
ERN monitoring and assessment system 

3 Dimensions Main Actors

Continuous monitoring of 
agreed indicators

EC, ERN coordinators, BoMs

Periodical self-assessment and 
reporting of the ERNs and HCPs; 

ERN coordinators with the help of 
EC

Periodical assessment / 
validation of specific criteria 
of the HCP

Member States



1.- Continuous monitoring of ERNs activities: 

• Collection of a set of Key Performance Indicators (KPI)

 Clinical activity

 Networking activities

 Knowledge generation, training and research activities

• Outcome indicators

2. Periodical self-assessment and reporting of the 
ERNs and HCPs;

• Based on field of expertise and assessment results of each 
ERN:

 specific criteria with lower scores (average of HCP)

 Key outcome indicators 









Stronger external assessment process

3. Stronger involvement of Member States in the
assessment

• General criteria (Hospital)

• Specific criteria of their own healthcare providers

 when a similar exercise is carried out at national level for other reasons
(accreditation or certification of HCP etc.)

 Ad-hoc









Two Dimensions

Common indicators 

to all ERNs based 

on the common 

objectives of the 

networks 

Indicators specific 

to each ERN based 

on technical 

aspects and 

disease areas 



(2) Disease Specific Clinical 
Outcomes

ERN Continuous Monitoring System outlines the requirements for 
each ERN to:

• Self-define disease specific clinical outcomes per each 
disease area or intervention for evaluation of the ERN

• Each disease specific working group or sub-thematic area should 
be working to identify a small number of key clinical outcome 
measures specific to the disease area.  

• Indicators/measures should be profiled against the case mix.  

• Be reviewed annually to promote discussion and learning 
between HCPs and identify areas of emerging best practice and 
new innovation.



Key challenges

• Data collection 

• Definitions and methodological issues

Source of the data

Availability, quality, 
burden of 

measurements

Registration of 
the data

How to collect the 
data

Reporting

How to use the 
data



Next steps

1. Brainstorming and integration of the views of the WG of 
the ERN –CG with the WG of the ERN Board

2. Analysis of resources and capacity to develop the info 
system (sources, IT solutions)

3. Further discussion on the set of indicators proposed by the 
ERNs with the WG BoMS

o Priorities (Core and extended set of indicators)

o Methodology: Definitions, Indicators numerator/denominator

o Discussion on the feasibility, utility and appropriateness

o Identification of the sources of information

o Software/database/analysis/ balanced scoreboard etc.



Next steps

1. Further discussion on the set of indicators proposed by the ERNs 
with the WG BoMS

Both WG will , as preparatory work for the meetings, provide their inputs on 
the proposed set of indicators on:

o Level of priority (Core and extended set of indicators)

o Feasibility, utility and appropriateness of each of the indicators

o The leads of both WG will use a common adapted format of the current list of 
indicators for collecting this information.

2. Analysis of the IT dimension by DG SANTE 
Software/database/analysis/ balanced scoreboard etc.

3. Both WG will complete and agreed on the methodology 
and indicators elements pending:  Definitions, Indicators 
numerator/denominator



Timing: 
meetings

 Preparatory work (April):  Internal work / WebEx / TC of 
each of the WG April: organized by leads of the WG. SANTE 
will provide the WebEx call at request: 

 1st meeting of both WG (May beginning). WebEx 
Doodle for the date (Organized by SANTE). 

 BOMS WebEx on involvement of MS in the 
assessment (2sd half May) . To decide format and date

 ERN CG and BoMS June: Presentation, discussion & 
eventual agreement on the next steps of the Monitoring 
system. 



Other pending issues to be adressed

 Participants in the Common WG on Monitoring

 Patient Satisfaction Survey




