevalence will facilitate evalua-
tion of implementation efforts and support meaningful
comparisons within Australia and internationally.
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