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Table 1. Distribution of the subscores and total score for the patient self-reported questionnaire. 
	
	Min
	Q1
	Mean
	Median
	Q3
	Max
	SD

	General QoL and attitude to disease
	0.0
	37.5
	52.4
	54.2
	66.7
	100.0
	19.3

	Mobility and leisure time
	0.0
	15.0
	31.4
	30.0
	45.0
	95.0
	20.4

	Medical care
	6.3
	50.0
	64.1
	62.5
	75.0
	100.0
	21.1

	Social life and occupation/work
	12.5
	55.0
	65.7
	65.0
	80.0
	100.0
	19.7

	Associated symptoms
	12.5
	68.8
	79.1
	81.3
	93.8
	100.0
	16.3

	Total score
	25.0
	48.0
	56.6
	57.0
	64.0
	92.0
	13.0


Max, maximum; Min, minimum; Q1, first quantile; Q3, third quantile; QoL, quality of life; SD, standard deviation.

Table 2. Distribution of the subscores and total score for the caregiver-reported questionnaire.
	
	Min
	Q1
	Mean
	Median
	Q3
	Max
	SD

	General QoL and attitude to disease
	0.0
	35.4
	47.1
	45.8
	58.3
	83.3
	19.5

	Mobility and leisure time
	0.0
	20.8
	29.4
	27.1
	39.6
	79.2
	17.3

	Medical care
	12.5
	50.0
	60.8
	62.5
	75.0
	93.8
	18.8

	Social life and occupation/work
	5.0
	45.0
	55.9
	60.0
	70.0
	95.0
	20.7

	Associated symptoms
	6.3
	68.8
	75.1
	75.0
	87.5
	100.0
	19.6

	Total score
	10.0
	45.0
	51.3
	52.5
	61.0
	80.0
	13.5


Max, maximum; Min, minimum; Q1, first quantile; Q3, third quantile; QoL, quality of life; SD, standard deviation.

