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MetabERN Surveys 


By Coordination Office 


Dear All,  


We are aware you are most probably suffering from “survey fatigue syndrome“, especially now 
 that summer is starting. Please understand however that surveys are our main tool to easily and 
 quickly collect information on specific topics that can then be used to  get a representative 
 overview  of  the  state  of  play  of  the  topic,  move  forward,  start  projects,  write  papers  and 
 implement programmes as well presenting the outcomes to policymakers on a national and 
 European level.  


To this aim different working groups within MetabERN have been  active and working hard to  
 develop the following surveys that we kindly invite you to fill in, ideally before the starting of the 
 summer Holidays (15th of July) at latest before the beginning of September.  


In the table below you can find the specifications and links of the surveys. 



(2)of 


Questions  Time 
 TRANSITION 


SURVEY  https://www.surveymonke


y.com/r/DZ2THPR  To collect input about the 
 Transition process from 
 paediatrics to adulthood 
 (when, where, how) at 
 your Centre. 


This survey is 
 part of the 
 activity of the 
 MetabERN Work 
 Package 4  


34  18 mins  PDF 


DIAGNOSTIC 
 OVERVIEW: 


Basic 


metabolic tests 
 and  enzyme 
 analyses 


https://www.surveymonke
 y.co.uk/r/Diagnosticovervi
 ewMetabERN 


To  collect  information  on 
 different  areas  of 
 diagnostic  tests  available 
 in  the  laboratory  used  by 
 your  Health  Care  Provider 
 (HCP). 


This survey is part 
 of the activity of 
 the  MetabERN 
 Work Package 8 


50  17 mins  PDF 


Diagnostic 
 overview: 


GENETICS 


https://www.surveymonke
 y.com/r/FXPFRKW 


To  collect  information 
 about  different  areas  of 
 genetic  tests  available  in 
 the  laboratory  used  by 
 your  Health  Care  Provider 
 (HCP). 


This survey is part 
 of the activity of 
 the  MetabERN 
 Work Package 8 


18  10 mins  PDF 
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SAVE  THE  DATE:  MetabERN  Meeting  at  the  SSIEM  on  Monday  September 2nd 


By Coordination Office 


Dear All, we are now in the process of organising a general MetabERN meeting during the SSIEM 
 2019 symposium in Rotterdam, which will be held on Monday September 2nd from 9,00 am to 
 12,00 pm! PLEASE SAVE THIS DATE  


More info and the agenda will be shared soon. 



MetabERN MEC Meeting 


By Coordination Office 


We  are  glad  to  inform  you  that  the  MetabERN  Medical  Executive  Committee  (MEC)  is  now 
 operative and fully active. The MEC is part of the Governance structure of MetabERN and It 
 consists of the network Coordinator, the 2 vice-Coordinators, the leaders of the Work Packages 
 and one elected representative of each Subnetwork.  


The following are the main aim of the MEC: 


• To define strategies and actions to concretize the implementation of the 3-5 year plan 


• To identify priorities and goals to achieve in order to show effectiveness of MetabERN to MS.  


• To identify strategies to sustain MetabERN long term 
   


The first meeting of the MEC took place on 6th June 2019 in Bruxelles. 


The report with main outcomes is under approval, more info will be shared soon 



MetabERN Monitoring 


By Coordination Office 


Dear All,  


We received a message from the European Commssion (EC) that the current outcomes of the 
 ERNs-wide monitoring exercise of years 2017 and 2018 is showing some inconsistencies due a 
 variety of reasons. 


Several issues and difficulties where identified. 



(4)was on the 30/6/2019).Most probably, but that would need to be confirmed, the  new deadline 
 for Q1 and Q2 2019 will be on the 31 of October. The Coordination Office has been working on 
 developing a self-reporting portal in which you will be asked to provide certain types of data 
 such a the number of patients, the composition of your multidisciplinary team and others. This 
 data will then be used to send to the EC. We will keep you informed about this process.  



European Court of  Auditors   Inspect European  Commission  (EC)  Actions on Cross-border Healthcare  


By Coordination Office 


The  European  Court  of  Auditors  (ECA)  examined  whether  the  European  Commission  has 
 monitored  the  implementation  of  the  EU  cross-border  healthcare  directive  and  supported 
 Member  States  in  informing  patients  of  their  rights.  They  assessed  the  results  achieved  on 
 exchanges of health data across borders and checked key actions on rare diseases. They also 
 examined key recent EU actions in the field of rare diseases focusing on the creation of the 
 European  Reference  Networks,  highlighting  reached  objectives  and  challenges.  Based  on 
 achieved results recommendation have been provided focusing on the Commission’s support 
 for National Contact Points, the deployment of cross border exchanges of health data, and EU’s 
 action in the field of rare diseases. More info and full Report (in all languages) available here 



IGSD2019 conference 


By Terry Derks, UMCG, The Netherlands 


Dear colleagues and friends, 


On behalf of the Organizing Committees, it is a great pleasure to invite you to join us in Porto 
 Alegre for the 5th International GSD Conference (IGSD2019) from November 14-16, 2019. 


Entries  are  open  through  the  website http://www.igsd2019.com/ and  abstracts  can  be 
 submitted until June 30. 


The  aim  of  IGSD2019  is  to  connect  GSD  experts  and  patients,  to  share  ideas,  to  stimulate 
 international collaboration and to improve the future perspectives for better management of 
 hepatic and muscular GSDs for all patients and families.    


The IGSD2019 will happen at the Convention Center of Barra Shopping Sul, Porto Alegre City, 
 Rio Grande do Sul, Brazil, and will have the scientific and operational support of the Medical 
 Genetics Service (Hospital de Clinicas de Porto Alegre). For three decades, this service has been 
 a  place  where  patient  care,  teaching,  research  and  international  collaboration  have  been 
 taken place in the area of hepatic and muscle GSDs. We hope you will enjoy IGSD2019 in Porto 
 Alegre, Brazil. 


Organizing committee 
http://www.igsd2019.com/ 
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