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12th Hamburg Symposium on Juvenile Scleroderma 

– Update on New Developments – 
Assessment of response and activity in juvenile scleroderma patients 
 

Date:  November 30th  2019, 10.00-18.00 
Location: Schön Klinik Eilbek, Haus 7, Dehnhaide 120, 22081 Hamburg, 

Germany 
 
Programme 
 
10.-10.15    Introduction – Ivan Foeldvari 
 
Chairman:  Ivan Foeldvari and Clarissa Pilkington 
 
10.15-10.50   Outcome Assessment in Adult Systemic Sclerosis. Chris Denton, Division 

of Medicine, University College London, London, UK  
 
10.50-11.15 Development and validation of the Scleroderma Clinical Trials Consortium 

Damage Index (SCTC-DI). Mandana Nikpour, Department of Medicine, 
University of Melbourne, Australia. 

 
10.15-11.35  How does the proposed paediatric outcome measures performe in 

juvenile systemic sclerosis cohort ? Results from the inception cohort - 
Ivan Foeldvari, Hamburger Zentrum für Kinder- und 
Jugendrheumatologie, Hamburg, Germany /Jens Klotsche , Biostatistician 
Deutsche Rheumaforschungszentrum Berlin, Germany 

   
11.35-11.55   How does the proposed paediatric outcome meausures performe in the 

CARRA jSSc cohort ?  
Cassie Torok and Anne Stevens 

 
    
11.55- 12.010 Question& Answers 
 
Coffe break 
 
Chairman:  Jordi Anton and Vanessa Smith 
 
12.25-12.45  How are the proposed Damage Index of SCTC and the Pediatric Severity 

index perform in the patients of the juvenile scleroderma inception cohort 



 Ivan Foeldvari, Hamburger Zentrum für Kinder- und Jugend-
rheumatologie, Hamburg, Germany /Jens Klotsche , Biostatistician 
Deutsche Rheumaforschungszentrum Berlin, Germany 

 
 
12.45-13.05 How are the proposed Damage Index of SCTC and the Pediatric Severity 

index perform in the patients of the CARRA cohort 
 Cassie Torok and Anne Stevens 
 
 
13.05.-13.35 Roundtable discussion with all speakers of the morning session 
 
Lunch break 
 
Chairman:   Chris Denton and Clare Pain 

14.15-14.35 Could we establish clinical guidelines to assess juvenile systemic 
scleroderma patients? Clarissa Pilkington  

14.35-18.00 Report of the working groups- which minimal set of parameters should be 
assessed at diagnosis and follow up of jSSc patients.  All speakers are 
presenting bullet points and key questions to the group at the end of they 
talk . Each talk 10 minutes and 10 minutes discussion 

i. Global measures – Jens Klotsche and Ivan Foeldvari 
ii. Skin – Ivan Foeldvari and Cassie Torok 
iii. Interstial lung disease – Bern Hinrichs and Ivan Foeldvari 
iv. Cardiac involvement and pulmonary hypertensiuon– Clarissa 

Pilkington 
v. Gastrointestinal Involvement – Anne Stevens and Lusine 

Ambartsumyan 
vi. Raynauds and ulceration – Claire Pain and Ivan Foeldvari 
vii. Renal involvement - Patricia Costa Reis 
viii. QOL – Cassie Torok 

Roundtable discussion 
 
16.40-18.00 Coffe break 
 
18.00-18.10  Closing Remarks: Ivan Foeldvari 

 

 

There is no registration fee. Please register under foeldvari@t-online.de 

The symposium is supported by an unrestricted found by.. 

 
 

Organisation: Ivan Foeldvari, MD 
 


