Real life use of ravulizumab in Italian patients with paroxysmal nocturnal hemoglobinuria: evidence from the REACTION observational study
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Online Resource 1
EORTC-QLQ-C30 scores during the observation period

Table 7. EORTC QLQ-C30 scores during the observation period: five functional scales (physical, role, cognitive, emotional, and social) 
	
	N
	Mean (SD)
	Median
(25th – 75th P)
	Range
(min – max)

	Physical Functioning score
	
	
	
	

	Baseline
	24
	80.8 (17.4)
	86.7 (70.0 – 93.3)
	40.0 – 100.0

	52 weeks follow-up visit
	36
	84.4 (14.9)
	86.7 (76.7 – 96.7)
	46.7 – 100.0

	Role Functioning score
	
	
	
	

	Baseline
	24
	84.0 (21.1)
	100.0 (66.7 – 100.0)
	33.3 – 100.0

	52 weeks follow-up visit
	36
	80.6 (25.0)
	91.7 (66.7 – 100.0)
	0.0 – 100.0

	Emotional Functioning score
	
	
	
	

	Baseline
	24
	79.2 (23.1)
	83.3 (66.7 – 100.0)
	16.7 – 100.0

	52 weeks follow-up visit
	36
	78.5 (18.9)
	83.3 (66.7 – 95.8)
	33.3 – 100.0

	Cognitive Functioning score
	
	
	
	

	Baseline
	24
	84.0 (15.1)
	83.3 (66.7 – 100.0)
	50.0 – 100.0

	52 weeks follow-up visit
	36
	84.3 (18.7)
	91.7 (66.7 – 100.0)
	33.3 – 100.0

	Social Functioning score
	
	
	
	

	Baseline
	24
	79.2 (19.8)
	83.3 (66.7 – 100.0)
	33.3 – 100.0

	52 weeks follow-up visit
	36
	85.6 (19.2)
	100.0 (66.7 – 100.0)
	16.7 – 100.0


For each score, descriptives calculated over the number of patients included in the FULL ANALYSIS SET with usable questionnaire at the relevant time point. Questionnaires filled in after patient early withdrawal were not considered in the analysis. Each score ranges from 0 to 100; a higher score represents a higher ("better") health status.


Table 8. EORTC QLQ-C30 scores during the observation period: three symptom scales (fatigue, pain, and nausea and vomiting)
	
	N
	Mean (SD)
	Median
(25th – 75th P)
	Range
(min – max)

	Fatigue score
	
	
	
	

	Baseline
	24
	31.5 (22.1)
	33.3 (16.7 – 44.4)
	0.0 – 77.8

	52 weeks follow-up visit
	36
	31.8 (21.6)
	33.3 (11.1 – 44.4)
	0.0 – 77.8

	Nausea and vomiting score
	
	
	
	

	Baseline
	24
	6.9 (14.7)
	0.0 (0.0 – 8.3)
	0.0 – 50.0

	52 weeks follow-up visit
	36
	3.7 (7.0)
	0.0 (0.0 – 0.0)
	0.0 – 16.7

	Pain score
	
	
	
	

	Baseline
	24
	2.1 (5.6)
	0.0 (0.0 – 0.0)
	0.0 – 16.7

	52 weeks follow-up visit
	36
	12.0 (19.8)
	0.0 (0.0 – 16.7)
	0.0 – 83.3


For each score, descriptives calculated over the number of patients included in the FULL ANALYSIS SET with usable questionnaire at the relevant time point. Questionnaires filled in after patient early withdrawal were not considered in the analysis.
Note. Each score ranges from 0 to 100; a higher score represents a higher ("worse") level of symptoms.

Table 9. EORTC QLQ-C30 scores during the observation period: additional symptoms (dyspnoea, loss of appetite, insomnia, constipation and diarrhoea)
	
	N
	Mean (SD)
	Median
(25th – 75th P)
	Range
(min – max)

	Dyspnoea score
	
	
	
	

	Baseline
	24
	19.4 (23.9)
	16.7 (0.0 – 33.3)
	0.0 – 100.0

	52 weeks follow-up visit
	36
	12.0 (18.1)
	0.0 (0.0 – 33.3)
	0.0 – 66.7

	Insomnia score
	
	
	
	

	Baseline
	24
	16.7 (27.8)
	0.0 (0.0 – 33.3)
	0.0 – 100.0

	52 weeks follow-up visit
	36
	19.4 (21.6)
	16.7 (0.0 – 33.3)
	0.0 – 66.7

	Appetite loss score
	
	
	
	

	Baseline
	24
	4.2 (11.3)
	0.0 (0.0 – 0.0)
	0.0 – 33.3

	52 weeks follow-up visit
	36
	5.6 (12.6)
	0.0 (0.0 – 0.0)
	0.0 – 33.3

	Constipation score
	
	
	
	

	Baseline
	24
	8.3 (17.7)
	0.0 (0.0 – 0.0)
	0.0 – 66.7

	52 weeks follow-up visit
	35
	10.5 (19.4)
	0.0 (0.0 – 33.3)
	0.0 – 66.7

	Diarrhoea score
	
	
	
	

	Baseline
	24
	6.9 (13.8)
	0.0 (0.0 – 0.0)
	0.0 – 33.3

	52 weeks follow-up visit
	35
	8.6 (16.8)
	0.0 (0.0 – 0.0)
	0.0 – 66.7


For each score, descriptives calculated over the number of patients included in the FULL ANALYSIS SET with usable questionnaire at the relevant time point. Questionnaires filled in after patient early withdrawal were not considered in the analysis. Each score ranges from 0 to 100; a higher score represents a higher ("worse") level of symptoms.


Table 10. EORTC QLQ-C30 scores during the observation period: Financial Difficulties
	
	N
	Mean (SD)
	Median
(25th – 75th P)
	Range
(min – max)

	Financial difficulties score
	
	
	
	

	Baseline
	24
	18.1 (29.5)
	0.0 (0.0 – 33.3)
	0.0 – 100.0

	52 weeks follow-up visit
	35
	10.5 (26.5)
	0.0 (0.0 – 0.0)
	0.0 – 100.0


For each score, descriptives calculated over the number of patients included in the FULL ANALYSIS SET with usable questionnaire at the relevant time point. Questionnaires filled in after patient early withdrawal were not considered in the analysis. Each score ranges from 0 to 100; a higher score represents a higher ("worse") level of symptoms.
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