Healthcare utilization and unmet needs of patients with antisynthetase syndrome: An international patient survey
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	[bookmark: _Hlk134688264]Supplementary Table 1 Symptoms at disease onset according to antisynthetase antibody status in absolute number (percentage of subgroup in %). 

	
	All patients
(n=236)
	Anti-Jo-1
(n=169)
	Anti-PL-7
(n=33)
	Anti-PL-12
(n=24)
	Anti-OJ
(n=4)
	Anti-EJ
(n=5)

	Joint Pain
	152 (53.0)
	94 (55.6)
	19 (57.6)
	11 (45.8)
	4 (100.0)
	1 (20.0)

	Joint pain and swelling
	99 (41.9)
	86 (50.9)
	7 (21.2)
	8 (33.3)
	2 (50.0)
	0 (0)

	Dyspnea/cough
	120 (50.8)
	78 (46.2)
	19 (57.6)
	15 (62.5)
	3 (75.0)
	5 (100.0)

	Mechanic’s hands
	107 (45.3)
	80 (47.3)
	16 (48.5)
	10 (41.7)
	2 (50.0)
	2 (40.0)

	Other cutaneous lesions
	35 (14.8)
	16 (9.5)
	10 (30.3)
	8 (33.3)
	2 (50.0)
	1 (20.0)

	Skin ulcers
	5 (2.1)
	3 (1.8)
	0 (0)
	1 (4.2)
	0 (0)
	0 (0)

	Raynaud‘s phenomenon
	91 (38.6)
	58 (34.3)
	19 (57.6)
	9 (37.5)
	1 (25.0)
	2 (40.0)

	Muscle strength deficit
	117 (49.6)
	89 (52.7)
	13 (9.4)
	8 (33.3)
	1 (25.0)
	1 (20.0)

	Muscle pain
	130 (55.1)
	95 (56.2)
	14 (42.4)
	15 (62.5)
	2 (50.0)
	3 (60.0)

	Fatigue
	159 (67.4)
	109 (64.5)
	21 (63.6)
	20 (83.3)
	3 (75.0)
	5 (100.0)

	Pain in general
	79 (33.5)
	47 (27.8)
	9 (27.3)
	5 (20.8)
	2 (50.0)
	1 (20.0)

	Fever
	69 (29.2)
	68 (40.2)
	10 (30.3)
	10 (41.7)
	3 (75.0)
	2 (40.0)



	Supplementary Table 2 Physician confirmed lung involvement, myositis and arthritis at disease onset according to antibody in absolute number (percentage of subgroup in %).

	
	All patients
(n=236)
	Anti-Jo-1
(n=169)
	Anti-PL-7
(n=33)
	Anti-PL-12
(n=24)
	Anti-OJ
(n=4)
	Anti-EJ
(n=5)

	Lung involvement
	160 (67.8)
	116 (68.6)
	21 (63.6)
	18 (75.0)
	3 (75.0)
	5 (100.0)

	Myositis
	135 (57.2)
	101 (59.8)
	22 (66.7)
	9 (37.5)
	2 (50.0)
	3 (60.0)

	Arthritis
	78 (33.1)
	67 (39.6)
	6 (18.2)
	1 (4.2)
	1 (25.0)
	0 (0)

	Complete triad
	42 (17.8)
	38 (22.5)
	3 (9.1)
	0 (0)
	0 (0)
	0 (0)





	Supplementary Table 3 Physicians reported as the main contact person for ASSD. N=236 for all patients.

	Physician
	N (percentage of all patients)

	Rheumatologist
	187 (79.2)

	Pneumologist
	28 (11.9)

	Primary care doctor
	7 (3.0)

	Immunologist
	5 (2.1)

	Internal medicine specialist
	5 (2.1)

	Neurologist
	4 (1.7)













	


Supplementary Table 4 Physicians reported to be seen regularly by patients. N=236 for all patients.

	Physician
	N (percentage of all patients in %)

	Rheumatologist
	216 (91.5)

	Pneumologist
	127 (53.8)

	Primary care doctor
	124 (52.5)

	Dermatologist
	36 (15.3)

	Internal medicine specialist
	36 (15.3)

	Neurologist
	21 (8.9)

	Immunologist
	12 (5.1)





	
Supplementary Table 5 Reported links to useful online information regarding ASSD. Sorted alphabetically.

	Number
	URL

	1
	www.antisynthetase.org

	2
	www.dermnetz.org

	3
	www.DVASS.org

	4
	Facebook groups: antisynthetase support group, Jo-1 facebook group, myositis group

	5
	www.hopkinsrheumatology.org/rheumtv/antisynthetase-disease-overview-johns-hopkins/ass-featuredimage-diagnos/

	6
	www.internetmedicin.se/behandlingsoversikter/reumatologi/idiopatiska-inflammatoriska-myopatier/

	7
	www.myositis.org

	8
	www.myositis-netz.de/myositis/myositis-bei-overlap-syndrom

	9
	www.myosit.reumatiker.se

	10
	www.nih.gov

	11
	www.orphanet.net

	12
	www.rheuma-badenbaden.de

	13
	www.rheuma-liga.de

	14
	www.rheumatiker.se

	15
	www.understandingmyositis.org/explaining-myositis

	16
	www.webmd.com

	Other information used:
	Medical journals, myositis experts (Lorenzo Cavagna, Rohit Aggarwal)



