
Views of Family 
Caregivers on Advance 
Care Planning in Advanced 
Dementia Care in Hong 
Kong



 Advanced dementia Ÿ loss of decisional capacity

  Family carers carry decision burden

  ACP unfamiliar in Hong Kong

  Without ACP Ÿ compromised QoL& EOL care

Why This Study Matters      

 Understand family carersΩ views on ACP

        Explore cultural context& lived experience

Purpose

ACP & Advanced Dementia in Hong Kong



 Setting: Shatin Hospital (during hospitalisation)

  Participants: Family carers of PWAD

  Method: Follow-up semi-structured interviews with surrogates 

           who participated in the ACP education sessions

  Analysis: Thematic content analysis

Study Design at a Glance



High engagement

  Low formal ACP/AMD completion

ACP Education Sessions

ÅValues&  preferences 
           (social worker)
ÅEOL care, ACP, AMD, 

LST (geriatrician)

 1.5-hour sessions  Immediate outcomes

ÅImproved ACP&  LST 
knowledge
ÅOpen EOL discussions
ÅPeer-support-like 

atmosphere



Results: Theme 1& 2

ÅACP mostly new concept
ÅReceptive when initiated by HCPs
ÅTriggered by:
Ḭ repeated admissions
Ḭcrisis episodes
Ḭadvanced age&  frailty

ÅLST seen as prolonging suffering

 Theme 1: 
Receptive to ACP

 Theme 2: 
Mixed Emotions

ÅCalm acceptance vs inner 
conflict
ÅStruggle between not wanting 

death vs not wanting suffering
ÅRelief after reframing LST 

withdrawal as comfort



Results: Theme 3 (Barriers)

 Knowledge& Awareness
ÅACP unfamiliar to public
ÅMisunderstanding of LST

 Emotional& Cultural
ÅFear of upsetting patient
ÅDeath as taboo in Chinese culture
ÅAvoidance&  denial

 Practical Barriers
ÅACP discussed too late
ÅCOVID isolation
ÅCompeting caregiving priorities



Results: Theme 4&  5
 Theme 4: Family Consensus

ÅDNACPR consensus often achievable
ÅPatients frequently excluded
ÅPoor understanding of substitute decision-making
ÅAssumptions about patient incompetence

 Theme 5: Benefits of ACP
ÅBetter understanding of patient needs
ÅImproved family communication
ÅPsychological preparation for death
ÅReduced guilt& unfinished business
ÅSpill-over reflection on carersΩ own ACP



Social resource
 Family consensus

Interpreting the Process

External resource 
 Healthcare team 
initiates ACP

Internal resources 
 Emotional processing 

 Reflection& 
meaning-making

 Outcome: value-concordant EOL care
  Stagnation when resources not mobilised

ACP as a Behavioural  Change Process



Implications for Practice

 Healthcare Professionals
ÅProactively initiate ACP
ÅMatch timing to emotional readiness
ÅUse empathetic, culturally sensitive 

communication

 Education
ÅAddress LST misconceptions
ÅTeach substitute decision-making
ÅSupport grief& death anxiety

System
ÅACP = process, not form-filling
ÅCare practices matter more than 

documentation alone




