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Networks & Data Collection

Launched in 2007



Networks & Data Collection

Launched in 2007



The EU’s Focus On Rare Disease Registries



Recommendations & Directives For Centres Of Expertise

EU Legislation which requires registration of patients with rare diseases
– directive 2011/24/EU – article 12(2) – research epidemiology, registries

Delegated decision for ERNs - shared registries 2014/286/EU Annex II
patient registers and use of coding



ERNs & Key Performance Indicators



Boston April 2016 Glasgow December 2016

The Creation Of Endo-ERN



 e-REC: e-reporting programme of Rare Endocrine Conditions

 Develop a new core registry that collects a core dataset for all rare 
endocrine conditions in Endo-ERN 

 Incorporate clinician and patient reported markers of clinical 
outcome in core endocrine registry

 Signpost participants to detailed, disease-specific endocrine 
registries identified by EuRRECa

 Identify conditions that require new high-quality detailed disease 
registries for rare endocrine conditions

Aims Of EuRRECa



EuRRECa – In Summary



WP04
Core Clinical Outcomes

Olaf Dekkers, Leiden

Ca/PO & 
Growth

Irene 
Netchine, 

Paris

Endo 
Tumours

Attila 
Patocs,

Budapest

Pituitary

Mehul 
Dattani, 
London

WP05
Patient, Parent & Ethics

Martine Cools, Ghent

WP02 
Dissemination & Access

Olaf Hiort, Luebeck

WP01 
Management & Coordination

Ahmed, Glasgow

Thyroid

Edward 
Visser

Rotterdam

Adrenal

Nicole 
Reisch, 
Munich

Sex Dev & 
Maturation 

Anna 
Nordenstrom, 

Stockholm

Gluc & Ins

Zdenek
Sumnik
Prague

Expert Working Groups

WP06  
Core Endocrine Registry & E-Surveillance

Ahmed, Glasgow

WP03
Quality Assurance & Evaluation

Luca Persani, Milan

SWEET

Thomas 
Danne, 

Hannover

Independent Advisory Board
Jesus Argente, Madrid
Segolene Ayme, Paris

Matt Johnson, EURORDIS
David Sandberg, Ann Arbor

EuRRECa Structure



The Review Of The Application By EU
Added value to the field of public health is significant primarily due to the effectiveness and 

efficiency of the proposed method and the integration across several key stakeholders. The 
considerations for linguistic diversity is ambitious and shows a patient centeredness, which 
should lead to better access for more patients.

Project work is well integrated in the 71 member ERN, which together with the involvement of 
European professional associations provides for an excellent geographic coverage. The 
social, cultural and political context are generally well addressed, including the potential 
impact of Brexit on the project

Consortium provides a thorough account of the current challenges, open issues and state- of -
the-art in a comprehensive and wide-span fashion. A detailed analysis with diagnosis is 
provided of the present situation of registries. The elements for improvement are identified 
and are at the basis of the proposed content of the project.

Described methodology addresses appropriately interoperability and secures a standards-based 
development of the core Registry. There is good complementarity with the ENDO ERN 
activities while the approach is promising as to the integration/linking of existing relevant 
registries in a transparent and accountable way.

Work plan is very well designed and efficient with proper identification of tasks. The management 
structure and internal communication are appropriate. The different bodies, their role and 
composition is well described. The embedding of the project in the ERN is also an advantage 
for internal communication.

Partnership is of high quality and the strong link with the ERN and two professional societies is 
embedded in the partnership.

Underestimated budget for the work described



Launched in Feb 2018 - Activity To Date
- E-Reporting of Rare Endocrine Conditions

- Core Endocrine Registry

- Recommendations by Patients, Parents & Ethics

- Incorporation of EQ5D & Other Core Outcomes

@eurreca



Summary

 Exciting times for European endocrinology!

 Endo-ERN – great example of how clinical centres across 
Europe can work together at improving patient care

 Effective but simple registries are a cornerstone of networks

 EuRRECa – builds on Endo-ERN and is available for all centres 
within and beyond Europe

 EuRRECa – designed to support networks in their mission for 
improving clinical care and research



Rare Disease Registries In Europe

Paris, 2013



• Smaller is better!

• High level of compatibility with
- EU CHAFEA JRC
- RD-Connect

• High level of interoperability
- 26 out of 30 fields have
standards esp LOINC

• Scope for cross-referencing
- Orphacodes
- SNOMED-CT, ICD, ICPED, etc

• Scope for generic CDE and 
Main Thematic Group – specific 
CDE

EuRRECa Core Data Elements


