
Supplementary Materials S3 
Sample coding tree 

“People of tomorrow” Children 

Teens 

“The least 
they could 
do” 

Increased 
independence 

Treat more patients 

The “most” 
change 

Return caregivers 
to workforce 

DECISION-MAKING CRITERIA PATIENT-
RELATED 

LIFE 

EXPECTANCY 

EXPECTED 

GAIN 

CAREGIVER-
RELATED 

BURDEN 

PREVALENCE 

BURDEN 

INNOVATION 

SOCIETY-
RELATED 

Preserve limited budget 

Avoid extending 
suffering 

Reduced pain 

No alternatives 

Undesirable 
alternatives 

Free-up resources 

Pave way for 
future treatments 

Improved 
quality of life 

ALTERNATIVES 

AGE 

DISEASE 

SEVERITY 

Alive for future 
innovations 

Obtain ‘biggest bang for 
your buck’

Affect more caregivers and 
families 

Return parents 
to work 

Free up resources 

Severe 
symptoms 

“Worse off” 

Extended 
life 

Improved 
quality of life 

Poor quality of 
life 

Longer life expected 
for children 


