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13.10 - 13.50: ERN: What, Why, When? - and Q &A s, by ERN &
Healthcare advisor Matt Bolz-Johnson, EURORDIS

13.50 - 14.10: Denmark & ERN - Status and foresight, by Special
Advisor Sgren Neermark, Danish Health Authority

14.10 - 14.45: Perspectives on future ERN, participation and
integration:
14.10 - 14.25: The Healthcare providers by Dr.med. MPM Per
Jorgensen, Rigshospitalet

14.25 - 14.35: The HCPs, by Allan Meldgaard Lund, member of
MetabERN

14.35-14.45: The Patients, by Anne-Grethe Lauridsen, Patient
Representative in MetabERN

14.45 - 15.00: Coffee break

15.00 - 15.50: Think tank: How to integrate ERN and the Danish
Health Care System - what does it take? moderated debate

Presentations, additional papers and more on website next week
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2009: EU
Recommendation

2011: DHA-Working
group

2014: National strategy
for rare diseases gy

2018: Follow up report R
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Reco no. 16:

The regions should establish a national
cooperation concerning Danish participation in
international cooperation, including Danish
participation in European Reference Networks

and Orphanet.
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Reco no. 17:

The regions should develop regional networks
to support the coordination of the work of the
regions between the Danish members of the
ERNSs including the application process for the
hospitals and assist with the communication
of relevant information from DHA to the

regions. * ‘
L
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Reco no. 18: DHA supports the regions and
strenghten the Danish participation in ERN in the
build-up phase to

A) make clear, that hospitals with highly specialized

functions are recommended to join the ERNs if such relevant
network exists

B)support Danish hospitals participation by communicate
contacts and information, e.g. information-meetings, when
the next Call for members is known.

C)participate in the Nordic cooperation among these Nordic
Network on Rare Diseases(NNRD) and Nordic cooperation on
Highly Specialized Treatment and Clinical Trials when

cooperation in relation to ERNs is debated. * ‘
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Ensure political leadership and ownership of the ERN system at national level and

erate sound evidence on the value of the ERN model

t***

j‘ tient community to create national networks compatible with the ERM-disease
RARE DISEASES EUROPE
| & new Full Members and Affiliated Partners ifically to cover ERMs
raphical and/or ex ise H
EURORDIS

Recommendations on the
Integration of European
Reference Networks (ERNs)
into National Health
Systems

Define and validate ERM referral at national level to ensure timely access to

ERMs advice and adeguate man of case refemrals

November 2018

EURORDIS.ORG

reviewed or adopted by ERNs

http://download2.eurordis.org.s3.amazonaws.com/ern/Draft%20Recom
mendations%20for%20Integration final.pdf



http://download2.eurordis.org.s3.amazonaws.com/ern/Draft%20Recommendations%20for%20Integration_final.pdf
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. Moderated debate

» Presentations, additional papers and more on
website next week
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The reception:

Postcard for Politicians ﬁ Q
i (NN .

Bella Speranza

Cook book first edition

UNIK Magazine
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