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Advance Care Planning
PALLIATIVE CARE & END OF LIFE

This evidence theme on advance care planning in aged care is a summary of one of the key topics
identified by a scoping review of the palliative care research. It looks at the evidence for advance
care planning in general while a more specific evidence theme is available on Advance Care
Planning for people with dementia is available via the ARIIA website.

Key points

® Advancecare planningis a process that enables a ® Trainingand education initiatives canimprove aged
person to communicate and discuss their preferences care staff knowledge about advance care planning as
for future medical treatment and care with their family well as their skills and confidence in initiating these
and care providers to come to a shared understanding. conversations with those in their care.
Thisisimportant ifapersonis no longer able to speak ® Agedcare services can promote advance care planning
for themselves. through policies that clarify staff roles and embed

® Aged care services can provide an opportunity for processes into routine care. Standardised forms
people to discuss and document their wishes for end- and processes for storing, accessing and sharing
of-life care, and many people desire to do so. However, documentation across care settings are also important
only a small proportion of Australians in aged care considerations.

appear to complete this process.

® Peopleinaged care withadvance care plans in place may
be less likely to experience a burdensome transfer to a
hospital or emergency department near the end of their
life, die in hospital, or be given medical treatments that
are inconsistent with their expressed wishes.
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What is advance care planning?

Advance care planningis a process that enables a person to

communicate and discuss their wishes for future medical
treatment and care with family and care providers. [1, 2]
The purpose of advance care planningis to ensure people

receive the type andintensity of care they desire, especially

if they are no longer able to make decisions or let their

preferences be known. [3] The decisions reached during an

advance care planning discussion might be documentedin

anadvance directive. [4] The process might also lead to the

appointment of a substitute decision-maker (also called a
‘proxy’ or ‘'surrogate’ decision-maker, or ‘lasting power of
attorney’). [5]

Advance care planningis particularly relevant in aged

care settings where older age, frailty, seriousillness,
multimorbidity, and cognitive impairment are common.
[5] However, we know that only a very small proportion

of people in aged care engage in advance care planning,
despite most expressing a willingness to do so. [6, 7] In
Australia, the estimated number of people in residential
aged care with anadvance care planin place is somewhere
between 0.2 and 14 per cent. [5]

Whose roleis it toinitiate advance
care planning conversations?

Inthe residential aged care setting, the topic of advance
care planning might be introduced to residents and

their families by registered nurses, visiting general
practitioners, or the facility's clinical manager. The
processis less clear in the home care setting where a
person may have relatively less consistent contact with
nurses and general practitioners and the responsibility of
raising the opportunity for advance care planning may be
less defined. [8] It is also up to the home care agency to

determineifand how staff are trained to raise advance care

planning, methods for documenting conversations, and

mechanisms for sharing the client’s wishes across the wider

interprofessional care team. [8]

What do we know about Advance

Care Planning in aged care?

We identified eight systematic reviews discussing advance

care planningin aged care settings. [3-6,9-12] Three

reviews focused on the effects of advance care planning on

aged care residents. [3, 9, 11] The remaining five reviews
examined factors that encourage or discourage advance
care planning activities or participation inresidential aged
care.[4-6, 10, 12]

The effects of advance care planning
on aged care residents

Arange of different approaches to increasing advance care

planninginresidential aged care have been studied. These

include formal education or training programs for aged care

staff, [3, 11]including train-the-trainer approaches, [11]
written information provision on end-of-life care options
directed at residents and substitute decision-makers,
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[11] and the introduction of a new advance care planning
process or protocolin the facility, usually in the form of a
medical treatment order. [3] Allapproaches to increasing
advance care planningimplementation demonstrated
flow-on benefits for peopleliving in residential aged care.
[3]1Inimproving staff knowledge and resident and family
awareness of advance care planning, and inimproving care
planning processes, residents were:

Significantly more likely to have their end-of-life care
preferences documented[9, 11]

Less likely to experience an unwanted hospitalisation [3,
9] with hospitalisation rates reduced by 9%-26% [3]

Hospitalised for less days when hospitalisation was
unavoidable, thereby reducing the costs of care [3, 9]

Less likely to die in hospital and more likely to die in their
residential aged care facility, [3, 9] which was often their
preferred place of death. [3] Deaths in the care home
increased by between 29% and 40% in one review. [3]

More likely to be given medical treatments that were
consistent with their personal wishes, [3, 11] although
this was not always the case. [3] For example, one
review found that advance care planning was 100 per
cent effective in reducing unwanted cardiopulmonary
resuscitation but much less effective in reducing the
rate of antibiotics administration at the end of life. [3]

According to one review, advance care planning
interventions do not significantly influence family
satisfaction with end-of-life care. [11]

Facilitating factors for advance care
planning uptake

Arange of factors can support theimplementation of an
advance care planning programin an aged care setting. At
the individual level, these factors include:

Having aged care staff with the knowledge, skills,

and confidence toinitiate advance care planning
discussions. [4, 5,9, 12] Advance care planning relies
on good conversation skills, knowing how to raise and
discuss end-of-life care choices, and how to document
anindividual's wishes. [4]

Having written, easy-to-read information on advance
care planning at hand to give to aged care recipients
and their families to increase their understanding of
what it entails and its potential benefits. This includes
information onrelatedissues such as the legal status of
advance directives and the role of substitute decision
makers. [4, 5]

Positive staff attitudes towards advance care planning,
including beliefin its benefits and seeing themselves as
havingaroleinthe process.[10, 12]

Staff approaches that address psychosocial and spiritual
needs at the end of life in addition to its clinical and
physical aspects. [12]

Theinvolvement of family and the multidisciplinary
teamin advance care planning discussions, perhaps
through multidisciplinary care conferences. [12]
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Organisational structures also play a part in facilitating
these processes. Advance care planning is more likely to be
implemented if the organisation:

Encourages staff to view these discussions as part of
their role [12] and gives them the time to undertake
advance care planning with care recipients [5]

Embeds advance care planning into routine or standard
care in the residential aged care facility. [4]

Has advance care planning policies in place, along with
standardised forms and systematic processes for
storingand retrieving advance care plans [4, 5]

Is equipped with a central electronic registry that
supports easy access to and transfer of advance care
planning documents across care settings. [5]

Inthe end, advance care planning is a voluntary activity and
individuals can choose to be involved or not. The reasons
why some people choose not to document their wishes for
future care will be highly individualistic but may include:

Family or personal unwillingness to think about death
[4,5]

Being part of a culture that considers death a taboo
topic [10]

Having complete trust in the decisions and actions of
health professionals, [6]

A desire to receive all available care on offer ifand when
the needarises. [5]

Anassumption that their preferences for end-of-life
care are already known by their loved ones, evenif they
have never discussed them directly. [6]

Personally motivating factors for someone to proceed with
advance care planning include wanting to take the burden of
decision making off family members, not trusting family to
enact wishes, or not having a substitute decision maker. [6]

Overall, the quality of the studies on which these reviews
are based was considered low with small numbers of
participants and varying approaches which were not always
well described. [3-6, 9, 11] As the types of advance care
planninginterventions tested varied across the studies
(e.g., educating staff versus introducing a new procedure)
and there are few studies that directly compare advance
care planning with other approaches, it is difficult to know
which advance care planning approach might be considered
the best. [3] Future studies are needed that examine the
essential components of the most successfulinterventions.
[11] We also note alack of studies on advance care planning
conducted with home care clients and diverse groups

such as culturally and linguistically diverse, LGBTQI+,

and Aboriginal and Torres Strait Islander populations. [5]

What can an individual do?

Introduce advance care planning to individuals and their
families as a way of increasing the agency and autonomy
of older people.

Initiate conversations based on cues from the individual,

rather than lettingadvance care planning be a process-
driven activity.
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Allow advance care planning discussions to occur over
time. It may take several conversations for people to
arrive at a plan they are happy with.

Revisit documented plans regularly to give people the
opportunity to make changes to them.

Be aware of barriers that might make it difficult for
someone to understand what advance care planning is
or to getinvolvedin advance care planning discussions.
These might include problems with the language used
(i.e., English) or its terminology, or the presence of
hearing, visual, or cognitive impairments. Adjust how
information is conveyed accordingly wherever possible
by increasing font sizes, using amplification, or involving
language interpreters.

What can the organisation do?

Train home care and residential aged care staff to
initiate and deliver advance care planning discussions
with those to whom they provide care.

Have an advance care planning implementation
strategy. Integrate advance care planning discussions
into routine practice as part of a structured program
supported by policy, standardised forms, and clear
processes for storing and accessing documents when
needed.

Make clear to staff the organisation’s expectationsin
terms of roles and responsibilities for advance care
planning, including the amount of time staff can give to
the process.

References

1. RobinsonlL, Dickinson C, Rousseau N, Beyer F, Clark A,
Hughes J, et al. A systematic review of the effectiveness
of advance care planning interventions for people
with cognitive impairment and dementia. Age Ageing.
2012;41(2):263-9.

2. SudoreRL,LumHD, You JJ,Hanson LC, Meier DE,
Pantilat SZ, et al. Defining advance care planning for
adults: A consensus definition from a multidisciplinary
delphipanel. J Pain Symptom Manage. 2017;53(5):821-
32.el.

3. Martin RS, Hayes B, Gregorevic K, Lim WK. The effects
of advance care planninginterventions on nursinghome
residents: A systematic review. J Am Med Dir Assoc.
2016;17(4):284-93.

4. Gilissen J, PivodicL,Smets T, Gastmans C, Vander
Stichele R, Deliens L, et al. Preconditions for successful
advance care planning in nursinghomes: A systematic
review. Int J Nurs Stud. 2017;66:47-59.

5. Batchelor F,HwangK, Haralambous B, Fearn M, Mackell
P,NolteL, et al. Facilitators and barriers to advance
care planningimplementation in Australian aged care
settings: A systematic review and thematic analysis.
Australas J Ageing. 2019;38(3):173-81.



Advance Care Planning Evidence

Theme

6. MignaniV,IngravalloF, Mariani E, ChattatR.
Perspectives of older people living inlong-term care
facilities and of their family members toward advance
care planning discussions: A systematic review and
thematic synthesis. ClinInterv Aging. 2017;12:475-84.

7. Sharp T, MoranE, Kuhn|, Barclay S. Do the elderly have
avoice? Advance care planning discussions with frail
and older individuals: A systematic literature review and
narrative synthesis. Br J Gen Pract. 2013;63(615):e657-
68.

8. BiggerS,Haddad L. Advance care planninginhome
health: Areview of the literature. J Hosp Palliat Nurs.
2019;21(6):518-23.

9. GleesonA,Noble S, Mann M. Advance care planning for
home health staff: A systematic review. BMJ Support
Palliat Care. 2021;11(2):209-16.

10. Ke L-S, Huang X, O'Connor M, Lee S. Nurses' views
regarding implementing advance care planning for older
people: A systematic review and synthesis of qualitative
studies. J Clin Nurs. 2015;24(15-16):2057-73.

11. Ng AYM, Takemura N, Xu X, Smith R, Kwok JY-Y, Cheung
DST, et al. The effects of advance care planning
intervention on nursinghomeresidents: A systematic
review and meta-analysis of randomised controlled
trials. Int J Nurs Stud. 2022;132:104276.

12. Zhou Y, Wang A, Ellis-Smith C, Braybrook D, Harding
R. Mechanisms and contextual influences on the
implementation of advance care planning for older
people inlong-term care facilities: A realist review. Int J
Nurs Stud. 2022;133:104277.

Cite as: ARIIA Knowledge & Implementation Hub. Advance Care Planning: Palliative Care & End of Life. Evidence Theme. Adelaide,

SA:ARIIA; 2022.
www.ariia.org.au o

Aged Care Research
For more information email arila@ariia.org.au or call 08 7421 9134 i:;‘::iasﬁtafy'""o"at'on

ARIIA - Level 2, Tonsley Hub, South Rd, Tonsley SA 5042

ARIIA was established as an independent, not-for-profit organisation, set up to lead the advancement of Flinders
the aged care workforce capability by promoting and facilitating innovation and research to improve the

i i 5 “ Department of Health
quality of aged care for all Australians. UnlverS|ty e AeEiCard Q

Australian Government


http://www.ariia.org.au
http://www.ariia.org.au
https://www.flinders.edu.au/
https://www.health.gov.au/

