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• Brief modern history

• What is advance care planning?

• Implications for policy and practice
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“…increasing the frequency of advance directives is 
unlikely to be a substantial element in improving the 
care of seriously ill patients.”

“Future work to improve decision-making should focus 
on improving the current pattern of practice through 
better communication and more comprehensive 
advance care planning.”
(Teno et al. 1997, JAGS 45:500-507)
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https://www.acp-i.org/
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Advance Care Planning in the International Literature
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Advance Care Planning – Becoming More International

Krones, T., et al. (2023). Zeitschrift für Evidenz, Fortbildung und Qualität im Gesundheitswesen, 180, 1-6. 
doi:10.1016/j.zefq.2023.07.001
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Participants:
• N = 309 medically unwell, hospital inpatients, >80 years of age, with decision-

making capacity

Intervention:
• A nurse or social worker led facilitated ACP discussion/s
• Randomly allocated to ‘usual care’ or ‘usual care + facilitated ACP’
• Followed up for 6 months or until death

Outcomes:
• 125/154 accepted ACP discussion. 84% wrote down preferences and/or 

appointed a substitute decision-maker
• Of 56 who died during the follow-up period: end of life wishes more likely to be 

known and followed (86% vs 30%, p <.001)
• Significantly less symptoms of anxiety, depression and post-traumatic stress 

among bereaved family members
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‘Respecting Patient Choices’ trial

Detering, K., et al. (2010). The impact of advance care planning on end of life care in elderly patients: Randomised
controlled trial. British Medical Journal, 340. doi:10.1136/bmj.c1345
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What is Advance Care Planning?

“Advance care planning is a process that supports adults at 
any age or stage of health in understanding and sharing their 
personal values, life goals and preferences regarding future 
medical care.”

“The goal of advance care planning is to help ensure that 
people receive medical care that is consistent with their 
values, goals and preferences during serious and chronic 
illness.”

Sudore, R., et al. (2017). Defining Advance Care Planning for Adults: A Consensus Definition From a Multidisciplinary 
Delphi Panel. Journal of Pain and Symptom Management, 53(5), 821-832. doi:10.1016/j.jpainsymman.2016.12.331
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What is Advance Care Planning?

Hickman, S. et al. Journal of the American Geriatrics Society, 71(7), 2350-2356. 
doi:https://doi.org/10.1111/jgs.18287

“As the field has evolved, this definition focused on 
“future decisions” has proven to be too narrow...”

“…we must reconceptualize advance care planning as a 
holistic process over the life course, that includes both 
in-the-moment and advanced decisions at every life 
stage.”

• Preparation for communication and decision-making 
across different settings and different stages of the 
illness trajectory

• Identifying and supporting appropriate ‘in-the-
moment’ and anticipatory decisions at each stage



Paris, 07 février 2025

What is Advance Care Planning? – Components of Advance Care Planning

Finding a starting point
• Not just ‘decision-making capacity’
• Understanding patient readiness to 

engage in advance care planning
• Patient and carer understanding of 

existing condition
• Cultural background and family context
• How will communication occur? With 

whom?

“I often ask my patients questions to 
understand what is important to them 
in their care. Is this ok for you?”

“What do I need to know about you to 
be able to provide the best possible 
care?”

“Can you tell me, in your own words, 
what you understand of your current 
health condition/s?”
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What is Advance Care Planning? – Components of Advance Care Planning

Elaborating values and goals
• Collaboratively identified goals, grounded 

in values and past experiences
• Values clarification activities
• Identifying preferred substitute decision-

maker/s

Education about advance care 
planning options

• The sorts of discussions that could be 
helpful, and who might be involved

• Introducing formal tools for documenting 
advance care planning

• Education on practical requirements

“What I’m hearing you saying is that 
XXXXXXX is really important to you. Is 
that right?”

“It’s great that you are talking about 
this with XXXXXX. Would it be ok if we 
talked about this all together?”

“We can also help you to document 
this, to make your wishes clearer for 
XXXXXX…”
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What is Advance Care Planning? – Components of Advance Care Planning
Articulating preferences

• Explore scenarios and treatment 
options relevant to condition and likely 
prognosis

• Emphasise ‘goals of care’, consider 
‘limits or trials of treatment’

• Avoid jargon, use functional language 

Assistance with documentation
• Facilitating discussions with preferred 

substitute decision-maker/s
• Assistance in translating functional, 

values-based language into actionable 
directions for clinicians

• Meeting legal requirements (e.g. 
witnessing)

“Based on what I hear you saying, it 
sounds to me like if XXXXXXX 
happened, and you were no longer 
able to communicate with the people 
around you, you would find it very 
difficult, maybe unbearable?”

“…if you were unable to walk…”
“…if you were unable to swallow…”
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What is Advance Care Planning? – Components of Advance Care Planning
Sharing information

• Routine screening questions
• Receiving, vetting, storing and sharing 

documented preferences
• Consistent location for ACP documents
• Clinical alerts
• Identifying triggers for review

Providing responsive care
• ACDs into actionable medical orders
• Don’t assume lack of decision capacity
• Enacting preferences
• Orchestrating care across settings 
• Continuing support for substitute 

decision-makers

“Advance care planning documents 
are stored in the electronic medical 
record system and the front page of 
the patient’s file.”

“It is important for XXXXXXX that they 
can be at home for end-of-life care. 
How can we make this happen?”
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Key Health Professional
• General Practitioner, Medical Specialist, Care 

Home Manager etc.
• Existing clinical relationship
• ACP skills grounded in clinical experience 

rather than specialist training

Advance Care Planning Delivery Models : A Simple Typology
Specialist ACP Facilitator

• e.g. Nurse, Social Worker, Allied Health
• Usually no prior clinical relationship
• Specialist ACP skills and experience
• May benefit from clinical collaboration with 

specialist or usual care team

Opportunistic delivery in routine care
• Social Worker, Community Nurse, Emergency 

Department Physician, Palliative care team
• Usually no prior clinical relationship
• ACP knowledge grounded in clinical experience
• Responsive to acute need or patient readiness

Grassroots community engagement
• Community worker, researcher, death doula, 

patient advocate
• Variable ACP skills and clinical experience
• Can empower community to take ownership 

and seek knowledge
• Benefit from clinical input and partnerships
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Structural Factors

https://vimeo.com/288663901

• Systems for making documented preferences available 
to clinicians at point of care

• Quality control of incoming documents
• Real-time updates
• Increased rates of goal-concordant care and reduced 

healthcare costs

Scott, I., et al. (2024). BMJ Open, 14(11), e082766. 
doi:10.1136/bmjopen-2023-082766

https://vimeo.com/288663901
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A National Approach to Advance Care Planning?
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“I am confident that I will receive 
care that is aligned with my values 
and goals and that my preferences 
will be known and respected”

“I work in an integrated and flexible 
healthcare system in which patient 
preferences are routinely elicited 
and communicated to relevant 
clinicians, enabling responsive
care aligned with patient values, 
goals and preferences”
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https://www.acp-i2025.org/
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