Supplement 5: Outcomes Discussed During Prognostic Conversations Based on Each Topic When Parents Selected “Other”

	Other Topics Discusseda
	Free Text Parent Responses

	Patient Post-PICU Physical Morbidities (n=13)
	“Delayed developmental milestones”

	
	“Problems with breathing”

	
	“Was explained that current issues should be temporary”

	
	“Problems with fluid overload”

	
	“Dry eyes or muscle atrophy”

	
	“Maybe he would need stomach surgery”

	
	“…she would have tube in her mouth which will make eating and drinking difficult and that she may not be able to get out of the bed for at least a day or two”

	
	“Low protein diet”

	
	“Muscle strength decrease

	
	“He may not come back as we knew him”

	Patient Post-PICU Cognitive Morbidities (n=12)
	“Difficulties with speech, walking and sitting up”  

	
	“Possible motor movement issues”

	
	“Keeping her sedated so she doesn’t remember anything”

	
	“Get worse with time and have a lot of side effects because of her cancer.”

	
	“It was discussed that my child would be unable to move, think, and would need a ventilator to breathe due to the lack of oxygen in his brain.”

	Patient Post-ICU Psychological Morbidities (n=1)
	“Doctors discussed but not in detail”

	Parent Post-ICU Psychological Morbidities (n=4)
	“Separating mother vs. informant role”

	
	“Emotions in regard to living donor transplant”

	
	“Problems with thoughts we had of our child getting better when that is not possible anymore.”

	
	“...They do show concern that I do not ever leave his room. [I’m] scared something might happen when I am gone.  They reassure me but my anxiety just gets overwhelming.  I am calm as long as I am by his side.”


aNot all parents provided “other” free text responses 

