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Observational trial

Patients included: 474 (+31 compared to January 2016)
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Completed, peer reviewed cases: 218

W Germany 107
M Turkey 31
UK 23

M France 18

M Italy 6

M Poland 6

m Denmark 3

m Switzerland 3

Page 1 of 4




chlLD- Newsletter- February/ March 2016

Observational trial

High data quality is a hallmark of the register! Therefore in general:

. Please always complete the PROs and fill them out for the appropriate visit. After that,
please send the sheets via mail or post to Munich for the double data entry.
If you are not able to upload DICOM images, we can do that for you. Please send us the
images via CD.

. We need EDTA and Tempus blood from every patient and their parents. Moreover we
need the slides, if a lung biopsy was done.

. Additional samples: frozen tissue, tissue in RNA later, serum, plasma, fibroblasts, etc
will all be stored for future cohorts; so do not hesitate to collect and ship!

. Please note, that we only want to collect prospective data. Therefore the follow up data is
the most important point to analyse this “real time” information.

Interventional trials

Do you have a chILD with:

=

EAA

2. new diagnosed ILD and need of hydroxychloroquine-treatment

3. Patients with stable course over the last month and wish to stop HCQ
treatment?

Please enter these children into the interventional trials, as these studies are one
of our main goals in the chILD EU project!

Is your center already open for the interventional trials?!

If not, please contact us to do so:

chlLD-EU.reqgister@med.uni-muenchen.de

Matthias.Griese@med.uni-muenchen.de

Claudia.Eismann@med.uni-muenchen.de

If you have any questions give notice to chlLD-EU.reqgister@med.uni-muenchen.de.
Send YOUR news for this newsletter to meike.hengst@med.uni-muenchen.de.
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Upcoming meeting

Childhood Interstitial Lung Disease Educational Meeting, Edinburgh

Thursday, 2" June 2016 from 2:00 pm to 5 pm (UK PIs)
Friday, 3™ June 2016 from 8.30 am to 4.30 pm

At 50 George Square, Edinburgh, EH8 9JY

A Childhood Interstitial Lung Disease Trainee Meeting will run in parallel on Thursday 2nd
June 2:00 - 3:45 pm if sufficient interest expressed by 1 March 2016.

Draft Agenda
Thursday, 2" June 2016 from 2:00 pm to 5:00 pm

TIME TOPIC

Welcome

The ChILD-EU database (UK based nominated PIs)
2:00 - 5:00 pm - Presentation of database

-  What data is required
- How cases are peer reviewed

A chlLD meeting for Trainees can run in parallel at 2:00 — 5:00 pm in the
Conference room, ground floor, 20 Sylvan Place, Edinburgh, EH9 1UW if
sufficient interest.

7:00 pm Meeting dinner

Friday, 3" June 2016 from 8:30 am to 4:30 pm
TIME TOPIC

ILD radiology. Dr Alistair Calder, Consultant Radiologist,
Great Ormond Street Hospital, London

08.30 - 9.00 am

Pathology of ILD, Professor Andrew Nicholson, Consultant

9:00-9.30 am Pathologist, Royal Brompton Hospital, London

9:30 — 10:30 am | Case presentations (3 x 20 mins)
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10:30-11:00 Coffee Break
11:00 am — Case presentations (6 x 20 mins)
13:00 pm

13:00-14:00 pm | Lunch

14:00 - 15:00 Case presentations (3 x 20 mins)
pm

15:00-15:15 Coffee Break

15:15-16:30 Case presentations (3 x 20 mins) + wrap up
pm

16:30 pm Finish

Enquiries or Meeting Registration:
ChILD-UK Trial Office

Tel: 0131 537 3846

Email: ChILD-UK@ed.ac.uk

Registration Form can be found here: http://www.klinikum.uni-muenchen.de/Child-
EU/download/en/News/Meetings/2016-03-23-Meeting-Invitation.pdf

Cost: £30 registration fee

e Principal investigators at a chlLD-EU site and trainees are exempt from the registration fee

e Second class travel will be reimbursed for UK trainees who are selected to present a case.

e Second class travel and one night's accommodation will be reimbursed for nominated Pls at
a UK chILD-EU site who attend the Thursday 2nd June database training session (in addition
to Friday)
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