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» There are 28 different healthcare systems

» Some centralized

» Some federal on a county level

» Some highly regional

» Some views are common between most/all MS

» Some MS expectations are highly diverse

» … at the end, this reflects Europe
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» Participation to listen to your thoughts regarding a 
new layer in the care for people living with rare 
diseases: The creation of “National Reference 
Networks”
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» Definition criteria:

» Prevalence:

» Not more than 5 individuals per 10.000 
inhabitants in Europe affected

» Severity:

» A life-threatening or chronically debilitating 
condition
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knowledge
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» Delayed or insufficient or lacking or wrong care 
and therapy

» Delayed or lacking prevention

» Scarcity, fragmentation and isolation of resources

» Lack of evidence-based quality guidelines 
(diagnostics, clinical care)
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» European-wide network consortia of highly 
specialized medical centres and units collaborating 
within 24 overarching thematic domains (e.g. “Rare 
skin diseases”)

» Inclusion of centres specialized in paediatric and 
adult care

» Each participating centre is required to provide a 
multidisciplinary and multiprofessional care approach

» First example of a structured, legally based 
collaboration between European Member States in 
the healthcare sector

» First and main focus is provision of care to patients  
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» Cross-boarder physical care and therapies 

» Generation and expansion of knowledge
» ERN registries

» Generation and Dissemination of medical evidence

» Development of Clinical Practice Guidelines

» Research
» Basic

» Preclinical

» Clinical

» ERN-specific education and professional training
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» Videos available on the EC website: 

https://ec.europa.eu/health/european-reference-
networks/events_en?f%5B0%5D=topic_topic%3A140
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» Acute and self-initiated responses to health crises 
(supported by the European Commission)

» Activities MS never thought of or planned

» Activities with unexpected and unprecedented speed

» ERNs are unique worldwide but this type of activity 
makes them even more unique

» Europe can be proud of this and should be thankful 
for the enormous level of engagement by 
coordinators and ERN members



» Definition of and challenges with rare diseases

» European Reference Networks

» Characteristics

» Model (animated graphics)

» Activities – MS expectations

» Activities beyond MS expectations

» Future challenges and perspectives

» Size and sustainability

» Integration into national healthcare systems 

» Definition of and challenges with rare diseases

» European Reference Networks

» Characteristics

» Model (animated graphics)

» Activities – MS expectations

» Activities beyond MS expectations

» Future challenges and perspectives

» Size and sustainability

» Integration into national healthcare systems 

Contents



» Let’s talk about numbers

Future challenges and perspectives

» Let’s talk about numbers

» Percentage Italian FM1) compared to all EU MS

» Let’s talk about numbers

» Percentage Italian FM1) compared to all EU MS

FM all MS FM Italy % all

2017 846 189 22,3

2022 620 154 24,8

Total 1466 343 23,4

» Let’s talk about numbers

» Percentage Italian FM1) compared to all EU MS

FM all MS FM Italy % all FM Austria % all 2)

2017 846 189 22,3 2 0,2

2022 620 154 24,8 6 1,1

Total 1466 343 23,4 8 0,6

1) FM: Full member
2) Austria has currently further 41 ANC (Associated National Centres) 
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» Let’s talk about numbers

» Percentage Italian ERN-Eye FM1) compared to all MS

» Let’s talk about numbers

» Percentage Italian ERN-Eye FM1) compared to all MS

FM total FM Italy % all

2017 28 6 21,4

2022 28 4 14,3

Total 56 10 17,9
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Inhabitants ERN FM  Inhabitants

(million) per FM
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» Let’s talk about numbers

» Comparison of the ratio of inhabitants to FM1)

Inhabitants ERN FM  Inhabitants Projection EU

(million) per FM (174.636/FM)

EU 447.7 1466 305.389 2564

Italy 59.9 343 174.636
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» Challenge:

» How to keep the experts in the system while 
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» Challenge:

» How to keep the experts in the system while 
simultaneously reducing the size of the ERNs?

» One potential solution:

» Creation of National Reference Networks 
(NRNs) adopting the example of ERNs on the 
national level
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» Better integration of ERNs into 
national healthcare systems



Working areas
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Working areas

» Governance framework for national integration

» National reference networks

» National coordination office for the integration

» National data governance models

» Patient care pathways

» Adoption/Adaption ERN Clinical Practice Guidelines

» Referral systems to ERNs

» Education and national awareness raising on ERNs

» Sustainability of the ERN model at the national level
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Das ERN-Konzept in der Computeranimation
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http://ec.europa.eu/health/ern/
board_member_states/index_en.htm

till.voigtlaender@meduniwien.ac.at


