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Virtual Consultation: 
Clinical Patient 

Management System

Harmonizing disease 
management: 

Adoption and development
of guidelines and pathways

Monitoring 
performance 

and outcomes:
Patient registries

Promoting research 
and innovation

Online 
disease information

Training: 
CMEs,

Webinars, eLearning



Clinical Guideline Activities

Review of Existing Evidence Base
e.g. ReConnet



Clinical Guideline Activities

Evaluation and endorsement of 
existing guidelines
e.g. ERKNet

Review of Existing Evidence Base
e.g. ReConnet

Screened Evaluated Endorsed

Pediatric CKD/Dialysis 65 26 12

Obstructive uropathies 25 5 2

Metabolic Nephrop. 18 15 10

AD structural disorders 21 5 5

Hereditary glom.pathies 9 6 4

Pediatric Transplantation 8 8 2

TMA 5 2 2

CAKUT 3 3 3

Tubulopathies 3 1 1

Total 158 71 41



Clinical Guideline Activities

Evaluation and endorsement of 
existing guidelines
e.g. ERKNet...

New Guideline Development
e.g. Euracan/PaedCan, ERN-Ithaca... 
- Collaboration with professional societies
- Collaborations between ERNs
- ERN Taxonomy Project

Review of Existing Evidence Base
e.g. ReConnet...



Clinical Guideline Activities

Evaluation and endorsement of 
existing guidelines
e.g. ERKNet...

New Guideline Development
e.g. Euracan/PaedCan, ERN-Ithaca... 

Review of Existing Evidence Base
e.g. ReConnet...

Diagnostic Flowcharts, Clinical Rating Scales
e.g. ERN-RND...



Clinical Guideline Activities

ERN Genturis:  “Patient Journeys“

 Developed by patients 

 Medical details approved by ERN 
professionals

 Contents:
Typical patient pathway
Typical challenges and pitfalls 
Medical issues where specialists can help
Unmet patient needs at various disease stages



Education and Training

All ERNs organizing CME Courses, summer/winter schools
- good collaborations with professional specialist societies

Webinars programs starting (e.g. Ithaca, ERKNet...) 

CEF grant 2019/2020:  eLearning platforms

ERN-RND, ERN-Eye:  Clinical fellowship exchange grants
-> Funding for regular clinical exchange training programs needed 



ERKNetRare Kidney Disease Webinar Curriculum
Biweekly live streams
Announced via ERN & professional society newsletters
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100-150 registrations per Webinar
50-100 live attendees, 150-200 post-event downloads



Virtual Consultation: The CPMS

Early experience:

• eConsulting platform with unique features: 
Advanced image/histopathology slide viewing functionalities 

• Potentially cost-effective tool by sparing physical cross-border patient referral 

• Time-consuming data entry, 
difficulty to arrange multi-expert VCs

• Operational help desks being implemented

• Data protection issues by GDPR

• Re-think target groups / access concept :  
„Experts rarely need expert advice“



Virtual Consultation: The CPMS

Keys to success: 

• Definition of use indications and (national) access pathways

• Awareness of medical community 

• Streamlined / customized data entry

• In the long run: Reimbursement system for expert services



ERN Patient Registries

 High priority for most ERNs

 Health Programme Research Call:  
Registries for European Reference Networks

 5 ERNs funded to develop core registries

 Collaboration with JRC 
European RD Registration Platform

 Further EU support envisioned

 Local center support will be key to success  
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Performance and Outcome Monitoring

WG Montoring and Quality Indicators 

Phase 1: Implementation of ERN monitoring system 
(2019) (e.g. patients processed in CPMS, CMEs, Webinars, 

guidelines adopted/developed, dissemination indicators)

Phase 2: Monitoring of patient management & outcomes 
(2020) within ERN centers



Research and Innovation

ERN Research Working Group: 
- Mapping ERN research capacities ongoing
- Strategy Workshop Jan 24 2019 

Pediatric clinical research:
Involvement in conect4children Paneuropean Clinical Research Network

Transveral COST proposal: 
EaRN-Gen for promotion of genetic diagnostics

European Joint Programme for Rare Disease Research (EJP-RD):
Multi-level involvement of ERNs



Research and Innovation:  EJP-RD



Dissemination Activities



Expected ERN Expansion: The Coordinators‘ View

Geographic expansion and closure of 
expertise gaps will be vital to materialize 
full potential of ERNs 

Full membership and Affiliated Partnerships 
are equally valid models of cooperation

While new partners are welcome, 
careful selection according to competency 
criteria and ERN needs will be essential to
- maintain quality and 
- avoid operational challenges 
(in view of unchanged coordination budgets)
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