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Improving quality and safety and access to highly specialised healthcare across the EU 
Patients affected by rare or low prevalence and complex diseases 

Article 12 Directive of  patients' rights in cross-border healthcare 
 

Networks of healthcare providers aiming at:  

Added value ( EU level ) 
Need for Cooperation: 
Scarcity of knowledge 

Need for education 

Complexity / high costs 

Effective use of resources 

European Reference Networks: Scope and Context 



 

• Right to choose and be reimbursed for healthcare provided  

     by public or private providers located in the EU  
 

• More transparency about their rights, treatment options or, 

    the quality and safety levels of healthcare providers  

 

• Strong focus on cooperation among Member States 

o Mutual recognition of prescription 

o eHealth 

o Health Technology Assessment 

o European Reference Networks 

 

Entry into force at National level 25 October 2013 

Directive 2011/24/EU of patients' rights in cross-border healthcare 

Key issues adressed by the directive 
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The trajectory towards an European Reference Network for Rare Endocrine Conditions 

  

Recognition of expertise centres 
for rare endocrine diseases: 
national endorsement  

Ministeries of Health: 
National evaluation of 
expertise centres  
for rare diseases 
 
 

National actions at the level of the Board of Member States: 
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Recognition of expertise centres 
for rare endocrine diseases: 
national endorsement  

Ministeries of Health: 
National evaluation of 
expertise centres  
for rare diseases 
 
 

Lisbon 7-8 oct 
2nd ERN conference 
Olaf Hiort  (ESPE) 
 
 
Jérôme Bertherat (ESE) 
 
 
Alberto Pereira 
 

1st ESPE-ESE statement 

National actions at the level of the Board of Member States: 
 

Proces completed in march 2015 in the Netherlands, and 
late 2015 in Denmark 
 
Proces not even initiated  in jan 2016 in many other member 
states 
 



           1 march 2016 Lubeck    17 march 2016 Leiden 

 
The trajectory towards an European Reference Network for Rare Endocrine Conditions 
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EndoERN: broad thematic network ensuring all patients have ‘a home’ 

excellency in diagnostics and treatment of hormonal disturbances  
throughout life 

birth              senescence 

Adrenal - Genetic Diabetes – Growth – DSD – Genetic Endocrine Syndromes – Pituitary - Thyroid  
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The development of the European landscape for Rare Endocrine Conditions 



pituitary

sex development and
maturation
adrenal

disorders of calcium and
phosphate homeostasis
thyroid

disorders of glucose and
insulin homeostasis
growth

genetic endocrine tumour
syndromes

Patient 

|Diagnosis| 

|Therapy| 

|Longterm care| 

|Outcome| 

Information/communication 
E-health 
 

Quality of care/ 
Value based health care 

Research: database, registries,  
biobank, trials  

 

Rare Endocrine Conditions ERN: Main Thematic grouping 
 

Education, training/  
improved awareness 



16 march 16 2 april 2016 

2nd ESPE-ESE statement 
 (with main thematic groupings) 

7 april 2016
  

Boston meeting: 
ESE-ESPE Decision on Endo-ERN coordination 

ERN call 



ECE 2016  Munich: Sunday 29 may 2016 
Endo-ERN writing committee meeting 

The Network Application 
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The Network (Application) 



Governance Rare Endocrine Conditions ERN (Endo-ERN) 
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Mehul Dattani 
(London, UK)  

 
Nienke Biermasz 

(Leiden, NL) 

Olaf Hiort  
(Lubeck, Germany)  

 
Luca Persani  
(Milan, Italy)  

Svetlana Lajic 
(Karolinska, 

Sweden)  
 

Felix Beuschlein 
(München, 
Germany) 

Irene Netchine 
(Paris, France) 

 
 Gudmundur 
Johannsson 

(Gothenburg, 
Sweden) 

Agnes Linglart 
(Paris, France) 

  
Lars Rejnmark 

(Aarhus, Denmark)  

Michel Polak 
(Paris, France)  

 
Robin Peeters 

(Rotterdam, NL) 

Thomas Danne 
(Hannover, 
Germany)  

Jo Blair  
(Liverpool, UK)  

 
Attila Patócs 

(Budapest, Hungary) 

Research & Science 
Martine Cools (Ghent, Belgium)   
Marta Korbonits (London, UK) 

Quality of care & Patient view 
Anna Nördenstrom (Karolinska, Sweden) 
Susan Webb (Barcelona, Spain) 

E-Health & ICT 
Faisal Ahmed (Glasgow, UK) 

Diagnostics &  
Laboratory analysis 
    Anders Juul (Copenhagen, Denmark)  
    George Mastorakos (Athens, Greece) 

Education & Teaching 
Violeta Iotova (Varna, Bulgaria) 
Jens Bollerslev (Oslo, Norway)  

Chairs 
 

Main Thematic groups 

Chairs 
 

Work Packages 



The mission of Endo-ERN 

WP1 –
Education 
and Training

WP2 –
ICT & E-
Health

WP3 –
Research 
and Science

WP4 –
Quality of 
Care and 
Patient View

FPA co-funded:
• Management, coordination, 

communication, 
dissemination

• Attracting additional funding

WP5 –
Diagnostics and 
Laboratory 
analysis



Endo-ERN Work program structure 
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WP1 –
Education 
and Training

WP2 –
ICT & E-
Health

WP3 –
Research 
and Science

WP4 –
Quality of 
Care and 
Patient View

FPA co-funded:
• Management, coordination, 

communication, 
dissemination

• Attracting additional funding

WP5 –
Diagnostics and 
Laboratory 
analysis



[NAME OF ERN] 
 

Endo-ERN: Distribution of HCPs by country 
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71 Health Care Providers 
19 countries 



European network of Expertise Centers: how can it work optimally? 

20 

ENDO-ERN 
70 expertise 

centres 
 

Shorten delay in diagnosis: 
- Earlier referral 
- All required experts together 
- Best diagnostic techniques 
Best treatment 
Best education of all involved 
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patient with rare endocrine condition 

European Network of expertise centers:  patient travels to expertise? 

ENDO-ERN 
70 expertise 

centres 
patient with rare  
endocrine condition 

patient with rare endocrine condition 

patient with rare endocrine condition 

patient with rare endocrine condition 

patient with rare endocrine condition 
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patient with rare endocrine condition 

European Network of expertise centers:  expertise travels to the patient! 

ENDO-ERN 
70 expertise 

centres 
 

patient with rare  
`endocrine condition 

patient with rare endocrine condition 

patient with rare endocrine condition 

patient with rare endocrine condition 

patient with rare endocrine condition 



Vision document Dutch Health Ministry:  integral care, centered around the patient 

23 



National Networks that inter-connect with regional networks and ERNs 

24 

ENDO-ERN 
 

HCP 

HCP 

HCP 

HCP 

HCP 

HCP HCP 

HCP 

HCP 

HCP 

HCP 

National Network 

HCP HCP 

HCP 

Regional Network 
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Update on Application 



The call for ERNs 
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Update on Application 

15/71 HCPs: full technical assessment  (documentation review)                                                  
  3/71 HCPs: on-site audit:  
- 24 oct 2016: Tartu (Estonia)   (HCP) 
- 4 nov 2016:  Leiden (NL)         (Network + HCP) 
- 7 nov 2016:  Luxembourg (L) (HCP) 
 
 HCP audit: - patient-centered expert care (patient tracers)  
 - patient empowerment 
 - education 
 - research 



The call for ERNs 

                                                    
 

Update on Application 

15 november 2016:  
positive recommendation from IAB to the EC and BoMS 
for the Network and for 70/71 HCPs 



Endo-ERN is ready to start! 

15 dec 2016:   Workshop on Registries (Glasgow, UK)  
 
 
 
9-10 march 2017:   3rd ERN Conference: Official installation of ERNs (Vilnius, Lithuania)  
 
 
27 march 2017:  Endo-ERN first General Assembly (Leiden, the NL) 
   Initiation of operational ERN: 
     - update all members, advisors, national coordinators, third parties 
     - launch ENDO-ERN Logo & Website 
     - approval of Governance structure & Board Terms of Reference 
     - each member (HCP) signs ‘Members Role & Responsibilities’  
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