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Cystic fibrosis as a model
• CF is a rare disease
• It is quite common among the rare diseases 
• Patients are well organized
• Treatment has achieved significant improvement of 

prognosis
• The patients still die early from pulmonary failure
• Specialised care yields better survival
• Costly drugs are heavily used
• European consensus of care has been established
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ECORN-CF

• Expert advice and quality program
• Raises the level of expertise and ease of 

access

• It can easily be transferred to other rare 
diseases

• It does not interfere with the national 
interests of member states

• It really yields European added value
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European Centres of Reference 
Network for Cystic Fibrosis

ECORN-CF

16 associated partners of the CF care team 
and of the patient organisations

(GER,UK,BE,NL,SWE,ROM,POL,LIT,CZE)
Collaborating partners*

FRA,SLO,IT,AT,DK,GR,ESP,TUR etc.

*Full duties, full rights, no funding
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European Centres of Reference 
Network for Cystic Fibroisis

ECORN-CF

Expert advice to patients

Expert advice to care team members

Quality control measures

Evaluation of QoL, utilisation, implementation 
of European consensus
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All collaborating partner-countries provide expert 

advice to patients and care team members….

There will be a transfer of knowlegde and 

expertise throughout Europe to guarantee the 

same level of expert advice in all partner 

countries…
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ECORN-CF – Flow Chart Version 1.6
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The central archive contains all questions and 

answers (QAs) that have been translated, i..e. 

all QAs of more than national relevance

•>1.000 QAs in the archives 

•Aprox. 88% of all QAs have been translated
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All areas of CF care are covered

You can search the archive by key words

The most prominent are

•General aspects

•Genetics

•Pseudomonas

•Travelling
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ECORN-CF

• Expert advice and quality program
• Raises the level of expertise and ease of access

• It only addresses people with access to the 
internet

• From the many questions most can be answered on 
the basis of a European Consensus

• One area where European Consensus is lacking:
Travelling with CF – this is on its way now
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Example
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Example
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There has been no agreement between the 

experts with regard to this question and 

therefore the opinions of both experts are 

included for the reader
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ECORN-CF

• Expert advice for patient and care team members
• Quality assurance program – learn from the best
• Internet access required

• Most of the questions can be answered making use 
of the avaialble guidelines (European Consensus)

• Questions uncover those areas where guidelines and 
consensus are lacking

• Travelling with CF – a first example of such a spin-
off
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ECORN-CF
future

• ECORN-CF shall migrate to the homepage of 
CF-Europe, the European PO umbrella 
organization

• Finance not clear yet
– Mukoviszidose e.V. (German PO) and – hopefully –

the other POs
– ECFS ?

– Eurordis ?

– EU (EUCERD) ?


