Additional file 1. The registries survey sheet.
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SURVEY REGISTRIES - ERN

1) Are you aware of any Registry of Diseases covered by the ERN
RITA, primary immune-deficiencies (PID), auto-inflammatory disorders
(AID), autoimmune diseases (AI)?

o YES o NO
If yes

O Coordinator O Participant O I know a Registry without
participating (please specify below)

If Coordinator:

2) A) Please specify the name of the Registry including the
website

Website

B) Is it a National or International Registry?
© NATIONAL o INTERNATIONAL EU o INTERNATIONAL EXTRA EU

Total number of patients enrolled in the Registry
Countries involved, please specify

C) Which area of diseases is covered by the Registry you are
coordinating?

0O AUTOINFLAMMATORY (AID) O AUTOIMMUNE (AI) O PRIMARY IMMUNO-
DEFICIENCIES (PID)
please specify the diseases covered

D) What type of data are you collecting?

0O DEMOGRAPHIC (O DIAGNOSIS [0 SIGNS AND SYMPTOMS

0 LABORATORY EXAMS (routine/research) O THERAPY [0 SAFETY
0O GENETIC INVESTIGATIONS (J BIOBANK (JOTHER please specify

E) Can you share with us the Case Report Forms?
o YES o NO (If yes, please upload)
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E) Can you share with us the Case Report Forms?
o YES o NO (If yes, please upload)

F) Can you share with us the Protocol?
o YES o NO (If yes, please upload)

Any comments
+ ADD (if coordinating more than one Registry, this form may be repeated)
If Participant:

3) RA) Please specify the name of the Registry including the website

Website

B)Is it a National or International Registry?
O NATIONAL o INTERNATIONAL EU o INTERNATIONAL EXTRA EU

C)Which area of diseases is covered by the Registry you are
participating ?

0 AUTOINFLAMMATORY (AID) O AUTOIMMUNE (AI) 0 PRIMARY IMMUNO-
DEFICIENCIES (PID)
please specify the diseases covered

D)What type of data are you collecting?

O DEMOGRAPHIC (O DIAGNOSIS O SIGNS AND SYMPTOMS
0 LABORATORY EXAMS (routine/research) [0 THERAPY [0 SAFETY
0 GENETIC INVESTIGATIONS [J BIOBANK (JOTHER please specify

E)Can you share with us the Case Report Forms?
o YES o NO (If yes, please upload)

F) Can you share with us the Protocol?
o YES o NO (If yes, please upload)

Any comments

+ ADD (if participating in more than one Registry, this form may be
repeated)




