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Included patients 
 

Total: 162 
 
Hannover, MHH and Munich, LMU:  21 patients 
Paris IPMC:      20 patients 
Ankara, Hacettepe University:   16 patients 

Running Peer 
reviews  

Munich, LMU:         15 patients  
Hannover, MHH                 3 patients 
Heidelberg, University:         1 patient 
Homburg, University:           1 patient  
Amsterdam, Academ. Med. Centre:         1 patient 
London, RBH:              1 patient 

Completed Peer 
reviews 

Hannover, MHH:           1 patient  
Leeds General Infimary:         1 patient 

 
 
 

 

News and Notices 
 

 

Matthias Griese:  

Monthly reminder - Cohort of alive patients with surfactant dysfunction disorders - 
November 2014 
 
Dear All, 
  
this reminds you of the active project  
“build a large cohort of alive subjects with surfactant dysfunction disorders in Europe”.  
 
All prevalent, i.e. you know patient already and you are caring for,  
and all new/incident patients < 20year of age  
should be asked for consent to participate in the chILD-EU project. Thus all patients with  
  
a) mutations in  
SFTPC 
ABCA3 
TTF1 
SFTPB (possibly some non-lethal) 
GMCSFRa 
GMCSFRb 
HPS2 
  
b) ILD and lung histology of 
NSIP 
DIP 
LIP 
PAP 
CPI 
UIP 
RB-ILD 
  
First goal is to follow natural history in the observational trial, including quality of life, health 
economics.  
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News and Notices 
 

Next steps are inclusion into HCQ trial, and disease specific projects. 
  
Please indicate potential cases to the national coordinator and to chILD-EU.register@med.uni-
muenchen.de 
We will support you as best as we can. 

 
 
 
Meike Hengst/ Nico Schwerk: 
 

- Pitfalls of the database:  
 

1. Wherever you write something in the database, which implicates an automatical e-mail to 

other participants it is ABSOLUTELY NECESSARY  to mark the corresponding field (e.g. 

Peer review completed) 

 
 

 
 
 
 
 

  Or „Send notification of new comment …” If you forget to mark this field no emails will be sent.  
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News and Notices 
 

 

2. (for clinical Experts only): You have to fill in the MedDRA cods  

It is necessary to fill in the MedDRA Diagnoses before you complete the FINAL Peer review. 
Therefor fill in the Pulmonary diagnosis and click Catalog (no short cuts accepted!) 

 
 
The according diagnosis with the LLT code will appear. Doubble-click at the diagnosis. 

 
 

The diagnosis and LTT Code will be filled in automatically. Press save.  

 
 
 
 
 
 
 

2.)  
1.)  
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News and Notices 
 

Invitation 

2-day “hands on” life and web-based 

case review and discussions 

of children´s interstitial lung diseases 

with European experts present from 5 countries 

 

The chILD-EU-Symposium 

Munich 

Orphans Unite: chILD better together –?  

European Management Platform for Childhood Interstitial Lung Diseases 

Grant Agreement number 305653 

 

Meeting Venue:  
Klinikum der Universität München, Dr. von Haunersches Kinderspital, Lindwurmstr. 4, 80337 München, 

Hörsaal 
 

Meeting Schedule:  
Friday, 16th January 2015 from 11 am to 6 pm 

Saturday, 17th January 2015 from 9 am to 5 pm 
 

Present your own cases, upload previously and follow on your own laptop 
 
 

We are looking forward to seeing you! 
 

  Please fill in the pre-registration form below to improve Symposium organisation. 
 

More information: www.childeu.net 
 
 

 
 

We wish you all a happy Christmas and a happy, 

healthy and content new year! 

 
 

http://www.childeu.net/

