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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

Anonymitat durch Pseudonymisierung um Privatsphare
zuU schitzen und Datenschutzbestimmungen zu
entsprechen
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Foundation

15 centers across Germany

Set-up phase

Ethical approval, study funding, creation of database and website,
electronic CRF, addition of DZL centers
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Test of website and
electronic CRF

Pilot phase
Baseline enrolment of patients from founding centers (16 Centers
across Germany)
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and publication

1-year follow-up data from initial sites
Second round recruitment of additional study sites
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2-year follow-up data from initial sites
1-year follow-up data from additional sites
Third round recruitment of additional study sites
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funder, data analysis
and publication

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
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Follow-up

every 12 (£ 3)

Variables Baseline months
“Basic case information X

Eligibility criteria X

Outcome data X

Demographic and clinical data

Demographics/body measurements: age, gender, body mass index, etc. X X
Pulmonary function testing and blood gases X X
Medical history X

Duration of NCFB, Smoking, sinonasal complaints, vaccinations, etc.

Comorbidity X

Cardiovascular comorbidities

Other comorbidities

Non-respiratory prognostic medication

Signs and symptoms X X
Sputum color, MMRCD scale, exacerbations, hospitalizations, etc.

Etiology/diagnostic work-up X

Immunological diseases: ABPA, rheumatoid arthritis, CVID, HIV

Genetic diseases: AAT deficiency, CF, PCD, other congenital diseases

Other underlying conditions: GERD, aspiration/foreign body, tumor, etc.

Microbiology X X
Bacteria and fungi

Mycobacteria

Radiology X
Pharmacological treatment X X
Long-term oxygen therapy, nebulized antibiotics, mucolytics etc.

Non-pharmacological treatment X X

Surgical treatment

Physical therapy

Pulmonary rehabilitation

Quality of life (QOL-B) and additional information X X
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