Appendix A: List of profiles 
Paediatric: 
P1 = patient between 0 and 5 years 
P2 = patient between 6 and 11 years 
P3 = patient between 12 and 15 years 
P4 = patient > 15 years and < 18 years (adolescents) 
P5 = patient who has changed CF centre in the last two years 
P6 = patient who received a CFTR modulator/potentiator
P7 = minor patient diagnosed with COVID-19 
P8 = minor patient in the paediatric transplant process
Adults: 
P10 = patient who came to the adult centre following transition of care between 18 and 22 years of age 
P11 = patient with late diagnosis in the last 4 years
P12 = 22–26-year-old patient stabilised at CF centre
P13 = patient with complications and progression of disease severity 
P14 = patient travelling abroad for >3 months in the last 3 years 
P15 = patient planning to have a child or in the process of MAP 
P16 = patient with children
P17 = patient who received a CFTR modulator/potentiator
P18 = adult patient diagnosed with COVID-19 
P19 = patient without major complications following transplant 
P20 = patient with long-term complications following transplant  


Appendix B: Additional criteria for the patient and parent sample
Geographic data
· Distance between home and centre:
� 0-5 km   � between 5 and 20 km   � between 20 and 50 km   � over 50 km
· Duration of travel (hours, minutes) from home to the centre (Hour, minutes): 
Family characteristics
· Language spoken in the family of the child or adult patient: 
· Marital status of the patient or parent responding to the survey:
� single   � married or de facto relationship   � divorced or separated   � widower/widow
· Number of children living in the home: 
· Siblings with cystic fibrosis (number of children): ...
· Other medical conditions in the family (name the condition): ..............
Socio-professional characteristics
· Employment status of the patient or parent responding to the survey: 
� salaried worker 		� no professional activity 
� self-employed 		� on disability benefits 
� student			� retired
· Socio-professional category of the patient or parent responding to the survey: 
� farmer or farm operator 		� intermediate profession 
� craftsman or trader 			� employee 
� executive or intellectual profession 	� worker 
� student 
· Education level of the patient or parent responding to the survey: 
� no diploma 			� undergraduate degree 
� French certificate of general education			� master's degree 
� French vocational qualifications (CAP-BEP) 			� PhD level
� French general baccalaureate or professional baccalaureate
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