
No. of EU Countries Represented per ERN
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Estimated % EU* Population without Current ERN Coverage
assuming demand = 1 center/ERN per 10 mio population
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Which ERN Are You Participating In?

666 (70%) responding ERN Units



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 
for diagnosis and treatment?



ERN Integration in National Health Care Systems
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What barriers might prevent the patient's case 
from being uploaded and discussed via the CPMS?

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



In your opinion, how relevant would each of the following 
measures be to maximize the utilization of ERN services 
(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



In your opinion, how efficient would the following information 
channels be to increase awareness of the ERNs' services 
(CPMS in particular)?

National specialist professional societies

European specialist professional societies

Patient organizations

National health ministries

National chambers of physicians

Social media

Press

Hospital administrators

Health insurance companies



Formal:
Revision of National Action Plans

Informal: 
Raising awareness by information: 
National professional societies, physician chambers...
Patient advocacy

How to integrate ERNs 
in national health care systems



Raising Awareness of ERN Services
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