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Was ist ein Patienten Register? 

 
- Erfassung von Patienten und deren Krankeitsverlauf in 

einer Sammlung 

- Begriff bezeichnet ein Datenbanksystem zur Erfassung 

von Patienten, die einer spezifischen Erkrankungsart 

oder Patientengruppe zuzuordnen sind 

- Erfassung von Erkrankungsmerkmalen und spezifische 

Behandlungsmethoden 

- Anonymität durch Pseudonymisierung um Privatsphäre 

zu schützen und Datenschutzbestimmungen zu 

entsprechen 



Warum brauchen wir ein Register für 

Bronchiektasen? 

Kaum Forschung 

Keine Guidelines 

Keine zugelassene 

Therapie 



Set-up phase 
Ethical approval, study funding, creation of database and website, 

electronic CRF, addition of DZL centers 

1-year follow-up data from initial sites  
Second round recruitment of additional study sites 

 

Pilot phase 
Baseline enrolment of patients from founding centers (16 Centers 

across Germany) 

2-year follow-up data from initial sites  
1-year follow-up data from additional sites 

Third round recruitment of additional study sites 

 

Progress review and 
submit report to study 
funder, data analysis 

and publication 

 

Test of website and 
electronic CRF 

 

March ï December 
2014 

January 2016 ï 
December 2016 
  

January 2015 ï 
December 2015 

January 2017 ï 
December 2017 
 

 

3-year follow-up data from initial sites  
1-, 2-year follow-up data from additional sites 

Review Study and consider further recruitment subject to funding 

January 2018 

Progress review and 
submit report to study 
funder, data analysis 

and publication 

 

Progress review and 
submit report to study 
funder, data analysis 

and publication 

 

Foundation 
15 centers across Germany March 2013 





Lebensqualitätsfragebogen 


