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Semi-structured interview guide
Introduction
Thank you for participating in this study. The purpose of this interview is to better understand your experience of living with a myeloproliferative neoplasm (MPN), with particular attention to symptoms and fatigue, their impact on daily life, perceived contributing factors, and management. The interview will be audio-recorded for qualitative analysis. All information collected will remain confidential, and anonymized statements or quotations from the interview may be included in publications arising from the study. You may decline to answer any question or ask to stop the recording at any time. There are no right or wrong answers; we are interested in your personal experience. Do you have any questions or concerns before we begin?
Domain 1: Patient experience and symptom manifestations
1. How would you describe your experience of living with an MPN? 
· How has your experience changed since your diagnosis? 
· Which aspects of the disease are most important to you? 
2. Can you describe your experience of fatigue since being diagnosed with your MPN? 
· How does fatigue manifest for you? 
· How has your fatigue evolved over time? 
· Does its intensity or frequency vary? 
3. Thinking about the symptoms listed in the MPN-SAF TSS questionnaire, which ones have the greatest impact on you, and how do they relate to your fatigue? 
· Are there symptoms that tend to occur together with fatigue? 
· Are there symptoms that appear to worsen when you are fatigued, or that make your fatigue worse? 
4. Are there important symptoms or aspects of your experience that you feel are not adequately captured by the MPN-SAF TSS questionnaire? 
Domain 2: Perceived causes or contributing factors
5. What do you think contributes to or worsens your fatigue? 
· Are there particular situations or circumstances associated with greater fatigue? 
· Does fatigue vary according to your activities or daily routine? 
· How do you perceive the contribution of your MPN itself to fatigue? 
6. How do you perceive the relationship between your MPN treatment and your symptoms, including fatigue? 
· Have your symptoms changed with treatment? 
· Do you experience treatment-related effects that influence your daily functioning? 
Domain 3: Impact on daily life
7. How does fatigue affect your daily life, including work, school, relationships, and leisure activities? 
· Does fatigue affect your physical or cognitive functioning? 
· Have you had to modify or avoid certain activities because of fatigue? 
8. More broadly, how have your MPN and its symptoms affected your daily life and relationships? 
· Has the disease changed your social activities or interpersonal relationships? 
· Has it changed how you see yourself or approach your daily activities? 
9. Since your diagnosis, have your MPN or its symptoms affected your perception of the future or your personal goals? 
· For example, education, career, family life, travel, or other personal goals? 
Domain 4: Management strategies
10. What do you do to manage or cope with your fatigue? 
· What has been most helpful? 
· Are there strategies that have not been helpful? 
11. What do you do to manage other symptoms related to your MPN? 
· Have you received advice from healthcare professionals about symptom management? 
· If so, has this advice been helpful? 
12. What advice would you give to another adolescent or young adult living with an MPN who experiences fatigue or other symptoms? 
Conclusion
Is there anything else about your experience of living with an MPN, particularly your symptoms and fatigue, that you think is important for us to understand?
Thank you for your time and participation.










Table S1: Clinical features and outcomes of AYA vs non-AYA presenting high (> 20) versus lower (≤ 20) mean MPN-SAF TSS symptom burden scores
	[bookmark: _Hlk196641653]Variables
	AYA 
(n=74)
	Mean MPN-SAF TSS high 
(> 20) (n=29; 39%)
	Mean MPN-SAF TSS score not significant (n=45; 61%)
	P value
	Non-AYA 
(n=710)
	Mean MPN-SAF TSS high (> 20) (n=232; 33%)
	Mean MPN-SAF TSS score not significant (n=478; 67%)
	P value

	Median age at diagnosis; years (range)
	34 (19-40)
	35 (24-40)
	33 (19-40)
	0.46
	65 (41-96)
	64 (41-92)
	65 (41-96)
	0.13

	Sex; Female; n (%)

	50 (68)
	25 (86)
	25 (56)
	0.004
	390 (55)
	150 (65)
	240 (50)
	0.0003

	Leukocytes, x 109/L; median (range)
	8.9 (4.9-17.6)
	8.8 (4.9-14)
	8.9 (5.2-17.6)
	0.57
	9.7 (1.8-48.7)
	9.5 (2.1-48.7)
	9.9 (1.8-37.9)
	0.32

	Leukocytes > 11 x 109/L; n (%)
	11 (27)
	5 (31)
	6 (24)
	0.61
	199 (37)
	57 (33)
	142 (39)
	0.14

	Hemoglobin, g/L; 
median (range)
	148 (91-203)
	152 (116-203)
	143 (91-182)
	0.97
	151 (55-230)
	148 (65-216)
	153 (55-230)
	0.053

	Hematocrit, %; median (range)
	44 (27-64)
	44 (35-64)
	44 (27-56)
	0.88
	45 (16-70)
	45 (18-66)
	46 (16-70)
	0.049

	Platelets, x 109/L;
median (range)
	655 (157-2695)
	562 (241-1278)
	750 (157-2695)
	0.07
	607 (51-2756)
	579 (51-1406)
	610 (60-2756)
	0.12

	Platelets > 1000 x 109/L; n (%)
	11 (26)
	2 (12)
	9 (36)
	0.07
	59 (11)
	15 (9)
	44 (12)
	0.21

	LDH > 240 U/L; n (%)
	11 (65)
	5 (100)
	6 (50)
	0.02
	99 (51)
	32 (48)
	67 (53)
	0.57

	C-Reactive Protein > 5 mg/L; n (%)
	0 (0)
	0 (0)
	0 (0)
	NC
	35 (39)
	19 (50)
	16 (31)
	0.065

	JAK2V617F VAF 50%+; n (%)
	7 (24)
	5 (42)
	2 (12)
	0.06
	142 (37)
	55 (43)
	87 (34)
	0.068

	CALR VAF 60%+; n (%)
	0 (0)
	0 (0)
	0 (0)
	NC
	3 (6)
	0 (0)
	3 (9)
	0.13

	Active cytoreduction therapy; n (%)
	39 (53)
	16 (55)
	23 (51)
	0.73
	566 (80)
	176 (76)
	390 (82)
	0.078

	Cytoreductive agent; n (%)
· Hydroxyurea
· Ruxolitinib
	

19 (76)
6 (24)
	

7 (70)
3 (30)
	

12 (80)
3 (20)
	

0.57

	

442 (85)
81 (15)
	

129 (78)
36 (22)
	

313 (87)
45 (13)
	

0.0079

	Active antiplatelet therapy; 
n (%)
	58 (78)
	21 (72)
	37 (82)
	0.32
	519 (73)
	151 (65)
	368 (77)
	0.0009

	Therapy initiation > 36 months; n (%)
	21 (47)

	12 (57)
	9 (38)
	0.19
	140 (22)
	60 (29)
	80 (19)
	0.0050

	Variables
	PV AYA 
(n=15)
	Mean MPN-SAF TSS high 
(> 20) (n=6; 40%)
	Mean MPN-SAF TSS score not significant (n=9; 60%)
	P value
	PV
Non-AYA 
(n=270)
	Mean MPN-SAF TSS high (> 20) (n=89; 33%)
	Mean MPN-SAF TSS score not significant (n=181; 67%)
	P value

	Median age at diagnosis; years (range)
	35 (21-40)
	36 (33-40)
	31 (21-40)
	0.24
	65 (42-90)
	64 (42-89)
	66 (44-90)
	0.045

	Sex; Female; n (%)
	9 (60)
	5 (83)
	4 (44)
	0.12
	139 (51)
	56 (63)
	83 (46)
	0.0081

	Leukocytes, x 109/L; median (range)
	7.5 (6-12.1)
	9.6 (6-11.2)
	7.4 (6-12.1)
	0.45
	10.3 (3.8-37.9)
	10.1 (4.5-28.2)
	10.5 (3.8-37.9)
	0.83

	Leukocytes > 11 x 109/L; n (%)
	2 (18)
	1 (25)
	1 (14)
	0.66
	90 (43)
	25 (40)
	65 (45)
	0.55

	Hemoglobin, g/L; 
median (range)
	169 (143-203)
	160 (144-203)
	170 (143-182)
	0.81
	174 (96-230)
	175 (125-216)
	174 (96-230)
	0.62

	Hematocrit, %; median (range)
	50 (43-64)
	48 (46-64)
	51 (43-56)
	0.87
	53 (29-70)
	53 (39-66)
	53 (29-70)
	0.64

	Platelets, x 109/L;
median (range)
	396 (157-698)
	380 (241-564)
	411 (157-698)
	0.46
	456 (120-2756)
	498 (127-1105)
	443 (120-2756)
	0.55

	Platelets > 1000 x 109/L; n (%)
	0 (0)
	0 (0)
	0 (0)
	NC
	5 (2)
	1 (2)
	4 (3)
	0.61

	LDH > 240 U/L; n (%)
	2 (67)
	1 (100)
	1 (50)
	0.31
	32 (54)
	9 (45)
	23 (59)
	0.31

	C-Reactive Protein > 5 mg/L; n (%)
	0 (0)
	0 (0)
	0 (0)
	NC
	10 (40)
	7 (58)
	3 (23)
	0.069

	JAK2V617F VAF 50%+; n (%)
	3 (33)
	2 (67)
	1 (17)
	0.14
	100 (54)
	37 (57)
	63 (52)
	0.53

	CALR VAF 60%+; n (%)
	0 (0)
	0 (0)
	0 (0)
	NC
	0 (0)
	0 (0)
	0 (0)
	NC

	Active cytoreduction therapy; n (%)
	3 (20)

	2 (33)
	1 (11)
	0.30
	224 (83)
	73 (82)
	151 (83)
	0.77

	Cytoreductive agent; n (%)
· Hydroxyurea
· Ruxolitinib
	

1 (33)
2 (67)
	

1 (50)
1 (50)
	

0 (0)
1 (100)
	

0.31
	

178 (81)
41 (19)
	

54 (76)
17 (24)
	

124 (84)
24 (16)
	

0.18

	Active antiplatelet therapy; n (%)
	13 (87)

	5 (83)
	8 (89)
	0.76
	204 (76)
	61 (69)
	143 (79)
	0.063

	Therapy initiation > 36 months; n (%)
	3 (75)
	2 (67)
	1 (100)
	0.41
	67 (26)
	31 (36)
	36 (22)
	0.015

	Variables
	ET AYA 
(n=56)
	Mean MPN-SAF TSS high 
(> 20) (n=21; 38%)
	Mean MPN-SAF TSS score not significant (n=35; 62%)
	P value
	ET 
Non-AYA
(n=366)
	Mean MPN-SAF TSS high (> 20) (n=109; 30%)
	Mean MPN-SAF TSS score not significant (n=257; 70%)
	P value

	Median age at diagnosis; years (range)
	34 (19-40)
	34 (24-40)
	34 (19-40)
	0.89
	64 (41-92)
	63 (41-92)
	64 (41-88)
	0.41

	Sex; Female; n (%)
	39 (70)
	18 (86)
	21 (60)
	0.036
	230 (63)
	82 (75)
	148 (58)
	0.0011

	Leukocytes, x 109/L; median (range)
	9 (4.9-17.6)
	8.5 (4.9-14)
	9 (5.2-17.6)
	0.74
	9.6 (3.4-36.1)
	9.3 (3.4-31.7)
	9.9 (3.9-36.1)
	0.27

	Leukocytes > 11 x 109/L; n (%)
	7 (25)
	3 (27)
	4 (24)
	0.82
	97 (35)
	25 (29)
	72 (37)
	0.16

	Hemoglobin, g/L; 
median (range)
	140 (91-168)
	140 (116-168)
	139 (91-166)
	0.91
	141 (82-180)
	139 (87-169)
	142 (82-180)
	0.19

	Hematocrit, %; median (range)
	42 (27-53)
	41 (35-53)
	42 (27-49)
	1.00
	43 (24-56)
	42 (26-50)
	43 (24-56)
	0.17

	Platelets, x 109/L;
median (range)
	807 (421-2695)
	650 (421-1278)
	923 (422-2695)
	0.07
	728 (166-1870)
	693 (290-1406)
	734 (166-1870)
	0.27

	Platelets > 1000 x 109/L; n (%)
	10 (36)
	2 (18)
	8 (47)
	0.11
	50 (18)
	14 (16)
	36 (19)
	0.59

	LDH > 240 U/L; n (%)
	8 (62)
	3 (100)
	5 (50)
	0.06
	45 (42)
	11 (32)
	34 (46)
	0.18

	C-Reactive Protein > 5 mg/L; n (%)
	0 (0)
	0 (0)
	0 (0)
	NC
	17 (37)
	7 (44)
	10 (33)
	0.49

	JAK2V617F VAF 50%+; n (%)
	3 (16)
	2 (25)
	1 (9)
	0.35
	27 (16)
	10 (20)
	17 (14)
	0.33

	CALR VAF 60%+; n (%)
	0 (0)
	0 (0)
	0 (0)
	NC
	2 (4)
	0 (0)
	2 (6)
	0.21

	Active cytoreduction therapy; n (%)
	34 (61)
	13 (62)
	21 (60)
	0.89
	301 (82)
	86 (79)
	215 (84)
	0.28

	Cytoreductive agent; n (%)
· Hydroxyurea
· Ruxolitinib
	

17 (81)
4 (19)
	

5 (71)
2 (29)
	

12 (86)
2 (14)
	

0.44

	

253 (95)
13 (5)
	

73 (94)
5 (6)
	

180 (96)
8 (4)
	

0.47

	Active antiplatelet therapy; n (%)
	43 (77)
	15 (71)
	28 (80)
	0.47
	291 (80)
	83 (76)
	208 (81)
	0.30

	Therapy initiation > 36 months; n (%)
	17 (44)
	9 (53)
	8 (36)
	0.30
	58 (18)
	21 (21)
	37 (16)
	0.25


[bookmark: _Hlk196641689]Abbreviations: AYA: adolescents and young adults; MPN-SAF TSS: MPN-Symptom Assessment Form Total Symptom Score; MPN: myeloproliferative neoplasms; LDH: lactate dehydrogenase; JAK2V617F: janus kinase 2; CALR: calreticulin; VAF: variant allele frequency; NC: Non-computable



Table S2: Clinical features and outcomes of PV and ET AYA patients AYA compared to non-AYA presenting high vs low mean fatigue scores 
	Variables
	PV AYA 
(n=15)
	Mean fatigue score high
(> 4) (n=11; 73%)
	Mean fatigue score low
(≤ 4) (n=4; 27%)
	P value
	PV
Non-AYA 
(n=270)
	Mean fatigue score high
(> 4) (n=115; 43%)
	Mean fatigue score low
(≤ 4) (n=152; 57%)
	P value

	Median age at diagnosis; years (range)
	35 (21-40)
	35 (21-40)
	30 (24-40)
	0.51
	65 (42-90)
	64 (42-89)
	65 (42-90)
	0.80

	Sex; Female; n (%)
	9 (60)
	7 (64)
	2 (50)
	0.64
	139 (51)
	72 (63)
	66 (43)
	0.0018

	Leukocytes, x 109/L; median (range)
	7.5 (6-12.1)
	7.3 (6-11.2)
	8.4 (7.5-12.1)
	0.26
	10.3 (3.8-37.9)
	10.5 (4.5-28.2)
	10 (3.8-37.9)
	0.91

	Leukocytes > 11 x 109/L; n (%)
	2 (18)
	1 (13)
	1 (33)
	0.44
	90 (43)
	37 (45)
	52 (43)
	0.82

	Hemoglobin, g/L; 
median (range)
	169 (143-203)
	167 (144-203)
	170 (143-173)
	0.85
	174 (96-230)
	172 (101-226)
	176 (96-230)
	0.14

	Hematocrit, %; median (range)
	50 (43-64)
	49 (46-64)
	52 (43-56)
	0.85
	53 (29-70)
	52 (33-66)
	54 (29-70)
	0.15

	Platelets, x 109/L;
median (range)
	396 (157-698)
	380 (157-642)
	606 (354-698)
	0.20
	456 (120-2756)
	457 (127-2756)
	449 (120-1140)
	0.63

	Platelets > 1000 x 109/L; n (%)
	0 (0)
	0 (0)
	0 (0)
	NC
	5 (2)
	2 (2)
	3 (2)
	0.97

	LDH > 240 U/L; n (%)
	2 (67)
	2 (67)
	0 (0)
	NC
	32 (54)
	14 (50)
	18 (60)
	0.44

	C-Reactive Protein > 5 mg/L; n (%)
	0 (0)
	0 (0)
	0 (0)
	NC
	10 (40)
	8 (53)
	2 (22)
	0.13

	JAK2V617F VAF 50%+; n (%)
	3 (33)
	3 (43)
	0 (0)
	0.17
	100 (54)
	49 (59)
	51 (50)
	0.22

	CALR VAF 60%+; n (%)
	0 (0)
	0 (0)
	0 (0)
	NC
	0 (0)
	0 (0)
	0 (0)
	NC

	Active cytoreduction therapy; n (%)
	3 (20)

	3 (27)
	0 (0)
	0.14
	224 (83)
	90 (78)
	131 (86)
	0.091

	Cytoreductive agent; n (%)
· Hydroxyurea
· Ruxolitinib
	

1 (33)
2 (67)
	

1 (33)
2 (67)
	

0 (0)
0 (0)
	

NC
	

178 (81)
41 (19)
	

67 (76)
21 (24
	

108 (84)
20 (16)
	

0.13

	Active antiplatelet therapy; n (%)
	13 (87)

	9 (82)
	4 (100)
	0.25
	204 (76)
	78 (68)
	123 (81)
	0.014

	Therapy initiation > 36 months; n (%)
	3 (75)
	3 (75)
	0 (0)
	NC
	67 (26)
	36 (33)
	30 (21)
	0.037

	Symptom burden scores

	Mean MPN-SAF TSS score > 20; n (%)
	6 (40)
	6 (55)
	0 (0)
	0.025
	89 (33)
	77 (67)
	12 (8)
	<0.0001


	Maximum MPN-SAF TSS score > 20; n (%)
	8 (53)
	8 (73)
	0 (0)
	0.0051
	146 (54)
	95 (83)
	51 (34)
	<0.0001


	Significant subitem scores

	Early satiety 
· Score > 4; n (%)
	
3 (20)
	
3 (27)
	
0 (0)
	
0.15
	45 (17)
	
37 (32)
	
8 (5)
	
<0.0001

	Abdominal pain
· Score > 4; n (%)
	
1 (7)
	
1 (9)
	
0 (0)
	
0.42
	29 (11)
	
23 (20)
	
6 (4)
	
<0.0001

	Inactivity
· Score > 4; n (%)
	
1 (7)
	
0 (0)
	
1 (25)
	
0.091
	38 (14)
	
33 (29)
	
5 (3)
	
<0.0001

	Difficulty concentrating
· Score > 4; n (%)
	

2 (13)
	

2 (18)
	

0 (0)
	

0.25
	33 (12)
	

29 (25)
	

4 (3)
	

<0.0001

	Night sweats
· Score > 4; n (%)
	
2 (13)
	
2 (18)
	
0 (0)
	
0.25
	34 (13)
	
26 (23)
	
8 (5)
	
<0.0001

	Pruritus
· Score > 4; n (%)
	
2 (13)
	
2 (18)
	
0 (0)
	
0.25
	44 (16)
	
30 (26)
	
13 (9)
	
<0.0001

	Bone pain
· Score > 4; n (%)
	
2 (13)
	
2 (18)
	
0 (0)
	
0.25
	47 (17)
	
40 (35)
	
7 (5)
	
<0.0001

	Weight loss
· Score > 4; n (%)
	
0 (0)
	
0 (0)
	
0 (0)
	
NC
	13 (5)
	
12 (10)
	
1 (1)
	
0.0001

	Fever
· Score > 4; n (%)
	
0 (0)
	
0 (0)
	
0 (0)
	
NC
	2 (1)
	
2 (2)
	
0 (0)
	
0.066

	Variables
	ET AYA 
(n=56)
	Mean fatigue score high
(> 4) (n=28; 52%)
	Mean fatigue score low
(≤ 4) (n=26; 48%)
	P value
	ET 
Non-AYA
(n=366)
	Mean fatigue score high
(> 4) (n=147; 41%)
	Mean fatigue score low
(≤ 4) (n=212; 59%)
	P value

	Median age at diagnosis; years (range)
	34 (19-40)
	35 (19-40)
	35 (20-40)
	0.84
	64 (41-92)
	64 (41-86)
	64 (41-92)
	0.75

	Sex; Female; n (%)
	39 (70)
	21 (75)
	16 (62)
	0.29
	230 (63)
	107 (73)
	119 (56)
	0.0012

	Leukocytes, x 109/L; median (range)
	9 (4.9-17.6)
	9.2 (4.9-17.6)
	8.4 (5.6-15.7)
	0.43
	9.6 (3.4-36.1)
	9.4 (3.4-31.7)
	9.9 (5.1-36.1)
	0.33

	Leukocytes > 11 x 109/L; n (%)
	7 (25)
	6 (33)
	1 (10)
	0.15
	97 (35)
	33 (29)
	62 (39)
	0.11

	Hemoglobin, g/L; 
median (range)
	140 (91-168)
	135 (91-168)
	145 (130-162)
	0.16
	141 (82-180)
	139 (82-170)
	142 (101-180)
	0.13

	Hematocrit, %; median (range)
	42 (27-53)
	41 (27-53)
	44 (38-48)
	0.15
	43 (24-56)
	42 (24-51)
	43 (31-56)
	0.093

	Platelets, x 109/L;
median (range)
	807 (421-2695)
	837 (422-2695)
	807 (421-1403)
	0.68
	728 (166-1870)
	724 (166-1477)
	728 (350-1870)
	1.0

	Platelets > 1000 x 109/L; n (%)
	10 (36)
	6 (33)
	4 (40)
	0.73
	50 (18)
	23 (20)
	26 (16)
	0.42

	LDH > 240 U/L; n (%)
	8 (62)
	5 (63)
	3 (60)
	0.93
	45 (42)
	19 (41)
	24 (41)
	0.95

	C-Reactive Protein > 5 mg/L; n (%)
	0 (0)
	0 (0)
	0 (0)
	NC
	17 (37)
	11 (44)
	5 (26)
	0.22

	JAK2V617F VAF 50%+; n (%)
	3 (16)
	2 (20)
	1 (13)
	0.67
	27 (16)
	14 (23)
	13 (13)
	0.099

	CALR VAF 60%+; n (%)
	0 (0)
	0 (0)
	0 (0)
	NC
	2 (4)
	1 (5)
	1 (4)
	0.78

	Active cytoreduction therapy; n (%)
	34 (61)
	15 (54)
	18 (69)
	0.24
	301 (82)
	120 (82)
	174 (82)
	0.91

	Cytoreductive agent; n (%)
· Hydroxyurea
· Ruxolitinib
	

17 (81)
4 (19)
	

6 (75)
2 (25)
	

11 (85)
2 (15)
	

0.59
	

253 (95)
13 (5)
	

99 (90)
11 (10)
	

147 (99)
2 (1)
	

0.0013

	Active antiplatelet therapy; n (%)
	43 (77)
	21 (75)
	21 (81)
	0.61
	291 (80)
	108 (73)
	176 (83)
	0.030

	Therapy initiation > 36 months; n (%)
	17 (44)
	8 (47)
	9 (45)
	0.90
	58 (18)
	31 (23)
	27 (14)
	0.055

	Symptom burden scores

	Mean MPN-SAF TSS score > 20; n (%)
	19 (35)
	14 (50)
	5 (19)
	0.016
	108 (29)
	94 (64)
	14 (7)
	<0.0001


	Maximum MPN-SAF TSS score > 20; n (%)
	31 (57)
	22 (79)
	9 (35)
	0.0009
	179 (49)
	116 (79)
	63 (30)
	<0.0001


	Significant subitem scores

	Early satiety 
· Score > 4; n (%)
	
11 (20)
	
8 (29)
	
3 (12)
	
0.11
	45 (12)
	
37 (25)
	
8 (4)
	
<0.0001

	Abdominal pain
· Score > 4; n (%)
	
9 (17)
	
5 (18)
	
4 (15)
	
0.81
	28 (7)
	
22 (15)
	
6 (3)
	
<0.0001

	Inactivity
· Score > 4; n (%)
	
11 (20)
	
10 (36)
	
1 (4)
	
0.0019
	47 (13)
	
35 (24)
	
12 (6)
	
<0.0001

	Difficulty concentrating
· Score > 4; n (%)
	

10 (19)
	

6 (21)
	

4 (15)
	

0.57
	41 (11)
	

34 (23)
	

7 (3)
	

<0.0001

	Night sweats
· Score > 4; n (%)
	
7 (13)
	
5 (18)
	
2 (8)
	
0.26
	51 (14)
	
38 (26)
	
13 (6)
	
<0.0001

	Pruritus
· Score > 4; n (%)
	
8 (15)
	
7 (25)
	
1 (4)
	
0.021
	24 (6)
	
17 (12)
	
7 (3)
	
0.0022

	Bone pain
· Score > 4; n (%)
	
8 (15)
	
5 (18)
	
3 (12)
	
0.51
	50 (13)
	
41 (28)
	
9 (4)
	
<0.0001

	Weight loss
· Score > 4; n (%)
	
2 (4)
	
2 (7)
	
0 (0)
	
0.10
	13 (4)
	
10 (7)
	
3 (1)
	
0.0069

	Fever
· Score > 4; n (%)
	
0 (0)
	
0 (0)
	
0 (0)
	
NC
	1 (1)
	
1 (1)
	
0 (0)
	
0.18


Abbreviations: AYA: adolescents and young adults; MPN-SAF TSS: MPN-Symptom Assessment Form Total Symptom Score; MPN: myeloproliferative neoplasms; LDH: lactate dehydrogenase; JAK2V617F: janus kinase 2; CALR: calreticulin; VAF: variant allele frequency; NC : Non-computable
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