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OVERVIEW 

Rethinking ACP

What could ACP become if we designed for complexity rather than 
trying to remove it?





THE PERSON 

WHO ARE WE PLANNING FOR, AND WITH?



CHALLENGE 1
WHO IS THE “PERSON” IN PERSON-CENTRED ACP?



MEET OTHERS
What matters to you?



PEOPLE ARE NOT CATEGORIES

Kimberle Crenshaw 
Intersectionality

Crenshaw (1989)

People don't live their lives one variable at a time.

People occupy 
multiple, 

overlapping social 
positions and 

identities.

Opportunity: Make 
diversity the staring 
condition and design for it.



BEHAVIOUR

WHAT EXACTLY IS ACP?



CHALLENGE 2
HAVE WE AGREED WHAT WE’RE TALKKING ABOUT?

What exactly has Mary done? 

(Lombard,2020; Pilch, 2023)

?
Opportunity: 
Clarify shared 
understanding and 
identify what 
exactly happened 
(or needs to 
happen).
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More info in Pilch (2023),  Pilch et al. (2025)

ACP IS NOT ONE BEHAVIOUR

Opportunity: 
Ackowledge that 
ACP happens 
between people, 
within a context.

https://www.tara.tcd.ie/items/cf989755-b75e-4de5-a8cd-881af6c50129
https://onlinelibrary.wiley.com/doi/epdf/10.1111/jocn.17549


WHOSE AUTONOMY?



CHALLENGE 3 
FROM INDIVIDUAL AUTONOMY TO RELATIONAL AUTONOMY?

(Robinson, 2011; Killackey et al., 2020)

(Kutner, 1969) 

Opportunity: Build enough shared 

understanding for preferences to be 

meaningfully enacted.

Are different relationships and perspective aligned? 



CHOICE IS MORE COMPLICATED THAN IT LOOKS



CHALLENGE 4
WHAT MAKES CHOICE MEANINGFUL?  

Ogden et al. (2009)

Rabiee (2013)

Nord (2016)

Does Mary have options?

Does Mary want to make the decision?

Are those options genuinely possible for her?

Opportunity: Not only offer 

choice, support meaningful choice.



WHEN CHOICE BECOME A BURDEN? 

Death anxiety 
Escaping from freedom

(Gao et al., 2025)

(Fromm, 1941)

How do we approach (read: avoid) sensitive topics? 

Opportunity: Rather than maximising choice, 
support people to exercise the amount and 
form of choice they want.



THE CONVERSATION WE SAY WE WANT



CHALLENGE 5
DOCUMENTATION OR CONVERSATION?

A document is an output. Shared understanding is the process.

Sudore & Fried (2010); Sudore et al. (2017); Rietjens et al. (2017)

Do we have infrastructure for supporting high-quality  
conversations that produce high-quality documents?

Opportunity: Understand the 
conversational processes that produce 
shared understanding, not simply 
better documentation.



TRUST: NECESSARY, BUT NOT SIMPLE



CHALLENGE 6
TRUST YOUR HEALTHCARE PROFESSIONAL 

(Acerbi, Gleeson, McQuillan, Pilch, in preparation)

Opportunity: Consider what do people mean when 
they say: ‘I trust you’. What builds trust? What 
damages it? Do not assume we understand.

Foundational



THE PROFESSIONAL IS ALSO A PERSON



CHALLENGE 7: 
WE PRETEND THE CLINICIAN 

ENTERS ACP AS A NEUTRAL ACTOR

(Pilch, 2023)



ACP IS FOR MY PATIENTS, NOT FOR ME…

(Gleeson, McQuillan, Pilch, 2026)

Opportunity: Understanding self 
and having the lived experience of 
ACP processes may help us 
understand and support others. 



If you knew you had 100 days left to live, what would you do with this time? 
What would really matter to you?

If you became terminally ill, would you aim to extend your life at all cost? 

… even if it came at the expense of quality of life and time spent with your loved ones?

If you become sick and lost capacity to communicate and decide for yourself right now, 

would your loved ones know what kind of care you would like to receive? 

Have you had these conversations with your loved ones?



DESIGNING ACP INTERVENTION FOR WHOM?



CHALLENGE 8 
THE UNIVERSAL INTERVENTION THAT ISN’T UNIVERSALLY EXPERIENCED 

Whitehead (1991); Braveman & Gruskin (2003); Braveman (2006)



EQUALITY IS NOT SAMENESS

(Kacar et al., under review; Pilch, 2023; Thomachan, McQuillan, Pilch, in preparation; Goldsmith, McQuillan, Cooper Lunt, Pilch, in preparation)



DOES ACP ACTUALLY WORK?



CHALLENGE 9
THE EVIDENCE PROBLEM

Morrison (2020); Weaver et al. (2021); Morrison et al. (2021); Rigby et al. (2022)



PERHAPS WE MEASURE THE WRONG THING?

Opportunity: ACP can 
improve communication, 
clarification, preparation, 
and reduced uncertainty. 



SAVING COSTS



CHALLENGE 10
WHAT IS ACP TRYING TO SAVE?

Khandelwal et al. (2015), Klingler et al. (2016), Malhotra et al. (2022)

Wendler & Rid (2011)

Opportunity: Consider: 
Cost to whom? Cost of what? 



WHEN SHOULD ALL OF THIS HAPPEN?



CHALLENGE 11
WHEN ARE WE“READY” OR HOW DO WE BECOME READY

(Pilch, 2023, 2025)



READINESS, NOT A DEADLINE 

(Pilch, 2023; Kacar et al., under review; Hamed Aly et al. in preparation)



BACK TO MARY



THE OPPORTUNITY 
FROM ACP AS A TASK TO ACP AS A DYNAMIC RELATIONAL 

SYSTEM EMBEDDED IN BROADER SYSTEMS

Co-Decide ®  



RETHINKING ACP
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