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Registry

Patients:

• Information outcomes

• Access new therapies

Patient organisations: 

• Lobby for CF care

Clinicians:

• Compare with other

centres/countries

• Monitor quality of care

Research: 

• Insight in the disease

• Identify disease modifying factors

Healthcare authorities:

• Information about CF 

and CF care 

• Prepare for clincial trials

• Monitor safety & effec-

tiveness new drugs

Value of the Registry



The European CF Patient Registry

Encourage 
new 

standards 
of CF care 

Inform 
public 
health 

planning

Enable 
research

Good picture of cystic fibrosis: it is important to collect data 

from as many patients as possible.

Mission:
To collect data to compare aspects of CF and its treatment 



CollectionData



36 countries

>44,000 patients

Longitudinal data 

2008-2016



Demographic

Diagnosis

Transplant

Microbiology

Growth / lung function

Therapy

Genotype

age, gender, status of patient

age at diagnosis, sweat test, meconium Ileus, neonatal screening

Pseudomonas aeruginosa, Staphylococcus aureus, Burkholderia cepacia 

Diabetes, liver disease, pancreatic status, malignancy

antibiotic, bronchodilators, oxygen therapy,  pancreatic enzymes

ECFSPR

Complications

1st and 2nd mutation

value of best FEV1 and FVC, height and weight at best FEV1

Lung / liver transplantations

Variables



Software Data-collection software: ECFSTracker

 Online

 Data-collection once a year

 Encounter data at each patient visit

 Advanced Security Technology

 Add-on modules

 Remote updates

A platform for the collection of CF data 

for all purposes 



Excel-file Upload

Direct

Data-Entry

WEBSERVER

CollectionSoftware



Software ECFSTracker – the software



Software ECFSTracker - Dashboard

• Clinical use
• Real-time data-input of 

individual  patient visits 
throughout the year

Data once a year
to Europe

• patient
• centre
• country



Software



Software



Output Centre Reports

Categories of report



Output Patient Reports



Input Benchmarking module

Cross-comparison of indicators of quality of care (= benchmarks), 
e.g. lungfunction, median BMI, proportion adult patients

Comparison between:

– Centre vs Country / multiple Countries

– Centre vs other centres within the country (upon approval)

– Years

Direct feedback to Centre Staff

Identify areas for improvement



Annual Data ReportsOutput

Variation of severity in CF lung disease in patients 6 – 17 years
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Within 18 months after the close of the follow-up year!



Output

www.ecfs.eu/projects/ecfs-patient-registry

/data-request-application

Database:

 anonymised data of 40.000 patients

 agreed inclusion criteria, definitions & coding

 Linked data from 2008 to 2016

Good reflection of the natural heterogeneity in CF

Data-applications welcome!

 Hanled according procedure

 Detailed information on website

Research

http://www.ecfs.eu/projects/ecfs-patient-registry/data-request-application


Output Manuscripts in the pipeline

International and pan-European comparison of survival in CF

Changes in demography and clinical outcomes in CF in Europe

Risk factors of FEV1 decline in patient with CF across Europe

Changing epidemiology of the respiratory bacteriology in CF in 

Europe

Impact of Dornase Alfa on rate of decline in lung function 

Publications: www.ecfs.eu/ecfspr



Output At-a-Glance Reports





Output Social Media



Output Safety and efficacy studies

New drugs on market need to be monitored.

How?

2016 : start discussions with European Medicine Agency.

ECFSPR model for other rare diseases.

2018: qualification of ECFSPR as appropriate platform for the

collection of data for long-term safety and efficacy of new

therapies.



Output Data Quality

Further improve quality of data ->request EMA

1. Complete standard operating procedures for all activities

• National Registries + Countries using direct data-entry

2. Start validation visits in centres using direct data-entry

in EU from 2019

• 20% of the countries, 10% of the data

• Check informed consents



Governance Organisation

Contributors Steering Group

Coordinator

Statisticians

Service 
Desk

Staff
Executive 

Committee

Interaction

CF centres

national registries

Country 

representatives

Steering Group 

representatives

Scientific Comm.

Steering Group 

representatives

Data custodian

StrategyData 

Management



Registry How to join the ECFSPR?

 Legal and Ethical approval

 Informed Patients Consents

 ECFSPR templates on website

 Meet requirements of your local legal and ethics 

laws



Registry What to expect from ECFSPR?

Software & Training & Support

Opportunities to be engaged in research projects

Network to share experience & exchange ideas

Information & documents

Support to promote the value of a (European) 

registry at national CF meetings





ECFSPR Contact

ecfs-pr@uzleuven.be

www.ecfs.eu/ecfspr

mailto:ecfs-pr@uzleuven.be
http://www.ecfs.eu/ecfspr


Partners & Sponsors


