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International Detailed Disease Registries

- Uniform platform for collecting data

>3000 cases Newborn to 90yrs
Median Age – 16 yrs

Approved by ethics to store 
routinely collected clinical data 
following informed consent
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CaHASEThere Is A Science To Registries!

In Europe – > 600 Rare Disease Registries 
– local, national and international

- Concerns about quality, sustainability, codification and interoperability



Some Components Of Quality

Research Quality

- Internal Validity

- External Validity

Level of Activity

- Registry Design

- Operational Aspects

- Data Quality

Evidence Quality

- Enrollment of centres

- Rate of addition of cases

Quality

Information Quality Networking FunctionInternational Acceptability

- Scope of data sharing

- Origin of centres

- Completed Studies

- Active Studies

- Types of studies

- Role in the network

- Patient involvement

Quality

Many of these components are dependent on Awareness of Registry



Endo-ERN

71 Reference Centres (RC) 8 Thematic Groups

 European Reference Networks (ERN) - clinical networks that aim to manage rare 

conditions requiring specialist input and a concentration of knowledge and resources

 ERN for rare endocrine conditions (Endo-ERN) - largest ERN and includes 36 

groups of conditions

 The range of cross-border registries that exist for Endo-ERN conditions is unclear

 The creation of Endo-ERN provided an opportunity to study the existence of registries in 

Europe



Assessing The Awareness  Of Registries

Database search for international registries using Orphanet and RD-Connect using 

Orphacodes for all rare endocrine conditions within Endo-ERN

An ‘international registry’ was defined as that used by >1 country with the 

coordinating centre based in Europe

A Survey of 71 RC from 19 countries within Endo-ERN (Oct-Nov 2016):A Survey of 71 RC from 19 countries within Endo-ERN (Oct-Nov 2016):

Awareness and participation in registries at an international, national and 

local level for Endo-ERN conditions within main thematic groups (MTG)

Views on future priorities for new registries for conditions within each 

MTG



Awareness of Endo-ERN Members In Registries

 Greatest awareness of 
international registries- MTG1 
(Adrenal), MTG3 (Glucose & 
Insulin), MT7 (Sex Dev)

Adrenal

Pituitary

Growth Local

National

International

 Lowest awareness of international 
registries- MTG2 (Ca & Phos), 
MTG4 (Endo Tumours), MTG5 
(Growth), MTG6 (Pituitary), MTG8 
Thyroid

 High levels of awareness of 
national and local registries

Rare Endocrine Tumours

Glucose & Insulin Sex Development



 Greatest participation in 
international registries for 
conditions within MTG1 
(Adrenal), MTG3 (Glucose & 
Insulin), MT7 (Sex Dev)

Pituitary

Participation of Endo-ERN Members In Registries

Local

National

International

Insulin), MT7 (Sex Dev)

 Despite awareness of registries, 
participation rates lower
 e.g. 70% ‘aware’ of an 

international registry for 
DSD, yet, participation rate 
was 52%

 No participation in international 
registries for some conditions 
e.g. MTG8 (Thyroid)

Sex Development



Views On Future Priorities

 A score of 5 was attributed 
to all conditions within:

- MTG4 (Rare Endocrine 
Tumours)

- MTG5 (Growth & Obesity)
- MTG7 (Sex Development)



International Registries For Rare Endocrine Conditions

Endo-ERN 

21

 Registries exist for 76% (32/42) of Endo-ERN conditions

 Several registries including all commercial registries not present in databases of 
registries such as Orphanet & RD-Connect 

LeukoDatabase (France)
ENETS (Greece)

International pheochromocytoma and 
paraganglioma registry (Germany)
ENSAT (Belgium) 21

RD-Connect

7
Orphanet

20
2

6 2
3

RaDiCo-IDMet (France)
GnRH Network (Switzerland)

ENSAT (Belgium)
EURADRENAL (Norway)
I-CAH (UK)
European parathyroid registry (Netherlands)
FIPA Consortium (UK) ERCUSYN (Spain)

EUROWABB (UK)
I-DSD (UK)



Summary of Survey

Several international registries exist for a range of conditions

Still gaps in the coverage of conditions that needs addressing

Bigger gaps in the levels of awareness and use of existing registries

‘Registry libraries’ such as Orphanet and RD-Connect do not have a ‘Registry libraries’ such as Orphanet and RD-Connect do not have a 

record of several international registries led from Europe



December 2016 Endo-ERN Registries Workshop



The Case For EuRRECa

 A need to develop new registries for rare endocrine conditions

 A more immediate need to improve the awareness and 

participation in existing registries

 A core registry which directs users to high quality detailed  A core registry which directs users to high quality detailed 

registries is required

www.eurreca.net



The Concept Of EuRRECa
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Notification 

Core Registry

Core Dataset
~20 fields Detailed Disease 

Registry - A

EuRRECa Quality Grade

+++

Notifier Asked To 
Enter Case In 
Core Registry

Patient Consent

Minimum Dataset

WP01 – Management
WP02 – Dissemination and Access
WP03 – Quality Assurance
WP04 – Core Outcomes
WP05 – Patients & Ethics
WP06 – Core Registry & eREC
Expert Working Groups = MTGs

~20 fields
EU recommended 

Core Date Elements

Registry - A

Detailed Disease 
Registry - B

Detailed Disease 
Registry - C

+++

++

+

Minimum PCOMs
Generic
Condition specific
Age specific
Clinician reported
Patient/Parent reported

Find Me A Detailed 
Disease Registry

Patient Consent

Minimum Dataset
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The Organization Of EuRRECa
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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 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 Data Elements for the Core Endocrine Registry
- Core Condition-Specific Clinical Outcomes
- Draft Recommendations by Patients, Parents & Ethics
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e-REC

www.eurreca.net

Paperwork needs to be 
translated into other 
commonly used languages 



e-REC Update Of Pilot
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Further Information & To Keep In Touch

www.eurreca.net @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 aims to extend its reach 

further further across all centres within and beyond Endo-ERN

 EuRRECa – aims to provide the evidence that networks for rare 

(endocrine) conditions can provide the infrastructure that can be 

used to improve clinical care and research


