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Dear ,

You already have told us, that you would like to participate in the Registry. You have surely just notice that
you and your parents are being asked to participate in another study. This sheet should explain, what this
means. You can read everything on your own, think about it and discuss it with your parents and your treat-
ing physicians whether you would like to participate.

Your physicians have discovered that you have a rare disease. There are only a few children who have the
same disease. We would like to understand your disease better and find out whether we can help people
with this disease through certain examinations.

Therefore, we want to examine your blood, bone marrow and a very small part of your skin. In addition, we
use a cotton swab to stroke the inside of your cheek. If your blood or bone marrow has to be taken anyway,
the blood, bone marrow and skin sample for this examination can be taken at the same time, so that we
have to prick you as rarely as possible.

We would be happy if you would like to participate and help other children as well. But if you don’t want
to, that is no problem either. Please ask your doctors if you don’t understand something. They will gladly
help you.

Thank you very much.

Your physician’s team
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