
Supplement Table S:  Relevance scores. 78 items generated from open-ended interviews 
with adults were scored by 49 adult PCD patients (UK) for relevance (1=not at all relevant to 
5=very relevant).   
 

 Mean Std. Deviation 

Performing physiotherapy / 

airway clearance in front of 

others causes 

embarrassment 

4.26 1.188 

Distress from coughing 

during the day   
4.18 1.074 

Concern about future due to 

PCD  
4.16 1.143 

Concern about always 

requiring treatment due to 

PCD 

4.08 1.152 

Embarrassment from 

coughing 
4.06 1.162 

The general public does not 

understand PCD 
4.02 1.158 

Distress from cough being 

productive  
4.02 1.108 

PCD causes me to worry 

about the future  
3.94 1.420 

Embarrassment from 

running nose 
3.83 1.260 

Dislike doing airway 

clearance treatment 
3.82 1.409 

Stress of fitting in treatment 

every day 
3.78 1.263 

Distress from having a 

frequently blocked nose 
3.75 1.263 

PCD causes concern about 

physical wellbeing 
3.74 1.310 

Distress from coughing at 

work or college 
3.73 1.395 

PCD symptoms cause 

tiredness 
3.70 1.350 

Concern about taking 

antibiotics 
3.69 1.357 

Wishing PCD would go 

away 
3.68 1.670 



Emotional distress from 

symptoms of PCD 
3.65 1.422 

Distress from hearing 

problems 
3.60 1.216 

Concern about my fertility 3.58 1.609 

Frustration about having 

PCD 
3.57 1.399 

PCD prevents me doing 

things I want to 
3.56 1.443 

Physical distress from 

symptoms of PCD 
3.54 1.443 

PCD causes stress 3.52 1.472 

Therapy is not enjoyable  3.50 1.312 

Worrying about PCD 3.49 1.293 

Doctors dont understand 

PCD 
3.47 1.177 

Distress from coughing 

during the night 
3.45 1.444 

Inability to exercise due to 

PCD 
3.41 1.368 

Impact of PCD on ability to 

smell and taste food 
3.35 1.495 

Sleeping problems due to 

symptoms of PCD (e.g. 

blocked nose) 

3.29 1.429 

Inability to take part in social 

activities due to PCD (e.g. 

cough, shortness of breath) 

3.29 1.472 

Dislike taking / doing 

treatments away from home 
3.24 1.540 

Difficulty of doing airway 

clearance treatment 
3.24 1.401 

Reluctance to tell others 

about having PCD 
3.23 1.547 

Inability to participate in 

sports  
3.19 1.525 

Frustration that loved ones 

worry about my PCD 
3.17 1.449 

Sadness about having PCD 3.17 1.642 

Distress from earache / dull 

ear 
3.13 1.331 

PCD  causes concern about 

emotional wellbeing 
3.11 1.323 



PCD affects self-esteem 3.09 1.472 

Distress from ugly coloured 

substance running from 

nose 

3.08 1.471 

Difficulty finding information 

on PCD 
3.08 1.397 

Taking therapy several 

times a day 
3.08 1.552 

PCD causes parents stress 3.02 1.640 

PCD affects daily living e.g. 

difficulty cooking, cleaning 
3.02 1.482 

Missing work / college due 

to PCD 
3.02 1.726 

PCD impacts on family 

activities 
3.02 1.467 

PCD affects my ability to 

take part in social activities 
3.02 1.509 

PCD causes family stress 3.00 1.460 

PCD has financial 

implications 
2.96 1.316 

Dislike taking inhalers 2.94 1.345 

PCD makes it more difficult 

to do my job 
2.93 1.511 

Feeling left out of physical 

activities due to PCD 
2.88 1.579 

PCD makes it difficult to 

travel on holiday 
2.87 1.663 

PCD affects family holidays 2.87 1.527 

Therapy interferes with the 

amount of time spent with 

friends 

2.87 1.500 

Anger about having PCD 2.86 1.514 

Affect of PCD on work 

attendance levels 
2.83 1.576 

Worry that PCD will make it 

more difficult to find a 

partner 

2.82 1.723 

Distress from facial pain / 

pressure 
2.77 1.491 

Lack of confidence in social 

situations due to PCD 
2.70 1.397 

Feeling left out of social 

activities due to PCD 
2.67 1.642 



PCD makes it difficult to 

travel on a day to day basis 
2.65 1.509 

PCD has caused strain on 

relationships 
2.65 1.609 

Affects of doctors 

appointments on work 

attendance levels 

2.64 1.374 

PCD makes it more difficult 

to find a job 
2.55 1.620 

Worry that PCD will make it 

more difficult to find a job 

after college / university 

2.55 1.606 

PCD has made it more 

difficult to find a partner 
2.42 1.545 

Difficulty concentrating at 

college / work 
2.34 1.403 

Affect of PCD on enjoyment 

of eating 
2.24 1.437 

Being uncomfortable 

attending outpatient 

appointments 

2.23 1.402 

Being bullied due to PCD 2.23 1.462 

Distress from dizziness 2.23 1.077 

Dislike seeing doctors 2.21 1.398 

Concern about body height 

and shape being different 

from friends and colleagues 

2.02 1.246 

Affect of PCD on ability to 

learn new things 
1.98 1.280 

Affect of PCD on appetite 1.90 1.057 

   

 
 


