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ABSTRACT:

Introduction: Advance care planning (ACP) and advance care
directives (ACDs) play a vital role in preparing for end-of-life care.
However, current literature suggests that uptake of ACP and ACDs
in rural Australia is low, which may contribute to lower quality care
for the older rural population, as patients’ end-of-life wishes may
not be recognised and acknowledged. This study aims to provide a
current perspective on the attitudes and practices of healthcare
workers from residential aged care facilities towards ACP and ACDs
in the central west, far west and Orana regions of New South
Wales, Australia.

Methods: This was a mixed-methods study incorporating
anonymous survey and individual interviews. Healthcare workers
from 12 residential aged care facilities within the studied region
completed surveys (n=109). The 40-item survey assessed
participant demographics, training and experience with ACP and
ACD, attitudes towards ACP and ACDs, and barriers and facilitators
towards the use of ACP and ACDs in their organisation. Five
participants were interviewed to explore these issues in more
depth.

Keywords:

Results: Almost three-quarters (71%) of respondents thought that
ACP is necessary while almost half (48%) were involved with >5
ACD:s in the past 12 months. Formal training was seen as beneficial
by most (81%) but the importance of practical experience was also
acknowledged. No statistically significant differences were found in
attitudes between those with <5 years and those with >5 years of
experience. Avoidance of unnecessary resuscitation was a
consistent theme in all interviews and the potential of a nurse-led
model of delivery was identified. Patient factors such as decreased
capacity to make informed decisions were identified as barriers
that could be circumvented by pre-emptive implementation of
ACP discussion. The rural setting was identified as a facilitator due
to a supportive community, which helped to mitigate barriers such
as limited staffing.

Conclusions: Attitudes towards ACP in rural New South Wales are
highly positive. The rural setting is a facilitator to ACP, and ACDs
are approached in a multidisciplinary fashion. Further training is an
identified need although on-the-ground experience may be more
beneficial.

advance care planning, advance care directives, Australia, community healthcare, end of life care, residential facilities.
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Introduction

Advance care planning (ACP) is a discussion exploring the issues
pertaining to a person’s end-of-life experience®. It involves an
understanding of their medical condition, belief networks, values
and preferences!, and empowering them to communicate these
desires for medical treatment as they begin to lose capacity?3. The
concept of ACP revolves around the principles of autonomy, legal
consent, dignity and avoidance of suffering?43. An advance care
directive (ACD) formally records the decisions reached during ACP
by an adult with capacity®>® and it is a legally binding document in
the Australian state of New South Wales (NSW)7.

ACP, and its formal record in an ACD, is of vital importance for the
communication of a person’s wishes surrounding their death to
the healthcare system and healthcare workers!. Although there are
no statutory ACDs in NSW, common law states that clear
unambiguous details within an ACD made by a capable adult
about treatment that person does not wish to receive must be
respected if applicable to the medical situation at hand?.

ACP is particularly relevant to the increasing ageing Australian
population, with over one-third of acute admissions and half of the
total number of bed days estimated to be taken by those aged
over 65 years by 2050, ACP has been shown to reduce hospital
admissions and treatment performed under the premise of
medical interventionism, and to facilitate access to palliative
care®-11 This emphasises the necessity for organisations such as
aged care service providers to encourage the uptake of ACP/ACDs
among their clients, as a time of acute care is not the optimal time
for such discussions!. By better understanding the current

facilitators and barriers surrounding ACP, improvements can be
made to foster an increase in uptake of ACDs.

Research surrounding ACP in Australia is still evolving'13 but
current evidence suggests that uptake of ACP and ACDs among
1314 which is

concerning for older people living in these areas as ACP plays an

healthcare workers in rural Australia is low

important role in end-of-life care. Previous Australian research has
explored the perspectives and attitudes of general practitioners
(GPs) and nurses to ACP'316 but, to the authors’ knowledge, the
perspectives of healthcare workers in residential aged care facilities
(RACFs) have not been comprehensively examined, particularly in
western NSW where the present study is situated. The present
mixed-methods study therefore sought to provide a current
perspective on the attitudes and practices of healthcare workers
from RACFs towards ACP and ACDs in western NSW. A secondary
aim was to examine the influence of experience in aged care on
attitudes and practices.

Methods

A cross-sectional survey of current practices and attitudes towards
ACP was conducted among healthcare workers of private RACFs in
the central west, far west and Orana regions of NSW between July
and November 2016. Fifty-six eligible RACFs were identified from
the Department of Health's NSW aged care service list17.

A questionnaire in English was developed (Appendix A) by the

researchers, drawing on published ACP documents'® and informed

19,20

by previously published surveys in the area . The survey tool

was designed to delve in more depth into the perspectives and



attitudes of healthcare workers than previously published tools
have done. Demographic information, as well as details regarding
experience in aged care and ACP, were primarily collected through
use of closed-end questions. Five-point Likert-type scales were
used to collect information about respondents’ knowledge, patient
factors, personal factors and communication regarding ACP. A
focus group of two nursing staff pilot tested the survey and their
recommendations were incorporated into the final version before
it was distributed.

Hard copies of surveys, complete with participant information
sheet and reply-paid envelopes, were mailed to RACFs following
an initial contact call to 56 eligible RACFs'7 to gain their consent
and an estimate of staff numbers.

Inclusion criteria were professional healthcare staff (including but
not limited to nurses, doctors and allied health professionals) of
private RACFs in the study region. Respondents in roles not
professionally involved with the care of residents in the facility
were excluded from the study, including carers.

Survey data were de-identified prior to entry into a Microsoft Excel
2016 database for descriptive analyses. Chi-square tests, or Fisher's
exact test where appropriate, were used to examine the
relationship between experience, information seeking regarding
ACP and participation in ACP discussions. A Mann-Whitney U-test
was performed with the subgroups of those with less than 5 years
of experience and those with greater than 5 years of experience
working in aged care to compare their perspectives and attitudes
towards ACP. Statistical analyses were performed, using SPSS
Statistics v22 (IBM, https://www.ibm.com/au-en/marketplace/spss-
statistics), with a p-value of <0.05 considered to be significant.

Survey participants could elect to provide their contact details for
participation in a semi-structured interview that further explored
their perceived barriers and enablers to ACP. Questions used to
guide the interviews were derived from topics in the survey and
review of the literature (Appendix B). Purposive sampling was used
to select interview participants with different roles and durations of
work in aged care. Written informed consent was obtained from all
prospective participants prior to conducting the interview. To
ensure consistency, interviews were conducted via telephone by
one investigator (AA) and recorded for transcription and analysis.

All interviews were transcribed verbatim and de-identified prior to
analysis. Two investigators (LL and PB) independently analysed the
transcripts using a thematic analysis approach. Coding reports
were summarised and cross-checked. Where divergent
interpretations occurred, further discussion and review of the
qualitative data occurred until consensus on the themes and
subthemes was reached.

Ethics approval

Ethics approval was granted by the Western Sydney University
Human Research Ethics Committee (approval H11327).

Results

Data presented herein represent a synthesis of the quantitative
survey data and qualitative interview data.

Participants

A total of 109 completed surveys from 12 RACFs were returned.
Respondents spanned all age categories, with the majority
(78%; 82/105) aged between 35 and 64 years (Table 1). Just over
half (54%; 56/105) have spent greater than 10 years working in
aged care and the majority of respondents were nurses

(79%; 83/105).

With regards to personal experience with ACP and ACDs,

49% (52/105) had been involved with ACPs at some point in their
career. Of those, 48% (25/52) and 38% (20/52) had completed five
or more ACP discussions and ACDs in the previous 12 months,
respectively. 53% of all respondents (55/103) had some form of
formal ACP training, while 63% (65/103) had formally or informally
sought advice about conducting ACP. Informal training from
experienced staff in their facilities and formal training such as
seminars were reported to be the most frequently accessed
sources of advice by the survey participants.

Four in-depth interviews were conducted with five participants
(one interview included two participants who had made prior
arrangements between themselves to be interviewed together).
Demographic details of interview participants are described in
Table 2.

Association between experience, training, information seeking
and involvement in advance care planning

There was an association between formal training in ACP,
information seeking regarding ACP and involvement in ACP. Those
with formal training in ACP were significantly more likely to have
sought information about ACP (X?=18.576; degrees of freedom
(df)=1; p<0.001) and been involved in ACP (X?=7.147; df=1;
p=0.008).

Years of experience was dichotomised into less than 5 years of
experience and 5 years or more for the purposes of analysis. Those
with 5 years or more experience were more likely to have
participated in ACP than those with less than 5 years of experience
(X?=4.685; df=1; p=0.030). The same association was not observed
between years of experience and formal training in ACP

(X?=0.354; df=1; p=0.552) or seeking information regarding ACP
(X?=0.723; df=1; p=0.395).



Table 1: Demographics and personal experiences with advance care planning and advance care directives of survey
respondents (n=109) working in residential aged care facilities in western NSW

Characteristic n (%)
Age (years; n=105)
<20 1 {1.0)
20-28 11.(10.5)
30-39 17 {18.1)
40-49 20 (19)
S0-59 37 (35.9)
60-68 19 (18.1)
Sex (n=105)
Male 1110
Female 94 (89
Tranzgendar 1{1)
Mon-English speaking background (n=104)
Yot 1{11)
No 93 (89
Languages spoken al home by non-Englsh speaking
background (n=13) 1{1.0}
Cubano 2(2.0)
English 1{1.0)
German 3 (30)
:j‘mldl | 4(38)
alayalam
e 55;" 2{20
Profession (n=105)
Asgistant in nursing A6 (44)
Enrolled nurse 4 (3.8)
Registered nurse 33 (31)
Occupational therapist 1{1.0}
Dwversional therapist 4 (3 8)
Declor 4(30)
QOther 13 (12)
Yoars worked in aged care (r=108)

E 10 (9.5)
34 20 {19)
58 19 {12)
10-18 31 (30)
é&;g 13 (12)

1111
4049 101)
Had formal traming aboul performmg ACET (n=103)
Yes 56 (53
No 48 (47)
Souwght information about performing ACP? (n=103)
Yes 65 (63
Mo 38 (36)
Ever been involved in ACPT (n=105)
Yes 52 (48
No 53 (51)
MNumkber of ACP discussions in past 12 months (n=52)
1{2)
1-2 12 (23)
34 14 (27)
&8 10{18)
=10 15 (28)
MNumber of ACDs completed in past 12 months (n=52)
0 3 {6)
12 15 (29)
3-4 14 (27)
5-8 5{10)
=10 15 (26)

ACD, advance care directive. ACP, advance care planning.

Table 2: Characteristics of interview participants (n=>5)

Interview Profession Age Years worked in aged care | ACPs | ACDs
(years)

1t Assistant care manager 60-64 30-39 34 34

1t Care manager Further details not available

2 Aged care team 55-59 30-39 1-2 0

3 Reqgi: d nurse 40-44 5-9 =10 =10

4 Registered nurse 45-49 20-29 =10 =10

T Interview 1 involved two participants, and the transcript did not distinguish between them.
ACD, advance care directive. ACP, advance care planning.



Table 3: Assessing attitudes and practices regarding advance care planning in residential aged care facilities in western NSW

Strongly | Disagree | Neutral Agres Strongly Hot
disagree agree | applicable
| think: (n{%])
ACP is unnecessary. T | W0y 515 5(5) & 010)
I can manage end-of-life patient care without A2 (41) 30 (28) 20 (18) B(B) 2 [ ()]
an ACD.
ACP is complicated 18 (17) 38 (36) 21 (189) 21(18) a(8) 0(0)
ACP is not refevant to aged care, 81(74) 22 (20) 2(2) 2(2) 2{2) 0{0)
An ACD is the same thing 35 3 DNR/NFR, 48 (46) 35 (33) 3(3) 16 (15) 3(3) (1)
ACP i solely the responsibilty of the patient's | 51(48) | 50 (47) 3(3) 2(2) 0 0(0)
doetar.
ACDs cannot be changed once written and 54(51) | 42 (40) 6 (6) 212) 2(2) 010)
signed.
ACHWS shouid be competent at ACP. B(8) 5(5) 10(9) | 48 (43) a5 (33) oo
Imtiating ACP discussions rs mare dificult i 25 (23 45 (42) 2321 | 10y 111 o
the rural safting than in the mafropolifan
sotling
11 am: (n(%))
Don't have time fo conduct ACP discussions. 21(19) | 52(48) | 19017) | 14(13) 3(3) 0 10)
L talking about death. 30(28) | s2(48) | 15014 | 10(8) 101) 010)
Not trained enough in how fo conduct AGP 13(12) | 31(29) | 15(14) | 37 (34) | 12(11) 010)
discussions,
Would like to gain skils in conducting ACP ) 7(6) 12(14) | 52(48) | 36(23) 1)
discussions,
When discussing end-of-life care, it is
Impartant that the patlent: (a{%])
Speaks the same language as me. 13(12) 13(12) 23 (21) 38 (35) 20 (19) 1(1)
Haz a good relationship with me. 5(5) & (6) 1817} | 51(47) 29 (27) o)
Does not have a cognitive deficil or dementia 10(9) 21 (20) 12(11) | 42(3: 20 (19) 2(2)
Can comprehand and make informed 3(3) & (6) 13(12) | 53 (49) | 34(21) 0{0)
decisions abouf their options for advance care.
Has a cooperative family. 41(4) 2105} 19(18) | 46(43) 32 (30) o
Has no physical limitations fo communication | 12 (12) | 20 (28) | 18(18) | 28(27) | 14(13) 1)
(g stroke, deafness, mute).
Haz obtained up to secondary level education. | 45 (42) 8 (35) 13(12) 7 (B} ] 2i2)
Comnes from & low SoCoeconomic 59 (58) 3303 BiB) 58} 33 2{2)
background
Cames from a high socioeconomic 50(58) | 3a(a1) 718) 4(9) 33 2(2)
background
Has adequate social supports. 14{13) | 16(15) | 19(18) | 41(38) | 17(16) 1(1)
P E——— 2(2) 101y 22(25) | 44 (51) | 17(20) 1(1)
If | were to conduct an ACP discussien, |
would ba likely to ask about their view on:
{n[%])
Level of palliation, pain refiel, and analgesia. 1{1) 242) 5(8) 50 (46) 49 (45) 0(0)
Feeding abibty (eg oral mlake, lube feeding, 101 202 33 59 (54) 41 (38) 33
ate)
Breathing abifily (eg supplenmental ocygen, 00y 1(1) 4(4) 60 (55) 44 (40) [ (1))
venbialon, elc)
ion feg chest 00} 1{1} 4(4) AT (44) 56 (52) 0{0)
defibrillation, elc )
Kidney dialysis. 1{1) B(8) A7 (16) 48 (46) 28 (26) 3(3)
Bladder and bowel continencescantrol 00 12(11) | 1403) | 5T(52) | 23{1) 3(3)
Mobility (e.g. bed-bound, assistance, aids, 00} 9(8) 16(15) | 57(53) | 24 (22) 2(2)
ofe ).
Ability to read, write, and falk 0(0) 13(12) | 28(28) | 50(46) | 16(15) 1(1)
Ability to have a conversation with athers. 0o 11(10) | 22(20) | SB(53) | 17(16) 101
“Ability to perform persanal grooming and 00} 15(14) | 1T (16) | 51(47) | 23(21) 2(2)
dressing.
Personal, religqious, and spintual care 0(0) 1) 4(4) 61 (56) | 42 (30) 0{0)
requests.
Enjoyment of life L] 33 e oF (33 41 (38} 111
Who they would nominate fo make decisions 00y 00y 6 (B) 41 (38) 62 (5T) o (D)
about their care once they wene unable to
themsehves.
Choice of where lo receive end-ol-life care (eg | 0 (0) 00) 33) | A4(40) | 62(57) 010)
at home, hospital, ACF, no preference).
Tissue, argan, andior body donation. 1 & (8) 21(19) | 43 (40) a4 31) L]
Docurnentng therr end-of-ife wishes into an 0o 0o 414 33 (30 0 (54} 2{2)
ACD

ACD, advance care directive ACHW, aged care health worker. ACP, advance care planning DNR, do not resuscitate. NFR, not for

resusclation

Utility and uptake

Respondents recognised the importance of ACP in RACFs (Table 3),
with the majority strongly disagreeing with the statements ‘ACP is
unnecessary’ (71%; 77/109) and ‘ACP is not relevant to aged care’
(74%; 81/109). Most respondents understood that there was more
to an ACD than just being a ‘do not resuscitate’ (or ‘not for
resuscitation’) order (79%; 84/107) and that they can be revised as
the situation changes (91%; 96/106).

Almost three-quarters of respondents (70%; 72/103) indicated that
end-of-life care of patients is more manageable for them when an
ACD is in place. Most indicated that they thought ACP was a
responsibility of all aged care health workers, who should be
competent in the practice. Just over half of participants disagreed
with the statement that ACP was complicated (53%; 57/108) and
when asked about the rural setting making ACP more difficult,

65% (70/107) of respondents disagreed that it was an issue.

Overall, the majority of respondents were comfortable talking
about death (76%; 82/108) and thought that they did have enough
time to conduct ACP discussions in the workplace (68%; 73/108).
Regarding the statement 'l am not trained enough in how to
conduct ACP discussions’, respondents were relatively evenly split,
with 45% (49/108) responding in the affirmative and 41% (44/108)
responding in the negative to this statement. Despite this
difference, most respondents (81%; 88/109) said they would like to
further their skills in conducting ACP discussions.

Most agreed (76%; 21/27) that ACDs should be revisited every
12 months. All interviewees thought that they should be revisited
when the patient’s clinical condition deteriorates or new
information arises.



I don't think we'd really have time to be revisiting them more
often than annually. If there’s ... a rapid decline in the person’s
condition, we would revisit that again with their appointed
power of attorney. (Interview 1)

The utility of ACDs lies in their pre-emptive nature of addressing
uncomfortable questions and scenarios while the patient is of full
mental capacity and time is available for comprehensive
discussions. Almost all survey respondents (94%; 103/109) agreed
that they would raise the issue of substitute decision-makers with
patients, with most (62/87; 71%) feeling that it is important for
substitute decision-makers to be nominated during end-of-life
discussions. In the absence of ACP these questions may not be
answered confidently by family, particularly when the patient is
rapidly deteriorating. This issue of unnecessary resuscitation was
emphasised in the interviews as a highly distressing situation that
ACP can help prevent.

Before [ACDs became routine at our organisation], we had a
little lady that only came in for respite ... she arrested and we
had no advance care planning ... so we had to try and
resuscitate. The family all turned up ... one person was saying
‘keep going’ and the other person was saying 'no, stop’ and it
was not pleasant for anybody involved. (Interview 3)

Having a good relationship with the patient was seen by survey
respondents (73%; 80/109) as an important factor in ACP. A
cooperative family was another important factor supporting
effective ACP (73%; 78/106). However, it should be noted that not
all survey participants (9/109; 8%) believed that it was important
for the patient to comprehend and make informed decisions about
their end-of-life care options during ACP discussions.

There has been a trend in recent years towards ACDs being
completed proactively by RACF staff at earlier stages in residents’
care, even if they are unlikely to be candidates for end-of-life care
in the near future.

Initially [ACP was] something that we always avoided. Let’s get
them into care before we talk about it because it will scare
them off, but now we're all more comfortable with the whole
idea. (Interview 2)

The removal of the distinction between low- and high-level
Australian RACFs has led to the wider implementation of ACP
discussions underpinned by support from local health districts and
primary health networks.

[Ten years ago] we were only low-level care ... but since that
time we've adopted aging-in-place and so now they stay here
and pass away and have terminal palliative care. (Interview 2)

Roles and responsibilities

Implementing ACPs in RACFs requires a framework in which
healthcare workers understand each other’s roles, and the
responsibility is shared and delegated. ACP discussions were
frequently initiated by experienced registered nurses and not
necessarily with a doctor.

I notice more often now the nurses are doing it and explaining
it all and then the doctor’s just signing off on it at a later date
... | think it probably gets more complicated with terminally ill
patients ... the oncologists, the GP and the palliative care
nurses work together quite well. (Interview 2)

Almost all survey respondents (95%; 101/106) disagreed with the
statement that ‘ACP is solely the responsibility of the doctor'.
While GP input was necessary to medically clear management
plans made in the ACD, the practical extent depended both on the
GP and the complexity of the patient's situation. To support
management of complicated patients, interviewees described use
of local palliative care teams when available, including specialist
nurses, physicians, and often oncologists.

While only half of survey respondents (53%; 55/103) had received
formal training, over three-quarters (78%; 83/106) believed that
aged care health workers should be competent at ACP discussions.
When presented with the statement 'l am not trained enough in
how to conduct ACP discussions’, the survey responses were
equivocal with 41% (44/108) expressing disagreement,

14% (15/108) neutral and 45% (49/108) agreeing. Further
examination of participant ratings for this question and their self-
reported participation in ACP discussions in the previous

12 months (dichotomised to <10 discussions or >10 discussions),
however, did not show any significant association between the two
variables (p=0.284, Fisher's exact test). This reflects differing levels
of self-perceived ability at conducting ACP. Interview participants
emphasised the practice of ACP discussions as a process of
continual improvement. Subjective ability in ACP performance is
implied to increase with time and number of discussions
completed. As such, experienced team members tended to
perform the majority of ACP. Openness to further training and
upskilling in ACP was common among participants (88/109 survey
responses; 81%).

The palliative care nurse specialist from Primary Health gives
education sessions to the staff regarding advance care
planning every two months. (Interview 1)

| think some of us nurses that aren't in the palliative care
stream probably need to be a little bit more educated and
proactive ... You're nervous when you're doing it, but if you
learn properly, you're confident that you know what you're
talking about. (Interview 1)

Influence of experience on perspectives and attitudes to
advance care planning

A subgroup analysis was conducted with two groups: those with
less than 5 years of experience working in a RACF, and those with
5 years or more. There were no statistically significant differences
between the two groups when examining their responses related
to their views on the positive role of ACDs, the level of intervention
acceptable, level of functioning to be maintained, and the need to
inquire about specific requests with end-of-life care (data not
shown).



The rural experience

The rural context has inherent attributes that influence the
performance of ACP and ACDs, particularly in the environment of
RACFs. The majority of survey respondents (65%; 70/107) did not
think that initiating ACP discussions was more difficult in a rural
setting. Rural healthcare workers may experience a sense of
familiarity with patients that facilitates these conversations, as the
interview participants noted that patients and families are more
likely to be known to staff in their communities and that this
established rapport eases the end-of-life discussion.

I've looked after these people when I've worked in the
community ...l already have a good rapport so there’s no
barrier to getting their advance care plans completed. They're
quite open to discuss it. (Interview 1)

The sense of community greatly facilitates the process of ACP as
healthcare workers become personally invested and may devote
extra time and attention to patients’ end-of-life care, ultimately
enriching the experience for all involved.

| find it very easy to deal with doctors out [rurally]. As soon as
we need them, they come. It doesn't matter what time of day it
is or anything else. (Interview 3)

About two-thirds of survey respondents (68%; 73/108) disagreed
that they ‘did not have enough time to conduct ACP discussions'.
Despite acknowledging resource limitations, it seems that meeting
patient needs through ACP is not left wanting.

I was at the time the only registered nurse there [that could
discuss ACDs] ... we've just had another R.N. start about eight
months ago. (Interview 3)

There was one poor guy doing all the palliation and they've
recently proved that there was enough patients for two people
... I think we do a really good job with our limited resources
out here, but there's room for more education and ... doctors
that are interested in palliative care. (Interview 2)

Discussion

The present mixed-methods study sought to provide a current
perspective on the attitudes and practices of healthcare workers
from RACFs towards ACP and ACDs in western NSW.

The findings support that healthcare workers endorse the
implementation of ACP and recognise its benefit for the
continuing care of patients in RACFs. Almost half of the
participants reported having been involved in ACP at some point.
Of these, most had conducted three or more ACP discussions in
the previous 12 months and all but three had completed one or
more ACDs in the previous 12 months. This contrasts with
evidence suggesting ACP interest and ACD performance among

1314 50d is

healthcare workers in rural Australia are low
encouraging given the commitment from various levels of
government to further the ubiquity of ACDs in healthcare through

clinical guidelines, state action plans and a national policy

framework2122_ The shifting landscape of aged care service
delivery, including the removal of low- and high-level care
categories®3, alongside attitudes generally favouring early ACP, is
also likely contributing to the subjective increase of ACD uptake in
western NSW. Years of experience in the aged care setting was not
associated with general attitudes and practice of ACP in this study,
suggesting that there is agreement in priorities for end-of-life care
irrespective of experience and this may be influenced by both
formal and informal training. Future research could explore this in
more detail.

The possibility of recent increases in ACD uptake being partially
attributed to the removal of distinction between low- and high-
level Australian RACFs was explored in the interviews. Where
before some low-level care facilities did not engage in ACP, this
structural change has led to the wider implementation of ACP
discussions underpinned by support from local health districts and
primary health networks.

While there is evidence of increasing ACP uptake within the
studied population, the use of ACP should be implemented with
due caution. It has been recommended by bodies such as the
Australian Law Reform Commission that the appointment of a
substitute decision-maker can be important but should not be a
condition of receipt of aged care, and that measures to prevent
elder abuse and undue influence, such as ensuring the person has
testamentary capacity, should be implemented?4.

This study highlights the important role that healthcare workers
other than doctors can play in the delivery of ACP in western NSW.
Although published guidelines reinforce a collaborative,
multidisciplinary approach to ACP?1, it has been suggested that
this model of care delivery is lacking clear roles and can be a
barrier to the ACP process'3. In western NSW, nurses appear to
lead the way in ACP, involving doctors and other professionals as
needed, such as in complex chronic and palliative care streams. A
nurse-led model of ACP has been promoted before?526. RACF
nurses are well suited to perform ACP due to their exposure to
patients requiring end-of-life planning. Empowering nurses with
further training and support would likely provide enhanced
coordinated care to patients, reducing the burden on rural doctors
who themselves face several personal barriers to conducting ACP
well among their patients!327.

Level of training can either be a facilitator or barrier to ACP/ACDs.
The present study'’s findings suggest there are disproportionate
numbers between staff who have received formal ACP training
(approximately half of respondents) and the large majority, who
believe all aged care staff should be competent at performing
these discussions. This disconnect reiterates the role of upskilling
in building the confidence of the rural workforce, an identified
issue among GPs and nursing professionals15192528 |nformal
training and advice in ACP is also carried out by more experienced
nurses and local palliative care teams in western NSW. Given staff
are receptive, the authors conclude there is a role for the increased
provision of formal training from bodies within the healthcare
system. Rhee, Zwar and Kemp'® suggest that interventions to



improve attitudes and skills in ACP should be system-wide,
resulting in the development of formalised structures to
communicate and implement ACDs where completed. These
interventions should also align with recommendations from
government legal bodies, such as those addressing potential elder
abuse 24, Systematic change is only achievable when the
healthcare workers involved can be brought aboard.

Within the studied rural RACFs, the perceived reduced number of
staff available to provide appropriate care and subsequent time
constraints were acknowledged as a barrier?8. This may reflect the
steadily declining number of nurses working in aged care in
Australia. Between 2003 and 2016, the number of registered nurses
decreased from 21% to 15% of the aged care workforce?®.
Perceived staff deficits can make management of ACP discussions
cumbersome, particularly during times of administrative change.
Surprisingly, further interview analysis suggested that factors
including support from available local healthcare bodies such as
palliative care teams, primary health networks and the local health
district are able to counteract problems stemming from such
issues. Interview data demonstrated that professionals in these
settings were both more resourceful and willing to invest their
personal time and effort into continuing care for residents, further
alleviating the aforementioned barrier.

The authors hypothesised that the rural setting would confer
limited resources to the delivery of ACP3%. However, working in a
RACF within western NSW was uniformly identified through the
interviews to be a strong enabler in initiating ACP discussions, as it
was synonymous with working in a supportive community where
subsequent care plans were handled with considerable care. This
was also seen in a positive light when overcoming cultural barriers
to conducting comprehensive ACP discussions. For example, it was
acknowledged in the qualitative arm of results that some patients
were originally uncomfortable with conversations dealing with
death3031, This was offset by several facilitating factors such as
improved rapport and substantial community support when the
patient and their family are known to the healthcare worker within
the small community. There was little to suggest that this cohesive
environment was absent from metropolitan facilities; however,
many of those interviewed had little-to-no experience working in
such settings.

The authors postulated that some barriers to ACP would be related
to communication issues. Those identified included diminished
capacity to make informed decisions due to dementia#, and the
lack of a supportive family. Such barriers were reportedly mitigated
through the early implementation of ACP, often before the

resident was admitted into the RACF or before significant
functional decline. However, situations in which people lack the
legal capacity required to begin the ACP process or to revise a
previously completed ACD are not uncommon, and these cases
were unfortunately not addressed in this study’s results. Blake,
Doray and Sinclair32 have explored several challenges surrounding
ACP in the context of dementia, and have particularly
recommended that adopting collaborative negotiation for a ‘most
agreeable outcome’ may be more appropriate when making
treatment decisions for these patients32,

Strengths and limitations

The majority of this study’s population were female (89%) and
aged 30 years or more (88%). This correlates well with existing data
on the RACF workforce, which suggests that 80.5% of workers are
aged 35-64 years and 89.5% are women33. However, as several
large facilities declined to provide consent or failed to return
posted surveys (12 out of 56 RACFs participated — organisational
participation rate 21%), the study population and this study's
results may not be entirely representative of the central west, far
west and Orana regions’ RACFs. In addition, there was an under-
representation of doctors in the study and so this data may not be
representative of the perspectives of doctors within the studied
region. It is also possible that the method of recruiting survey and
interview participants tended towards those with a more positive
perspective and/or experiences with ACP and ACDs.

As the studied region is relatively culturally homogenous, results
may not be generalisable to a metropolitan area containing a
wider variety of cultural backgrounds, religions and languages
spoken.

Conclusions

ACP plays a critical role in aged care and end-of-life care, and
several factors influence its implementation into RACFs in western
NSW. There is a consensus that ACDs are important and will only
become increasingly so given Australia’s ageing population.
Healthcare workers find that ACDs provide a large benefit in
optimising care for their patients. The present research also shows
that, within the central west and Orana regions, ACDs are
approached in a multidisciplinary fashion with responsibility shared
among multiple practitioners, and that a patient’s ability to
communicate effectively is conducive to the facilitation of an ACD.
Current healthcare workers are desirous of more training, but
acknowledge that on-the-ground experience may be more
beneficial.

REFERENCES:

1 NSW Department of Health. Advance planning for quality care at
end of life. 2013. Available: http://www.health.nsw.gov.au/patients
/acp/Publications/acp-plan-2013-2018.pdf (Accessed 12 June
2017).

2 Roth L. Advance care directives. 2014. Available:
https://www.parliament.nsw.gov.au/researchpapers/Documents

/advance-care-directives/AdvanceCareDirectives.pdf (Accessed 12
June 2017).

3 Jeong S, Higgins I, McMillan M. Advance care planning (ACP): the
nurse as 'broker’ in residential aged care facilities. Contemporary
Nurse 2007; 26(2): 184-195. Available: https://doi.org/10.5172
/conu.2007.26.2.184 PMid:18041969



4 Stewart F, Goddard C, Schiff R, Hall S. Advanced care planning in
care homes for older people: a qualitative study of the views of
care staff and families. Age and Ageing 2011; 40(3): 330-335.
Available: https://doi.org/10.1093/ageing/afr006 PMid:21345840

5 Bird S. Advance care planning. Australian Family Physician 2014;
43(8): 526-528. PMid:25114986

6 Nair B, McPhee J, Kerridge |, Saul P, Dobson A. Advance care
planning in residential care. Australian and New Zealand Journal of
Medicine 2000; 30(3): 339-343. https://doi.org/10.1111
/j.1445-5994.2000.tb00835.x PMid:10914751

7 NSW Department of Health. Using advance care directives. 2005.
Available: http://www0.health.nsw.gov.au/policies/gl/2005
/pdf/GL2005_056.pdf (Accessed 12 June 2017).

8 Seymour J, Almack K, Kennedy S. Implementing advance care
planning: a qualitative study of community nurses' views and
experiences. BioMed Central Palliative Care 2010; 9: 4.

9 Stokoe A, Hullick C, Higgins |, Hewitt J, Armitage D, O'Dea |.
Caring for acutely unwell older residents in residential aged-care
facilities: perspectives of staff and general practitioners.
Australasian Journal on Ageing 2016; 35(2): 127-132.
https://doi.org/10.1111/ajag.12221

10 Molloy D, Guyatt G, Russo R, Goeree R, O'Brien BJ, Bédard M, et
al. Systematic implementation of an advance directive program in
nursing homes: a randomized controlled trial. Journal of the
American Medical Association 2000; 283(11): 1437-1444.
https://doi.org/10.1001/jama.283.11.1437

11 Caplan GA, Meller A, Squires B, Chan S, Willett W. Advance care
planning and hospital in the nursing home. Age and Ageing 2006;
35(6): 581-585. https://doi.org/10.1093/ageing/afl063

12 Jeong S, Higgins I, McMillan M. Experiences with advance care
planning: older people and family members’ perspective.
International Journal of Older People Nursing 2011 Sep; 6(3):
176-186. https://doi.org/10.1111/j.1748-3743.2009.00201.x

13 Fletcher S, Sinclair C, Rhee J, Goh D, Auret K. Rural health
professionals’ experiences in implementing advance care planning:
a focus group study. Australian Journal of Primary Health 2015;
22(5): 423-427. https://doi.org/10.1071/PY15004

14 Mitchell G, Nicholson C, McDonald K, Bucetti A. Enhancing
palliative care in rural Australia: the residential aged care setting.
Australian Journal of Primary Health 2011; 17(1): 95-101.
https://doi.org/10.1071/PY10054

15 Rhee J, Zwar N, Kemp L. Uptake and implementation of
advance care planning in Australia: findings of key informant
interviews. Australian Health Review 2012; 36(1): 98-104.
https://doi.org/10.1071/AH11019

16 Fan E, Rhee J. A self-reported survey on the confidence levels
and motivation of New South Wales practice nurses on conducting
advance-care planning (ACP) initiatives in the general-practice
setting. Australian Journal of Primary Health 2017; 23(1): 80-86.
https://doi.org/10.1071/PY15174 PMid:27491314

17 Australian Government Department of Health. Aged care
service list — 30 June 2015 — Australia. 2016. Available:

https://agedcare.health.gov.au/ageing-and-aged-care-overview
/about-aged-care/aged-care-service-list-australia (Accessed 16
June 2017).

18 NSW Department of Health. Advance care plan. 2011. Available:
http://www.health.nsw.gov.au/patients/acp/Publications/acd-form-
info-book.pdf (Accessed 2 September 2017).

19 Sellars M, Silvester W, Masso M, Johnson C. Advance care
planning in palliative care: a national survey of health professionals
and service managers. Australian Health Review 2015; 39(2):
146-153. https://doi.org/10.1071/AH14118

20 Putman-Casdorph H, Drenning C, Richards S, Messenger K.
Advance directives: evaluation of nurses’ knowledge, attitude,
confidence, and experience. Journal of Nursing Care Quality 2009;
24(3): 250-256. https://doi.org/10.1097/NCQ.0b013e318194fd69
PMid:19525766

21 NSW Department of Health. Guidelines for end-of-life care and
decision-making. 2nd edn. 2005. Available:
http://www1.health.nsw.gov.au/pds/ActivePDSDocuments
/GL2005_057.pdf (Accessed 5 September 2017).

22 National Advance Care Directives Working Group. A national
framework for advance care directives. 2011. Available:
https://www.dementia.org.au/files/start2talk
/5.0.4.1AHMACframework.pdf (Accessed 2 October 2017).

23 Australian Government. Low-level and high-level residential
care if you entered care before 1 July 2014. 2015. Available:
http://www.myagedcare.gov.au/aged-care-costs-if-you-entered-
care-1-july-2014/low-level-and-high-level-residential-care-if-you
(Accessed 16 June 2017).

24 Australian Law Reform Commission. Elder abuse — a national
legal response: final report. 2017. Available: https://www.alrc.gov.au
/sites/default/files/pdfs/publications
/elder_abuse_131_final_report_31_may_2017.pdf (Accessed 19
October 2017).

25 Wall S, Shanley C. Promoting patient autonomy and
communication through advance care planning: a challenge for
nurses in Australia. Australian Journal of Advanced Nursing 2004;
21(3): 32-38.

26 Sinclair C, Auret KA, Evans SF, Williamson F, Dormer S,
Wilkinson A, et al. Advance care planning uptake among patients
with severe lung disease: a randomised patient preference trial of a
nurse-led, facilitated advance care planning intervention. British
Medical Journal Open 2017; 7: e013415. https://doi.org/10.1136
/bmjopen-2016-013415

27 Snyder S, Hazelett S, Allen K, Radwany S. Physician knowledge,
attitude, and experience with advance care planning, palliative

care, and hospice. American Journal of Hospice and Palliative Care
2013; 30(5): 419-424. https://doi.org/10.1177/1049909112452467

28 Ke L, Huang X. Nurses' views regarding implementing advance
care planning for older planning: a systematic review and synthesis
of qualitative studies. Journal of Clinical Nursing 2015; 24(15-16):
2057-2073. https://doi.org/10.1111/jocn.12853

29 Australian Government Department of Health. 2076 National



Aged Care Workforce Census and Survey — the Aged Care
Workforce. 2016. Available: https://agedcare.health.gov.au/sites
/9/files/net1426/f/documents/03_2017
/nacwcs_final_report_290317.pdf (Accessed 16 June 2017).

30 Gordon R, Eagar K, Currow D, Green J. Current funding and
financial issues in the Australian hospice and palliative care sector.
Journal of Pain and Symptom Management 2009; 38(1): 68-74.
https://doi.org/10.1016/j.jpainsymman.2009.04.002

31 Gutierrez K. Advance directives in an intensive care unit:
experiences and recommendations of critical care nurses and
physicians. Critical Care Nursing Quarterly 2012; 35(4): 396-409.

https://doi.org/10.1097/CNQ.0b013e318268fe35 PMid:22948374

32 Blake M, Doray ON, Sinclair C. Advance care planning for
people with dementia in Western Australia: an examination of the
fit between the law and practice. Psychiatry, Psychology and Law
2018; 25(2): 197-218. https://doi.org/10.1080
/13218719.2017.1351904

33 Sparrow P, O'Reilly C, Greenwood S, Rooney S, Cowling M.
Aged care workforce strategy framework: November 2016. 2016.
Available: http://www.acsa.asn.au/getattachment/Publications-
Submissions/Position-Statements/Workforce-Strategy-framework-
Nov-2016.pdf.aspx?lang=en-AU (Accessed 16 June 2017).

APPENDIX I:



Appendix A: Survey tool

Thank you for your The are data abeul the practice of Advance Care
Planning (ACF) in aged care facilities. We appreciate the time you've taken to complete our survey. This survey
should take na more than 10 minutes. Please note that by completing this Survey you are consenting to your
participation in the study. All information provided will be kept strictly confidential,

At the end you will be asked if you would like to be contacted for an interview with the researchers to further
explore the topic of aged care planning.

I you have any further questions regarding the survey or our study, please contact us (details at the end of
survey)

Place @ cross in your response;

1. What i your age?

15-19 55.50
20-24 BO-E4
2529 B5-68
a0-34 T0-T4
3539 75189
40-44 H0-84
45-49 85 and over
50-54

2. What is your sex?

D Male D Female
3. Are you from a non-English speaking background?

- e
4. I yes, whal language do you normally speak al home?

5. What s your healthcare robe in the aged care facility?

Assistant-in-Mursing (AIN) Psychologist

Enrolled Nurse (EN) Diversional Therapist
Registered Nurse (RN} Doctor | Medical Officer
Physsolherapist Cither [please specily)
Occupatonal Therapist
Speech Pathologist

6. How many years have you spent working in aged care?
0-2 20-2%
35 30-38
58 4049
10-19 50 and over

Advance Care Planning [ACP) usually involves discussion between a patient, a healthcare worker and
their family around the care they wish to receive in the end-of-life period, or when the patient no longer
has the capacity to make decisions about their care. Qutcomaes from the discussion may be written into
an Advance Care Directive (ACD) which is a statement of wishes for end-of-life care.

The follewing questions ask what you know about Advance Care Planning:

7. Have you ever received formal training in conducting Advance Gare Planning? e.g. professional qualification,
in-services, training days, online modules, etc.

- e
8. Have you ever, formally or informally, sought information on how to perform Advance Care Planning?

I:I Yes l:l Mo, please go to question 10.

9. What resources about Advance Gare Planning have you accessed? (You may pick more than one answer.)

Books / journal articles.

Relevant quidelines for your aged care facility

Local Health District policies and guidelines

Intesmet sources

Cther staff at your facility

Enimal training {e.9. courses, onfine madules, conferences, professional development, seminars,
et

Pallalive care specialists

General practitioners / doclors
Other (please specify)

The fallowing questions ask about your experience using AGPs in your clinical practice:
10. Have you ever performed an Advance Care Planming discusssan?

D Yes D Mo, please go to question 14,

11. How many AGP discussions have you been involved in over the last 12 maonths?

12. How many of these AGP discussions have led to an Advance Care Directive being completed?

o
1.2
3-4

-8
More than 10

13. How often do you revisitupdate the Advance Care Directive? (e.9. weeksimonthsiyears)

The follzwing questions ask about factors that influence ACF discussions in your clinical practice:

Please indicate how much you agree with the following | K] | a 14 15 | WiA

staternents Suongly ee  Nedrdl | Agee  Stongly WA
disagres agree

14_1 think-

a Advance Care Planning is unnecessary L1 |2 |3 L4 | s s |

b1 can manage end-ol-le pabient care withoul an ACD L1 |2 |3 |4 3 | Na_ |

. Advance Care Planning is complicated. 11 | 2 | a |4 | s | mis |

d. Advance Care Planning is not relevant to aged care, L1 |2 |La |4 |5 Lns |

& An ACD is the same thing as a Do Not Resuscitate

(DNR) / Not For Resuscitation (NFR). 11 |2 |3 14 ] | s |

f. ACF is sobely the responsibility of the patient’s doctor. 14 |2 |2 14 | 5 T




e e e e 11 |2 | ] 14 | & | WA |

d. Advance Care Planning is not relevant to aged care. Li | 2 |3 |4 | s | na |
. An ACD is the same thing as a Do Not Resuscilate
(DNR) / Mot For Resuscitation (NFR). 11 |2 13 14 ] | s |
I ACP i solely the responsibaily of the patient's doclor L1 |2 |2 n |s | na |
9. ACDs cannot be changed ance writien and signed. Li | 2 |3 |4 | s | na |
h. Aged care health workers should be competent at
Advance Care Planning discussions. L1 |2 |3 |4 | s | nn |
1. Inisating AGP discussions i more difficull in the: rural
i nin th i 11 12 la ] s | nia |

15 0/ 1 am:

a. Don't have ime 1o conduct ACP drscussions. 11 |2 |3 |4 | s | na |
b. Uncomfortable talking about death. 11 | 2 |3 |4 3 | i |
. Not trained enough in how fo conduct ACP discussions. L1 |2 |3 |4 s | nis |
o Would like lo gain skills in conducting ACP discusssons. | | 4 Lz La L4 L5 Lna |
16_When discussing end-ol-ile care, it s important that the patient:

a. Speaks the same language as me. 11 |2 |3 |4 |5 |
b. Has a good relationship with me. |1 |2 |3 |4 | s | A

. Does not have a cognitive deficit or dementia. 11 12 |3 L4 I's ||
d. Can comprehend and make informed decisions aboul

their oplions for advance care. L1 12 13 |4 |5 | s |
& Has a cooperative family L1 | 2 |3 L4 | 5 | ma |
1. Has no physical limiations 1o communication. (8.g

1 m 11 12 la ] s | nia |
9. Has obtained up to secondary level education, L1 |2 |a |4 |s | N |
h. Comes from a low sacioeconomic status background | | 4 L2 L3 L4 i3 | A |
i. Comes from a high socioeconomic status background. L1 |2 |3 |4 |5 | |
J. Has adequate social supports. L1 |2 |3 La |5 | N |

k i ke

L1 12 13 14 |5 | nia |

Please indicate how much you agree with the following 1 12 3 14 [IE] | Wi
Swongly ee  Neutral  Agree Stongly
disaaren anrine

statements. WA
17 IF I were to conduct an Advance Care Flanning discussion, | would be likely 1o ask about their views on.

a. Level of palliation, pain rebef and analgesia, L1 |2 |La s |s [N |
b Feedng atilly.(e.q. oral mlake, tube feeding, elc ) 11 |2 13 14 [ | s |
«©. Breathing abity. (e g. supplemental oxygen,

wentilation, etc.) L1 |2 L2 L4 L5 L ||
d R (&g chest 3 3
| ate) K] |2 ] |4 |5 ||
£ ey tobyols i 2 Ja Ja |5 Ina |
1. Bladder and bowel continenceiconiral L1 |2 |3 n | s LA |
9. Mobility. (e.g. bed-bound, assistance, aids, elc.) 11 |5 |3 |4 |5 | |
h. Abiity to read, write and talk. L1 |2 |3 la |5 ||
i, Ability 10 have 3 cONVersation with others L1 |2 |3 la |5 ||
i. Aty 1o perform persenal grooming and dressing. 11 |2 |3 la |5 |
k. Personal, religious and spiritual care requests. 11 | 2 B la | 5 | na

|. Enjoyment of life. |1 | 2 | a | 4 |5 I nn |
m. Who they would nominate to make decisions about

their care once they were unable to themselves. L1 L2 |2 14 L5 ||
n. Choice of where to receive end-of-life care. {e.g. at

home, hospital, aged care facility, no preference) L1 |2 ] la |5 | s |
0. Tissue, organ and/or body donation. 11 |2 |3 la | s [Tl
p. Documenting their end-of-fe care wishes into an

Advance Care Directive: K] |2 ] la | s | nia

Thank you for completing ths survey! If you would ke lo participate m a semi-structured mlerview 1o hurther
discuss the topic content of this study, please indicate how we can contact you to arrange a suitable date and
ime: below. The interiew may be conducted over the phone or in-person and will explore your opsmons,
knowledge and experiences in mare detail

Name | |
Contact number | |
Email address | |




Appendix B: Semi-structured interview protocol

Script: semi-structured interviews (telephone)

Hello, my name is [Name], and | am a medical student from Western Sydney University — how are you today?
[Await response] Thank you for agreeing to participate in our interview today.

Have you read the information sheet? Just to quickly summarise, myself and a group of other medical students
are currently conducting a research project with the aim of learning about the use of advance care planning
initiatives at aged care facilities in Central NSW. As such, this interview will be loosely based around advance
care planning. This interview will also be recorded, and transcribed at a later date for further use in our research
project.

Do you have any questions regarding the research we are conducting or the interview process?

Introductory questions
Tell me a little bit about yourself.
How long have you been working at this facility?

What got you into this line of work?

Key questions

Aim: To gain an und ding of staff and use of advance care planning initiatives, as well as its
facilitators and barriers. Target time for interview is 30 minutes per person.

1. Do you know about advance care planning initiatives?
a. If yes, what do you know about them? What is your perception of them?

b. If no, how do you broach end-of-life questions and topics with clients? Is it a difficult process? (Also see Q3)

2. How often do you use advance care planning initiatives in your practice?
a. (If responding, not at all): Do you have any reason as to why you don't use them?
b. Do you think they are a useful tool?

c. Do you think many healthcare professionals use advance care directives, and do you think that many of them
do it well?

d. Are you comfortable using advance care directive initiatives with clients?
e. Have you been taught by another healthcare professional on how to use them?

f. Do you involve the client’s family when forming the advance care planning directive? Are they interested in
being involved?

g. What do you think would improve the way in which end-of-life care is broached? How do you think advance
care planning tives can be improved? Would having staff training on how to use it as a tool be beneficial to
your practice?

h. Do you think there is a difference between advance care planning in rural areas like Central West NSW,
compared to metropolitan areas?

3. Talking about advance care planning initiatives can be confronting for some clients. What is your approach to
broaching the topic with them?

a. Are there other tools you use in conjunction with advance care planning initiatives?

b. How often do you review or revisit ACDs? Under what conditions/situations? Any reason why it's not more
frequent/regular?

c. What do you find helps to facilitate making an advance care planning initiative with a client?

d. What prevents you from making an advance care planning initiative with a client? (eg. time,
training/knowledge, discomfort, lack of importance)

e. What are the reactions of clients’ families to advance care planning initiatives?

. Do you have any memorable experiences in relation to advance care planning?

This PDF has been produced for your convenience. Always refer to the live site https://www.rrh.org.au/journal/article/4714 for the
Version of Record.



