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What was your research question?  
What symptoms are most common and most bothersome for people living with cystic 
fibrosis?  
 

Why is this important?  
We know that people living with cystic fibrosis suffer from many symptoms such as shortness 
of breath, cough, anxiety, depression, and pain, that impair their quality of life. However, we 
don’t know if the symptom experience has changed now that modulator therapy is common. 
In order to figure out how to best improve quality of life for adults living with CF, we need to 
better understand what symptoms now common, and what symptoms are associated with 
decreased quality of life.  
 

What did you do?  
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We used data from the first visit from the first palliative care trial for adults with cystic fibrosis. The 
trial is called “Integrating specialist palliative care to improve care and reduce suffering: cystic 
fibrosis,” or InSPIRe:CF for short. We looked at symptoms and quality of life scores.  

 

What did you find?  
• 262 adults with CF participated. Their median age was 33 years old, 78% were on 

modulator therapy. 

• The most common symptoms included lack of energy and cough. 

• The most distressing symptoms were difficulty sleeping and pain  

• The symptoms that were associated with the lowest quality of life were not related to 
the lungs: lack of energy, feeling sad, worrying, feeling irritable, and pain.  

 

What does this mean and reasons for caution? 
Based on our findings, screening for common symptoms that affect quality of life the most 
(lack of energy, worrying, feeling sad, feeling irritable, and shortness of breath) and a less 
common symptom that is also strongly associated with decreased quality of life (pain) could 
help identify people living with CF who are most at risk for a decreased quality of life and may 
benefit from additional support.  
 

What’s next?  
Next, we will look at symptom clusters (groups of two or more symptoms) and quality of life. 
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