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Background 

•  Children with life-limiting 
conditions often lack capacity to 
make decisions 

•  Decisions are being made for them 
rather than with them1,2 

 



Background 

•  Shared decision-making (SDM) is 
routinely recommended1,3 

•  SDM aims to facilitate family-
centred care3,4 

 



How do paediatricians approach 
decision-making? 

 
•  How do they view their role and responsibility in 

practice? 

•  What do they expect of parents in this process? 



Method 

•  Phenomenological study 

•  Data collection: Individual semi-
structured interviews using matched 
case vignette 

•  Data analysis: Thematic analysis 



Results 

•  25 paediatricians 

•  11 paediatricians had more than 10 
years’ experience working at consultant 
level 

•  19 paediatricians worked in a tertiary 
centre 
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Undirected Joint Interpretati
ve Directed 

“[I am just] conveying the information...[at] 
the level the family wants...then they 

[parents] make up their decision 
themselves”  - Clinician 20 



Informed Joint Interpretati
ve Directed 

“[we marry] our perception with the parent’s 
perception to come up with some composite 

[decision]” - Clinician 1 



Informed Joint Interpretati
ve Directed 

“[Infer parental values by] what they say, by 
their choices that they make, by the way 

they interact with their child [and use this to 
inform my] decisions as the patient’s agent ” 

- Clinician 1 



Informed Joint Interpretati
ve Directed 

“[I] pitch my discussion with them…drip feed 
them information…to help parents get to 

that decision”  - Clinician 15 
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Conclusions 

•  Doctor-led decision-making 
approaches were often described 

 
•  Doctor-led approaches are justified 

by considerations of harm to the 
child and parents 



Conclusions 

•  Paediatricians intend to use 
communication to make parents 
feel like they’ve been involved in 
the decision-making process 

 



Future directions 

•  Does it matter if paediatricians 
lead decision-making, provided 
parents feel like they are involved 
in the decision-making process? 

•  Why couch these decisions as 
‘shared’? 
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