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European	Reference	Networks

ERN	eUROGEN	2016	-2019

developments	and	expectations.	

Wout Feitz 2019 ERN Status: 29-11-2019.
Radboudumc, Nijmegen 

Hospitals	and	Medical Professional	/	Experts	!

COMPETITION	

OR	

COLLABORATION

What	is	the best	for	the future ?	!

Conflict	of	Interest	!

Innovation	for	Rare	Diseases	and	Complex	Conditions	

The	European	Model:
- The creation and functioning of Centres of Expertise 

- The European Reference Networks (ERNs) 

- The clinical practice guidelines/clinical decision support tools

- eHealth programs, support tools, programs for new Doctors and Teams. 

>	8,000	rare	diseases	affect	around	30	million	people	in	the	EU.

Many	Patients	have	no	access	to	diagnosis	and	high-quality	treatment.	

No	country	alone	has	the	knowledge	and	capacity	for	all	rare	diseases.	

European	Reference	Networks	(ERNs)	are	virtual	knowledge-sharing	

networks	of	expert	teams	of	healthcare	providers	across	Europe.	

The context

The ERN initiative receives support from several EU
funding programs, including the Health Programme, the Connecting Europe Facility and Horizon 2020.

EU	ERN	and	Policy	developments European	Commission:	start	ERN’s	in	2017,	Vilnius

European	Reference	

Networks	Conference	&	ERN	

Kick-off	meeting	Vilnius,

Lithuania,	9-10	March	2017
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24	ERN’s	started	in	2017	according	to	operational criteria	 ERN	Governance

EU	Member	States and	ERN	participation 2019 EU	ERN	HCP’s	2019:	11-11-2019

74 % Coverage of EU

24 ERN’s / Countries

ERN	Call	for	new	Members	2019		>	HCP	Applications

.	https://ec.europa.eu/health/ern/consultations/2019_call_membership_nl

On 14-11-2019;

> 1000 Applications in The Online Tool

100 % EU Coverage in 2021 !

ERN  IT Support & Communication: IC Form > ERN CPMS Video Consult



3

ERN	Research	Agenda	and	EJP	- RD ERN	eUROGEN	Establishment	2015	- 2017

EAU	Madrid	/	June	EAU	SCO	2015

Lisbon	EU	2-ERN	meeting	2015

ERN	eUROGEN	application	2016 (HCP	Sheffield	/	EAU	CO)	

IAB	process	and	approved	by	the	EU	Board	of	Member	States

Brexit

ERN	eUROGEN	2019	SBM,	Noordwijk,	NL ERN	eUROGEN	2019:	45	Hospitals	/	19	Member	States

ERN	eUROGEN	Structure 2019 ERN	eUROGEN	Disease areas	2019

European collaboration / Trust
Safe exchange of Information
Life long care programs
Fact sheets for best practice
Guidelines and/or
Clinical decision support tools
Research, Training, Education

Cross 24 ERN Collaboration
ERNICA
ERKNet
EndoERN
ITHACA
Rare Cancers
TransplantChild

ERN

ERN

ERN

Expansion of Diseases/Conditions
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24	ERN’s	started	in	2017	according	to	operational criteria	 ERN	Objectives and	focus	points 2019

AMEQIS
EAU GL Office
ESPU Board
Snapshots

Webinars
and ESUPilot OpenApp/XDS/EPIC

Patients Survey

Registry
EJP-RD

website

ERN  IT Support & Communication: IC Form > ERN CPMS Video Consult ERN	AMEQIS	CPMS	Status	Report

EU ERN CG workgroup and actions:

ERN Guidelines on endorsement of guidelines
and / or ERN Decision Support Tools

ERN support for the developement of GL’s / Rec.

EAU Guideline office and ERN collaboraton

EU Tender 2019 ! > Actions in 2020 expected

ERN	training	and	Education	2019;	new	developments
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Webinars	ERN	eUROGEN	and	ESU	Planning EU	ERN	Registry	Call	2019

Open: 21	May	2019

Deadline:10	September	2019	17.00	CET

Start:	 March 2020

Duration:36	Month

Funding: €	200.000/ERN	=	max =	60	%

Mandate of	all	Members	!

ERN	eUROGEN	Registry	2019	Application ERN	eUROGEN	Registry	2019	Application

ERN	AMEQIS	2019	ERN	eUROGEN ERN	eUROGEN:	total numbers 2013- 2018	(V1;	Q1-2	2019)

Total expected impact ERN eUROGEN: 29 HCP
on patiënt numbers: Years: 2013 – 2019 Q 1-2

Number of rare new patients: 43,307

Number of rare procedures: 39,659

* The number of HCPs from whom we have received some response, although 
there are still gaps in some centres’ data for particular workstreams and/or years

Total number of 
Orphanet/ICD10 
Codes: 114

WS1: 47 ORPHA codes
WS2: 44 ICD-10 codes (counting all the lower–level codes)
WS3: 23 ICD-10 codes (counting all the lower–level codes)
Total codes: 114
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Rare2030	

-EU	project	2019	– 2020	(€2M)

-Foresight	studies	for	Rare	Disease	Policy

-Traditional	drivers	and	wild	card	factors

-Panel	of	Experts	(ERN	eUROGEN)

Rare2030

EURORDIS;	How	can I	participate ?	 ERN	eUROGEN	Supporting	Partner	Developments

ERN’s	2019	HCP	Members	and	>	150	Affiliated	Partners	 ERN	eUROGEN


