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No. of EU Countries Represented per ERN
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Estimated % EU” Population without Current ERN Coverage
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Which ERN Are You Participating In? Vil Reference
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666 (70%) responding ERN Units
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Let's assume a patient develops signs and symptoms
of one of the rare diseases covered by your ERN.

The patient lives in a rural area not in immediate vicinity
to an ERN center.



Where would this patient be referred to -:-"?.‘. putopean
for diagnosis and treatment? 05%" Network
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1st point 2nd point 3rd point 4th point 5th point does not
of referral of referral of referral of referral of referral exist

B specialist practitioner [} Local/district hospital

. Tertiary care (e.g. university) hospital

| Accredited Regional Reference Center

" Accredited National Reference Center [} European (ERN) Reference Center



L)

%
o §‘\ European

®%: i Reference

..... ° . °

L ERN Integration in National Health Care Systems
Centralized De-centralized

Regional
level

Lo Lo Local level Lo Lo Local level Lo Lo Local level




What barriers might prevent the patient's case -:"‘. Reforamce
from being uploaded and discussed via the CPMS? g Hetwrorl

Physician in charge unaware of ERNs and CPMS services

ERN contact center can provide
advice without involving CPMS

Physician in charge unable to initiate process
due to administrative restraints

Physician in charge unwilling to contact national
ERN/AP center to initiate CPMS consultation process

Physician in charge unwilling to initiate process
due to language barriers
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In your opinion, how relevant would each of the following osiiy turopean

PRI Reference
([

measures be to maximize the utilization of ERN services 00’ Network
(CPMS consultation in particular)?

Informing tertiary care physicians
(university hospital /regional reference center)

Informing health authorities (government, insurance companies)

Informing secondary care physicians (district hospital)

Informing patients
(keeping in mind direct patient access to CPMS will not be possible)

Informing hospital administrators

Informing primary care physicians
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In your opinion, how efficient would the following information osi*i European

IR Reference
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channels be to increase awareness of the ERNs' services 00’ Network
(CPMS in particular)?

National specialist professional societies
European specialist professional societies
Patient organizations

National health ministries

National chambers of physicians

Social media

Press

L

Hospital administrators

Health insurance companies
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S Noprenee How to integrate ERNs
in national health care systems

Formal:
Revision of National Action Plans

Informal:

Raising awareness by information:

National professional societies, physician chambers...
Patient advocacy
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\ The European
renl ] ‘. Rare Kidney Di
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to per un caso difficile?
malattia renale complessa o rara
la diagnosi o il trattamento?

A

Cari Soci/Socie,

la rete ERKNET mette gratuitamente a disposi:

(Clinical Patient Management System). . . .
0 a disposizione dalla Comunita Europea

iagnosi ed individuare il trattamento adeguato

I CPMS & un servizio gratuito messo a disposi.

medico a porre diagnosi e individuare il trattam
ssono utilizzare il CPMS per confrontarsi

rare. | Nefrologi pediatri e dell’adulto possono t , oo . i .
| pazienti con gli Esperti Europei.

confrontarsi attivamente e condividere i casi de

link potete trovare la brochure informativa che i

nonché tutte le attivita del’ERKNET Italy _

L'ERKNet ¢ |a rete europea di riferimento per |
Nefrologia pediatrica e dell’adulto in tutta Euroy Germany _
12 Paesi europei e fornisce assistenza sanitari.
L'ltalia & ben rappresentata in ambito del’ERKI

fronti quali 'aggiornamento e I'educazione spet Netherlands -

tramite il sito www.erknet.org.

»VIRTUAL CONSULTATION"

United Kingdom - | N

Per ulteriori necessita & possibile rivolgersi a:

Giulia Bassanese, MD giulia.bassanese @me; . port:
United States - CPMS oppure se hai domande, idee o

Central Office University Hospital Heidelberg Ir 0% 5% 10% 15% 20% 25% ;r:;aeztaunil_:;lcl;)dbdeisgkdewa mail - allindirizzo

MS: Sante-ERN-CPMitsupport@ec.europa.eu

+49 (0)6221/56-34191 www.erknet.org
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