Dear C6 parents, June 2015

Via Ms Bouman | am pleased to post an update on our study.

First, let me introduce myself: my name is Aafke Engwerda. | am a second-year Dutch medical
student and | will be assisting Barbara in analysing the data on the chromosome 6 aberrations. | will
focus on the proximal 6q deletions (6q11-q16). | will start work on the data in July and we hope to
report our results to you in September.

We are still trying to collect as much data as possible on proximal 6q deletions and would like to
enrol more children with these deletions in our study. So if you haven’t joined yet but want to, please
send an email to chromosomeb@umcg.nl

The deadline for returning questionnaires for this study is Friday 26th June. We have already
received completed questionnaires and signed consent forms from the parents of 19 patients. For
those parents who haven’t yet sent us a completed questionnaire, please do so as soon as possible. If
you haven’t got this questionnaire, please send an email to chromosomeb6@umcg.nl to request the

forms.

As soon as we have any reliable information and/or results to share with you, we will ask Ms Bouman
to post it on this Facebook group. We will also announce via Twitter that new information is available
on Facebook.

If you have any questions about the study, please don’t hesitate to send us an email.
On behalf of Prof. Conny van Ravenswaaij-Arts and Barbara Frentz,

Kind regards,
Ms Aafke Engwerda



