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Summary 

This study aims to unravel the major causes of fatigue in IBD. Understanding 
what is happening in the brain, heart, lungs and muscle of those experiencing 
fatigue could help to develop treatments that actually target the causes of 
fatigue in people with IBD. This would improve the quality of life of people 
with IBD, and increase the socioeconomic contribution that people with IBD 
provide to the UK.

Demographics

Summary

Respondents: 39

Male: 17

Female: 22

Crohn’s 26

UC 13

Median Age 39

Mean Age 40.5

PPI themes and discussion

How likely are IBD patients to volunteer to participate in this type of research?

• Show of hands – majority (>3/4)

Why might people not want to take part

• Patient choice;
• Some people just want a drug; may feel too tired to engage in exercise
• May create bias for those who are engaged / pro-active
• How busy patients are may also affect willingness to engage
• Dissemination and access to study (feeling that there is not much research in 

the North)
• Dropout rate may be high
• Can the NHS deliver the schedule of gym routines



We appreciate that other factors (e.g. poor sleep pattern, mood changes, anaemia, 
infections, symptoms, B12) might play a role but are there any other triggers of 
fatigue that you have identified that we might have missed?

• How do you get patients with comorbidities restricting exercise e.g. 
ankylosing spondylitis

• Challenge of managing co-existing conditions, eg ank spond – joint 
symptoms make exercise difficult

• ME in patients with IBD – mislabelling if fatigue is not properly understood
•  

Would you envisage exercise a suitable NHS treatment for fatigue: what type and 
would it fit with your social family life?

• Can the NHS deliver gym attendance?  Would the cost of this be left up to 
the individual?

• Some may not see exercise as a proper treatment; 
• Some would prefer medication only, not taking an active part
• Would diet factored in? Measure before the study what patients eat.  IBD 

patients eat less protein.  Feel fuller earlier with protein than carbs -> eat less 
protein and more carbs instead

Other topics raised by group:

• Cross-over between patients with ME / chronic fatigue syndrome and Crohn’s 
– may make things difficulty

• There is a difference between distance running  ->which can be very draining 
Vs. short distance -> which could fuel endorphin release which may play a 
role and perhaps confound the lethargy triggered by the activity.


