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Supplementary Table 1. The Extent of Information Received per Information Area as Reported by Survivors and Parents, Respectively

	Information area
	Survivors
	
	Parents

	
	Not at all
	Minor
	Some
	A great deal
	
	Not at all
	Minor
	Some
	A great deal

	
	n (%)
	n (%)
	n (%)
	n (%)
	
	n (%)
	n (%)
	n (%)
	n (%)

	Illness
	
	
	
	
	
	
	
	
	

	Diagnosis
	37 (7)
	170 (34)
	224 (44)
	76 (15)
	
	17 (3)
	136 (25)
	263 (48)
	128 (24)

	Spread of disease
	72 (14)
	157 (31)
	183 (36)
	97 (19)
	
	35 (6)
	125 (23)
	257 (47)
	128 (23)

	Cause(s) of disease 
	227 (45)
	166 (33)
	66 (13)
	43 (9)
	
	181 (33)
	188 (35)
	127 (23)
	47 (9)

	Illness control
	44 (9)
	76 (15)
	202 (40)
	187 (37)
	
	35 (6)
	142 (26)
	241 (44)
	127 (23)

	Medical tests
	
	
	
	
	
	
	
	
	

	Purpose of tests
	31 (6)
	108 (21)
	226 (45)
	140 (28)
	
	14 (3)
	95 (17)
	287 (53)
	149 (27)

	Procedures
	29 (6)
	124 (25)
	250 (50)
	95 (19)
	
	14 (3)
	107 (20)
	285 (52)
	137 (25)

	Results
	37 (7)
	130 (26)
	229 (45)
	110 (22)
	
	10 (2)
	91 (17)
	282 (52)
	161 (30)

	Treatment
	
	
	
	
	
	
	
	
	

	Medical treatment
	39 (8)
	140 (28)
	221 (44)
	103 (20)
	
	15 (3)
	93 (17)
	263 (49)
	170 (31)

	Non-medical treatments
	187 (38)
	154 (32)
	104 (21)
	41 (8)
	
	136 (26)
	16 2 (31)
	165 (31)
	64 (12)

	Treatment benefits
	60 (12)
	148 (30)
	195 (39)
	96 (19)
	
	34 (6)
	112 (21)
	259 (48)
	132 (25)

	Side effects
	115 (23)
	171 (34)
	138 (27)
	80 (16)
	
	82 (15)
	184 (34)
	179 (34)
	89 (17)

	Effects of treatment on symptoms
	88 (17)
	158 (31)
	187 (37)
	73 (14)
	
	40 (7)
	146 (27)
	242 (45)
	110 (20)

	Effects on patient’s life
	217 (43)
	149 (30)
	95 (19)
	42 (8)
	
	158 (29)
	199 (37)
	125 (23)
	54 (10)

	Effects on sexuality
	325 (65)
	98 (20)
	53 (11)
	26 (5)
	
	280 (52)
	124 (23)
	92 (17)
	43 (8)

	Other care services
	
	
	
	
	
	
	
	
	

	Help outside hospital
	244 (49)
	160 (32)
	75 (15)
	24 (5)
	
	253 (47)
	170 (31)
	90 (17)
	29 (5)

	Rehabilitation services
	243 (49)
	155 (31)
	76 (15)
	27 (5)
	
	253 (47)
	169 (31)
	86 (16)
	33 (6)

	Managing illness at home
	169 (33)
	190 (38)
	112 (22)
	35 (7)
	
	125 (23)
	195 (36)
	167 (31)
	58 (11)

	Psychological support
	277 (54)
	148 (29)
	56 (11)
	30 (6)
	
	280 (51)
	167 (31)
	70 (13)
	29 (5)

	Other areas/facilities of care
	300 (60)
	129 (26)
	59 (12)
	16 (3)
	
	252 (47)
	162 (30)
	93 (17)
	33 (6)

	Things the patient can do to promote well-being
	194 (39)
	170 (34)
	103 (21)
	33 (7)
	
	181 (33)
	172 (32)
	128 (24)
	62 (11)
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	Supplementary Table 2. Odds ratios and 95% confidence intervals (CI) for parents’ reports of being satisfied with the extent of information, finding the information provided useful, and having unmet information needs by sociodemographic and illness-related factors 

	
	Satisfaction with the extent of information
	
	Usefulness of information
	
	Unmet information needs

	
	Odds Ratio
	95% CI
	P-value
	
	Odds Ratio
	95% CI
	P-value
	
	Odds Ratio
	95% CI
	P-value

	Time since diagnosis, years
	
	
	
	
	
	
	
	
	
	
	

	<10
	1.15
	0.6-2.1
	0.632
	
	1.04
	0.5-2.1
	0.915
	
	N/A
	N/A
	N/A

	10-15
	1.76
	1.0-3.0
	0.037
	
	1.45
	0.8-2.7
	0.236
	
	N/A
	N/A
	N/A

	15-20
	0.93
	0.6-1.5
	0.759
	
	0.68
	0.4-1.2
	0.160
	
	N/A
	N/A
	N/A

	>20a
	1.00
	
	
	
	1.00
	
	
	
	N/A
	N/A
	N/A

	Provided written information
	
	
	
	
	
	
	
	
	
	
	

	Noa
	1.00
	
	
	
	1.00
	
	
	
	1.00
	
	

	Yes
	3.61
	2.2-5.9
	<0.001
	
	3.00
	1.8-5.1
	<0.001
	
	0.37
	0.2-0.6
	<0.001

	Survivor’s health statusb
	
	
	
	
	
	
	
	
	
	
	

	Perfect healtha
	1.00
	
	
	
	1.00
	
	
	
	1.00
	
	

	Mild disability  
	0.67
	0.4-1.2
	0.181
	
	0.69
	0.4-1.3
	0.246
	
	1.64
	0.9-2.9
	0.078

	Moderate disability
	0.37
	0.2-0.7
	0.001
	
	0.55
	0.3-1.0
	0.064
	
	1.83
	1.0-3.2
	0.039

	Severe disability
	0.34
	0.2-0.6
	<0.001
	
	0.45
	0.2-0.8
	0.011
	
	3.05
	1.7-5.5
	<0.001

	Survivor’s age at assessment, years
	
	
	
	
	
	
	
	
	
	
	

	<25
	N/A
	N/A
	N/A
	
	5.36
	1.6-17.6
	0.006
	
	N/A
	N/A
	N/A

	25-30
	N/A
	N/A
	N/A
	
	4.13
	1.3-13.1
	0.016
	
	N/A
	N/A
	N/A

	31-36
	N/A
	N/A
	N/A
	
	4.15
	1.3-13.6
	0.018
	
	N/A
	N/A
	N/A

	>36a
	N/A
	N/A
	N/A
	
	1.00
	
	
	
	N/A
	N/A
	N/A

	a Reference category.
b Health status as assessed by the HUI2/3 utility scores on a scale where individual’s health range from dead =0.00 to perfect health =1.00.
CI: Confidence interval
N/A: Not applicable. Factor not included in regression model.





