Table 1: Characteristics of the focus group participants

	Focus Group
No.
(1)
	Name**


(2)
	Participant 


(3)
	Metro or Regional
WA
(4)
	Gender


(5)
	Age


(6)
	No. of RD

(7)
	No. of health professionals who manage the condition     (8)
	Does a health professional assist with care coordination (9)

	1
	Sam
	Carer of child living with RD
	Metro
	M
	52
	1
	5
	No

	1
	Sarah
	Carer of child living with RD
	Metro
	F
	30
	1
	10
	Yes

	1
	Fiona
	Carer of child living with RD
	Metro
	F
	37
	1
	3
	No

	1
	Julia
	Carer of child living with RD
	Metro
	F
	43
	1
	NP
	NP 

	1
	Grace 
	Carer of child living with RD
	Metro
	F
	40
	1
	10
	No

	1
	Anna
	Carer of child living with RD
	Metro
	F
	49
	1*
	6
	Yes

	
	
	
	
	 
	 
	
	
	 

	2
	John
	Adult living with RD
	Metro
	M
	54
	1
	3
	Yes

	2
	Denise
	Adult living with RD
	Metro
	F
	52
	1
	7 
	Yes 

	2
	Thomas
	Carer of adult living with RD
	Metro
	M
	 NP
	NA
	as above 
(Thomas is Carer of Denise)

	2
	Melissa
	Adult living with RD
	Metro
	F
	47
	1
	4
	No

	2
	Adam
	Adult living with RD
	Metro
	M
	49
	1
	6
	Yes

	2
	Kathleen
	Adult living with RD
	Metro
	F
	NP 
	1#
	NP
	NP

	
	
	 
	 
	 
	 
	
	 
	 

	3
	Sophie
	Adult living with RD
	Regional
	F
	33
	1
	6
	Yes

	3
	Peter
	Adult living with RD
	Regional
	M
	64
	2
	3
	Yes

	3
	Joyce
	Adult living with RD
	Regional
	F
	60
	1*
	5
	No

	3
	Rachael
	Adult living with RD
	Regional
	F
	43
	1#
	2
	NP



NP = Information not provided
**All names are pseudonyms
*same condition, # same condition
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