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Supplemental Digital Content 1. The Bereaved Parent Needs Assessment-PICU (68-item version)

Listed below are needs that some parents have around the time of their child's death in a Pediatric Intensive Care Unit (PICU). Think back to the time around your own child's death. For each of the needs listed, please answer two questions: a) How important was the need for you? and, b) To what degree was the need met?     

Please make an "x" in the box that best describes how you feel.   Here is a sample:

	SAMPLE
	
	How important was the need?
	
	Was the need met?

	
	The need to…
	Not at all

Important

(
	Very

Important

(

	
	Not at all

Met

(
	Completely

Met

(

	
	Understand the survey
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]


When you are ready to START go to Item 1.                      

	
	
	How important was the need?
	
	Was the need met?

	
	The need…
	Not at all

Important

(
	Very

Important

(
	
	Not at all

Met

(
	Completely

Met

(

	1
	To participate in my child's care
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	2
	To make decisions for my child
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	3
	To be with my child whenever I want
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	4
	To talk to my child
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	5
	To touch my child
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	6
	To hold my child
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	7
	To protect my child
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	8
	To have confidence in the professionals caring for my child
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	9
	To know that my child got the best possible care
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	10
	To know my child's pain was adequately treated
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	11
	For my child's doctor to be available to me
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	12
	To get complete information about my child
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	13
	For my child's nurse to be available to me
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]


	
	
	How important was the need?
	
	Was the need met?

	
	The need…
	Not at all

Important

(
	Very

Important

(
	
	Not at all

Met

(
	Completely

Met

(

	14
	To feel free to ask questions
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	15
	To have things explained in words that I can understand
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	16
	For hospital staff to speak honestly to me
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	17
	For guidance from hospital staff about what to expect
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	18
	To have hospital staff available to me
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	19
	To understand the roles of different people caring for my child
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	20
	To have hospital staff work as a team
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	21
	For my authority as a parent to be respected
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	22
	To not feel blamed for my child's condition
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	23
	To feel welcome in the PICU
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	24
	To have enough space for my family
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	25
	For the hospital to be clean
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	26
	To feel safe in the hospital
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	27
	To have food available close by
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	28
	To be able to take care of my personal needs (e.g. showering, changing clothes, brushing teeth)
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	29
	To have a place to sleep in the hospital
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	30
	To have a chapel available
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	31
	To have childcare (babysitting) at the hospital
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	32
	To be able to sleep in my child's room
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	33
	To have help keeping my life going (groceries, laundry, mail, etc.)
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]


	
	
	How important was the need?
	
	Was the need met?

	
	The need…
	Not at all

Important

(
	Very

Important

(
	
	Not at all

Met

(
	Completely

Met

(

	34
	To have enough time to make decisions
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	35
	To be told that my child was likely to die
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	36
	To have family and friends with me at the hospital
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	37
	To be supported by my family and friends
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	38
	To have others understand my pain
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	39
	To be treated with compassion by hospital staff
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	40
	To talk to a chaplain
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	41
	To not feel judged by hospital staff
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	42
	For my culture to be respected
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	43
	For my religion to be respected
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	44
	For my child to be treated with dignity
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	45
	To have privacy
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	46
	To have time alone with my child
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	47
	To say goodbye to my child
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	48
	For my child to be called by name
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	49
	To be there when my child died
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	50
	For hospital staff to be respectful at the time of my child's death
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	51
	For my child's death to be treated as a sacred time
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	52
	To not feel rushed when my child died
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	53
	To have enough time to gather family 
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	54
	To have a keepsake of my child
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]


	
	
	How important was the need?
	
	Was the need met?

	
	The need…
	Not at all

Important

(
	Very

Important

(
	
	Not at all

Met

(
	Completely

Met

(

	55
	To express emotions in my own way
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	56
	For hospital staff to acknowledge my loss
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	57
	To have contact with hospital staff after I leave
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	58
	To give feedback about my hospital experiences
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	59
	To talk about my child
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	60
	To remember my child in family traditions and holidays 
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	61
	To talk to other parents whose children died
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	62
	To understand the medical cause of my child's death
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	63
	To feel that my child's life had meaning
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	64
	To feel grateful for my child's life
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	65
	To feel angry about my child's death
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	66
	To blame someone for my child's death
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	67
	To find meaning in my loss
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]

	68
	To have hope for the future
	[1]
	[2]
	[3]
	[4]
	[5]
	
	[1]
	[2]
	[3]
	[4]
	[5]





(





(











