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BACKGROUND AND METHOD 

BACKGROUND 

• 59 Indicators (EUROPLAN 2008-2011) 

• EUROPLAN 2012-15: 21 selected core indicators 

adopted by EUCERD Recommendations (June 2013) 

• Follow-up study for fine-tuning &improving potential to 

orient RD policies 

METHOD 

• Survey on the use of indicators in selected MS: Bulgaria, 

Croatia, Italy, Romania and Spain 

• Descriptive exploratory collection of lessons to take 

into account  
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RESULTS: Background Indicators 
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Content Indicators: CoE & Information 
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Content Indicators: Kowledge, 

Classification/Coding, Registries, Research 



EUCERD Joint Action Workshop "EUROPLAN National Plans/Strategies capacity building activities” 

8 May 2014 - Federal Ministry of Health, Berlin 

Content Indicators: Therapies & Social Services 
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Financial Support Indicators 
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Positive aspects while using indicators 

• Collection of important information about NP on RD and easiness to 

answer 

• Excellent opportunity to share knowledge and comparability among 

countries 

• Political usefulness 

• Chance to adapt national RD policies to best examples available and 

recommended at EU level 

• Tool to timely follow up and report on national RD activities 

• Possibility to follow-up the progress 

• Focus on relevant issues regarding development and implementation of NP 

which are common to the 28 EU MSs;  

• Harmonisation of monitoring procedures & criteria and assessment of 

common RD policies in the 28 EU MSs; 

• Usefulness to capture and describe the situation as far as the general 

measures adopted by countries are concerned 
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Difficulties faced while using indicators 

• Quantitative indicators may not reflect qualitative 

improvements 

• Comparing MS different rules and regulation to make clear 

the different organization of the countries through short 

answers can be very difficult 

• Indicator on participation in ERNs is difficult to use (ENR for 

RD are not yet established)  

• Low visibility of what is done for RD patients in programmes 

to support in their daily life integration (in place in all 

Countries) 

• Difficulties in collecting information from the regional level 

(Spain) 
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Opportunity of integrating indicators 

 “The core indicators are selected from EUCERD 

indicators. To integrate them with EUCERD indicators 

means to go back to the starting line“ 

However: 

• possible future integration with EUCERD criteria on 

centres of expertise for RD and RD reference networks 

• include information on newborn screening policies and 

on the genetic diagnosis and  genetic counselling 

policies. 
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