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Supplement Data
Table S1 Physician characteristics
	Physician characteristics
	Overall 
(N = 43)

	Age (years), mean (SD)
	45.6 (10.5)

	Male, n (%)
	26 (60.5)

	Medical specialty, n (%)

	Rheumatology
	22 (51.2)

	Dermatology
	12 (27.9)

	Immunology
	5 (11.6)

	Allergy
	4 (9.3)

	Primary subspecialty, n (%)

	Adult subspecialty
	29 (67.4)

	Pediatric subspecialty
	14 (32.6)

	Current Resident or Fellow, n (%)
	2 (4.7)

	Type of practice, n (%)

	Private practice
	32 (74.4)

	Solo practice
	11 (25.6)

	Single-specialty group practice
	11 (25.6)

	Multi-specialty group practice
	8 (18.6)

	Hospital-owned practice
	2 (4.7)

	Academic institution
	9 (20.9)

	Othera
	2 (4.7)

	Number of healthcare providers in practice, mean (SD)

	Physicians
	8.8 (16.1)

	Nurse practitioners
	3.0 (5.4)

	Physician assistants
	2.2 (4.2)

	Region of practice, n (%)

	West
	17 (39.5)

	Northeast
	12 (27.9)

	South
	8 (18.6)

	Midwest
	6 (14.0)

	Years in practice since completion of medical school, mean (SD)
	15.6 (9.4)

	Number of patients with SJIA under the care of the responding physician in the past 24 months, mean (SD)
	21.7 (26.8)

	Number of patients prescribed canakinumab by the responding physician in the past 24 months, mean (SD)
	5.8 (7.3)

	Number of SJIA charts contributed per physician, mean (SD)
	1.7 (2.0)

	Diagnosis guidelines followed by physician while treating patients with SJIA, n (%)

	Up To Date 
	27 (62.8)

	Peer-reviewed articles
	18 (41.9)

	Classification Criteria for MAS Complicating SJIA: An EULAR/ACR/ PRINTO Collaborative Initiative
	16 (37.2)

	Childhood Arthritis and Rheumatology Research Alliance (CARRA)
	15 (34.9)

	International League of Associations for Rheumatology (ILAR)
	15 (34.9)

	National Institute of Health Genetic and Rare Disease Information Center
	12 (27.9)

	Textbooks
	12 (27.9)

	Institutional guidelines
	9 (20.9)

	Otherb
	1 (2.3)

	Physician does not follow any diagnosis guidelines
	1 (2.3)

	Treatment guidelines followed by physician while treating patients with SJIA, n (%)

	Up To Date
	27 (62.8)

	ACR guidelines
	26 (60.5)

	Peer-reviewed articles
	23 (53.5)

	Childhood Arthritis and Rheumatology Research Alliance (CARRA)
	15 (34.9)

	International League of Associations for Rheumatology (ILAR)
	13 (30.2)

	Textbooks
	11 (25.6)

	National Institute of Health Genetic and Rare Disease Information Center
	9 (20.9)

	Guidelines for other types of arthritis (e.g., rheumatoid, psoriatic arthritis)
	8 (18.6)

	Institutional guidelines
	8 (18.6)

	Physician does not refer to any treatment guidelines
	1 (2.3)


ACR American College of Rheumatology, EULAR European League Against Rheumatism, MAS Macrophage Activation Syndrome, N total number of patients in the respective category, PRINTO Pediatric Rheumatology International Trials Organization, SD standard deviation, SJIA systemic juvenile idiopathic arthritis
aOther types of practice settings included "hospital" and "clinic"
bOther types of diagnosis guidelines referenced included "ACR"










Table S2 First long-term treatment for SJIA/AOSD
	
Treatment details
	Overall study population
(N = 72)

	Children
(N = 44)

	Adults
(N = 28)

	By treating physician subspecialty

	
	
	
	
	Pediatric subspecialty
(N = 25)
	Adult subspecialty
(N = 47)

	Years from first long-term treatment for SJIA/AOSD until canakinumab initiation

	Known, n (%)
	50 (69.4)
	39 (88.6)
	11 (39.3)
	15 (60.0)
	35 (74.5)

	Mean (SD)
	1.6 (2.7)
	1.1 (1.4)
	3.5 (4.7)
	1.2 (1.7)
	1.8 (3.0)

	First long-term treatment used for SJIA/AOSDa, n (%)

	Nonsteroidal anti-inflammatory drugs
	34 (47.2)
	20 (45.5)
	14 (50.0)
	9 (36.0)
	25 (53.2)

	Oral corticosteroids
	31 (43.1)
	21 (47.7)
	10 (35.7)
	7 (28.0)
	24 (51.1)

	Methotrexate
	31 (43.1)
	21 (47.7)
	10 (35.7)
	8 (32.0)
	23 (48.9)

	Corticosteroid injection
	4 (5.6)
	3 (6.8)
	1 (3.6)
	2 (8.0)
	2 (4.3)

	Calcineurin inhibitors (e.g., cyclosporine)
	3 (4.2)
	2 (4.5)
	1 (3.6)
	1 (4.0)
	2 (4.3)

	Biologics

	Anakinra
	15 (20.8)
	8 (18.2)
	7 (25.0)
	7 (28.0)
	8 (17.0)

	Adalimumab
	10 (13.9)
	3 (6.8)
	7 (25.0)
	3 (12.0)
	7 (14.9)

	Etanercept
	8 (11.1)
	5 (11.4)
	3 (10.7)
	4 (16.0)
	4 (8.5)

	Canakinumab
	7 (9.7)
	6 (13.6)
	1 (3.6)
	0 (0.0)
	7 (14.9)

	Tocilizumab
	6 (8.3)
	2 (4.5)
	4 (14.3)
	3 (12.0)
	3 (6.4)

	Infliximab
	4 (5.6)
	2 (4.5)
	2 (7.1)
	0 (0.0)
	4 (8.5)

	Rilonacept
	1 (1.4)
	0 (0.0)
	1 (3.6)
	0 (0.0)
	1 (2.1)

	Abatacept
	1 (1.4)
	0 (0.0)
	1 (3.6)
	1 (4.0)
	0 (0.0)

	Unknown
	5 (6.9)
	5 (11.4)
	0 (0.0)
	5 (20.0)
	0 (0.0)


AOSD adult-onset Still’s disease 
aTreatment agents used are not mutually exclusive



Table S3 Sensitivity analysis – long-term treatment directly preceding canakinumab initiation in AOSD
	Treatments directly preceding canakinumab initiation, n (%)
	Total 
(N = 12)

	
	

	Leflunomide
	1 (8.3)

	Nonsteroidal anti-inflammatory drugs
	0 (0.0)

	Oral corticosteroids
	0 (0.0)

	Corticosteroid injection
	0 (0.0)

	Methotrexate
	0 (0.0)

	Calcineurin inhibitors (e.g., cyclosporine)
	0 (0.0)

	Thalidomide
	0 (0.0)

	Biologics

	Etanercept
	6 (50.0)

	Anakinra
	4 (33.3)

	Adalimumab
	0 (0.0)

	Tocilizumab
	1 (8.3)

	Abatacept
	0 (0.0)

	Infliximab 
	0 (0.0)

	Rilonacept
	1 (8.3)

	Rituximab
	0 (0.0)

	Unknown
	0 (0.0)


[bookmark: _Hlk88734506]Patients who did not receive this line of therapy and patients who received canakinumab as first treatment are excluded
Treatment agents used are not mutually exclusive


Table S4 Sensitivity analysis results – reasons for discontinuation of the treatments prior to canakinumab in AOSD patients 
	Specific reasons listed (not mutually exclusive), n (%)
	Total
(N = 13)

	Availability of a new treatment
	5 (38.5)

	Half-life duration of the agent
	3 (23.1)

	Lack of efficacy/effectiveness
	2 (15.4)

	Treatment intolerability
	2 (15.4)

	Patient/caregiver request
	2 (15.4)

	Worsening or new comorbid conditions
	1 (7.7)

	Adverse events
	1 (7.7)

	Drug interaction
	1 (7.7)

	Frequency of injection/injection site rotation
	0 (0.0)

	Disease progression
	0 (0.0)

	Inconvenience of treatment administration/dosing
	0 (0.0)

	Tapered withdrawal therapy for well-controlled disease
	0 (0.0)

	Insurance related issues
	0 (0.0)

	Patient/caregiver's social environment (i.e., rural/urban)
	0 (0.0)

	Other cost related reasons
	0 (0.0)

	Other
	0 (0.0)




Table S5 Sensitivity analysis results – canakinumab initiation patterns in AOSD
	Canakinumab use characteristics

	Total
(N = 13)

	
	

	Age when first prescribed canakinumab (years), mean (SD)
	37.7 (19.2)

	Year of canakinumab initiation, n (%)

	2016
	0 (0.0)

	2017
	7 (53.8)

	2018
	6 (46.2)

	Initial dose (reported by physician as mg/kg or calculated mg/kg when weight was available), mean (SD)
	2.0 (1.3)
[N =12]

	Initial dose among physicians who reported mg/kg, mean (SD)
	4.0 (0.0)
[N =2]

	Initial dose among physicians who reported mg [N =11]

	Mean (SD)
	126.0 (85.6)

	Median (Q1, Q3)
	150.0 (12.0, 150.0)

	Initial frequency, n (%)

	Every 4 weeks
	10 (76.9)

	Every 8 weeks
	3 (23.1)

	Received concomitant treatment with another long or short-term SJIA medication (including biologics), n (%)

	Yes
	5 (38.5)

	No
	8 (61.5)


[bookmark: _Hlk82782757]Q1 first quartile, Q3 third quartile



Table S6 Sensitivity analysis results – reasons for canakinumab initiation in AOSD patients 
	Specific reasons listed (not mutually exclusive), n (%)
	Total
(N = 13)

	Efficacy/effectiveness of canakinumab
	8 (61.5)

	Lack of response to previous treatment
	8 (61.5)

	Ability to discontinue/spare steroids
	4 (30.8)

	Convenience of administration/dosing
	3 (23.1)

	Favorable safety profile/tolerability of canakinumab
	2 (15.4)

	Half-life duration of canakinumab
	2 (15.4)

	Adverse event to previous treatment
	1 (7.7)

	Change in patient's disease severity
	1 (7.7)

	Patient's comorbidity
	1 (7.7)

	Patient/caregiver's social environment (i.e., rural/urban)
	1 (7.7)

	Patient requested canakinumab
	0 (0.0)

	Caregiver requested canakinumab
	0 (0.0)

	Insurance change (i.e., canakinumab now covered or previous treatment not covered anymore)
	0 (0.0)

	Other cost-related reasons
	0 (0.0)

	Other
	0 (0.0)



