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part in the pathogenesis of RA.
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Results of a multi-national
survey regarding a feasibility
study for a therapeutic trial
in juvenile systemic sclerosis

Sir,
Juvenile systemic sclerosis (jSSc) is a very
rare disease (1). Although it has been shown

Table I. Results of a survey of pediatric rheumatologists in Europe and America.

Pediatric Rheumatology American Academy of
International Trial Pediatrics/Pediatric

Organization Members Rheumatology Section
mailing list mailing list

Number of members on the mailing list 171 133

Number of questionnaires returned 4 3
   because of wrong address

Number of negative responses 8 (5%) 5 (4%)
   (not interested in participating)

Number of positive responses 38 (22.2%) 25 (19%)
   (interested in participating)

Number of patients followed in centers 92 (2.4/center) 60 (2.4/center)
   interested in participating

Number of newly diagnosed patients/year 25 (0.7/center) 18 (0.7/center)
   in the centers interested in participating

(2) that survival, morbidity and mortality dif-
fer between pediatric and adult populations,
current therapeutic approaches demand that
pediatric rheumatologists apply experience
gained from adults, although only few pro-
spective and controlled studies exist.
In order to evaluate the feasibility of a com-
parative two-branch therapeutic study entail-
ing the recruitment of patients with disease
courses shorter than 18 months, a survey of
all members of the Pediatric Rheumatology
International Trials Organization (PRINTO),
a European collaborative study group with
members in 16 countries, was carried out in
February 1999. In April the survey question-
naires were sent to members of the Pediatric
Rheumatology Section of the American
Academy of Pediatrics (AAP).
The response within the PRINTO group was
27% and in the AAP group 23%. Survey re-
sults are shown in Table I. Forty-three new
patients with jSSc are seen each year in the
centers interested in participating in the study.
This means that it should be possible to re-
cruit a sufficient number of patients for a
multi-center study with two branches. This
could represent an important step forward in
our attempt to learn more about the effective
treatments of patients with juvenile systemic
sclerosis.

I. FOELDVARI, MD
Pediatric Rheumatology Unit, University
Children’s Hospital, 20246 Hamburg,
Germany.
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