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TREATING THE WHOLE PATIENT

“You treat my anxiety; you’re treating my Crohn’s! 
You treat my fatigue and low mood; you’re treating my Crohn’s! 

You treat my eyes; you’re treating my Crohn's! 
You treat my self esteem; you're treating my Crohn’s 

and that will treat me as a whole.
BUT THEY’RE   ONLY LOOKING AT ONE ASPECT OF IT,                                

AND THEY MISS IT COMPLETELY.” 

(woman with Crohn’s Disease)

Quote from Keefer, Bedell, Norton & Hart Gastroenterology Jan 2022 Apr:162(5):1439-51



• Extreme tiredness that does not go away with the usual amount of 
rest or sleep

• Can be unpredictable. Energy levels may change from day to day, 
or even hour to hour

• For some people, it may come on quickly. You may do too much of 
an activity, and when you stop the fatigue suddenly comes on.

• But fatigue can also build up very slowly, so slowly that you do not 
notice it. This can make it hard to tell what’s normal for you.

WHAT IS FATIGUE?



• Fatigue is a frequently experienced symptom in IBD, by…
• 7 in 10 people with “active” disease1

• 4 in 10 people with “inactive” disease (in remission)2,3

• People report fatigue as one of the most debilitating symptoms4

A 2023/24 Crohn’s & Colitis UK survey of 1,680 people affected by IBD found 
fatigue to be the thing that had the biggest impact on quality of life.

• People find it difficult to talk about fatigue5

• People report that fatigue is not addressed in clinics5

WHAT IS FATIGUE?

1. Borren, N. Z. et al. Nature Reviews Gastroenterology and Hepatology 2019: 16; 2. Huppertz-Hauss, G. et al. Scand J Gastroenterol 2017: 52; 3. Danese, S. et al. Eur J Gastroenterol 
Hepatol 2014: 26; 4. Romberg-Camps MJ, et al. Inflamm Bowel Dis 2010;16:2137–47; 5. Czuber-Dochan W, et al. J Crohns Colitis. 2014;8:835–44.



I’LL BE FUNCTIONING IN WHAT I CONSIDER TO BE A 
PERFECTLY NORMAL WAY AND FEELING GREAT ONE 
MINUTE, AND THE NEXT MINUTE, FOR NO REASON 
WHATSOEVER, I’LL SUDDENLY DRAIN AND HAVE NO 
ENERGY.
Fatigue in IBD study participant



TYPES OF FATIGUE

PHYSICAL COGNITIVE

AFFECTIVE

Fatigue is defined as a: 
“Persistent, overwhelming sense of 
tiredness, weakness or exhaustion 
resulting in a decreased capacity 
for physical and⁄or mental work, 
typically unrelieved by adequate 

sleep or rest”

van Langenberg DR, & Gibson PR.. Aliment Pharmacol Ther. 2010;32:131–43.

Subjective: Weakness, 
perceived inability to 

initiate or complete 
tasks, tiredness

Objective: Measurable 
decrease in physical 

activity and/or 
performance with 

repeated or prolonged 
activity

Subjective: Difficulty 
concentrating, thinking 
clearly

Objective: Measurable 
decrease in cognitive 
function or performance 
(e.g. memory) with 
repeated/prolonged 
testing

Subjective only: Decreased 
motivation, low mood, no energy



Czuber-Dochan W, et al. J Adv Nur. 2013;69:1987–99.

REPORTED IMPACTS OF FATIGUE

PHYSICAL : 
work, sleeping, physical exercise, driving, 

finance, gender role, hobbies, interests 

PSYCHOLOGICAL/EMOTIONAL:

 frustration, isolation, motivation, attitude, 
freedom, confidence, self-esteem, 

depression, relationships

COGNITIVE :

 memory, concentration, speech, mixing up 
words, education, learning

SOCIAL:

 family, travel, holidays,  prejudice, 
hobbies, interests, social situations

IMPACT OF 
FATIGUE



FATIGUE: A RESEARCH PRIORITY

Pain

Hart  et al. Journal of Crohn’s and Colitis 2017, 204-11

Fatigue Continence 
issues

Need for 
psychosocial 

care



WHAT MIGHT CAUSE FATIGUE?



HITTING THE TARGET OF  
INFLAMMATION 
IS CENTRAL



…but there are several problems…



Raine and Danese Gastroenterology Jan 2022 Apr:162(5):1507-11

…many patients do not have resolution of inflammation…



…and even if we do achieve resolution of inflammation…



>50% fatigue
>50% chronic pain
25-30% anxious / depressed



SIX STEPS TO MANAGEMENT OF FATIGUE 
IN IBD 

Raise awareness

Acknowledge

Screen for 
fatigue

Checklist of 
‘treatable’ issues

General anti-
fatigue strategies

Targeted 
interventions



ASSESSING FATIGUE



crohnsandcolitis.org.uk/fatigue-scale
IBD FATIGUE SCALE (IBD -F)
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CHECKLIST FOR FATIGUE





CHECKLIST FOR FATIGUE

Is there 
inflammation?

Are the “tanks” 
full?

Especially 
nutrition, vitamin 

deficiencies, 
anaemia?

Are there 
comorbidities/ 
other causes of 
fatigue/EIMs:

especially mental 
health?



CHECKLIST FOR FATIGUE

Is there 
inflammation?

Are the “tanks” 
full?

Especially 
nutrition, vitamin 

deficiencies, 
anaemia?

Are there 
comorbidities/ 
other causes of 
fatigue/EIMs:

especially mental 
health?



crohnsandcolitis.org.uk/food
crohnsandcolitis.org.uk/webinars

A food diary can be helpful, 
and you can ask to be 
referred to a dietitian, 
especially if your symptoms 
have caused weight loss or 
malabsorption. 

MORE SUPPORT WITH DIET AND NUTRITION

DR SHAHIDA DIN

Consultant Gastroenterologist 

KATIE KEETARUT

Highly Specialist Dietitian in IBD

PROFESSOR KEVIN WHELAN

Professor of Dietetics

https://www.crohnsandcolitis.org.uk/info-support/information-about-crohns-and-colitis/all-information-about-crohns-and-colitis/living-with-crohns-or-colitis/food
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MENTAL HEALTH AND FATIGUE

• Anxiety, depression, and stress have all been associated with 
fatigue in people with Crohn’s and Colitis

• Often, they are seen together, so it’s hard to know if they are causes 
of fatigue or the result of fatigue

• Stress can trigger inflammation, pain and difficulty sleeping 
• These symptoms may also add to fatigue

crohnsandcolitis.org.uk/mentalhealth

https://www.crohnsandcolitis.org.uk/info-support/information-about-crohns-and-colitis/all-information-about-crohns-and-colitis/living-with-crohns-or-colitis/mental-health-and-wellbeing
https://www.crohnsandcolitis.org.uk/info-support/information-about-crohns-and-colitis/all-information-about-crohns-and-colitis/living-with-crohns-or-colitis/mental-health-and-wellbeing
https://www.crohnsandcolitis.org.uk/info-support/information-about-crohns-and-colitis/all-information-about-crohns-and-colitis/living-with-crohns-or-colitis/mental-health-and-wellbeing


TALKING ABOUT FATIGUE

crohnsandcolitis.org.uk/talkingtoolkit

https://www.crohnsandcolitis.org.uk/info-support/information-about-crohns-and-colitis/all-information-about-crohns-and-colitis/talking-toolkit
https://www.crohnsandcolitis.org.uk/info-support/information-about-crohns-and-colitis/all-information-about-crohns-and-colitis/talking-toolkit
https://www.crohnsandcolitis.org.uk/info-support/information-about-crohns-and-colitis/all-information-about-crohns-and-colitis/talking-toolkit


TREATING FATIGUE



KEY QUESTION TO ASK IS…

…do you sleep?



FATIGUE 
WITH  
INSOMNIA

• Minimise alcohol and caffeine
• Regular waking time and avoid 

daytime sleeping
• Increase ‘pressure’ on sleep 

through increased activity during 
the day and sunlight exposure

• Graded exercise

Non-
pharmacological

• Mirtazapine (15mg at night for 
insomnia only, 30-45mg if 
depressed) and assess in 2-3 
months

• Avoid benzodiazepines

Pharmacological



FATIGUE 
WITHOUT  
INSOMNIA

Avoid boom-and-bust 
cycles*, plan, prioritise, pace

If appropriate, use non-
sedative antidepressant, e.g. 

SSRI, SNRI or vortioxetine

Promising medications 
(for specialist initiation)

Bupropion

Modafinil

* Moulton et al. Inflamm Bowel Dis 2024 3;30(10):1903-6



CAN ADVANCED THERAPIES HELP FATIGUE?

Research into biologic treatments and 
their effect on fatigue

Some show improvements in fatigue 
levels - but important to remember that 
decisions about treatment options are 
highly individualised and take into 
account many different factors. 



IBD BOOST

1. Norton C, et al. Trials. 2021;22:516. 2. Norton C. Trials. 2023;24;81. 3. Hart A, et al. J Crohns Colitis. 
2023;17(Suppl_1):i130–2. 4. Roukas C, et al. J Crohns Colitis. 2023;17(Suppl_1):i87–8

Prof Ailsa Hart Prof Rona Moss-Morris    Prof Christine Norton



In 8,486 patients: over 50% reported faecal incontinence; 30% reported 
fatigue and 21% reported pain in the last week; many had multiple ‘vicious 

circles’ of interacting symptoms; depression and anxiety are under 
diagnosed (over 50% reported depression and anxiety; only 25% had known 

‘diagnosed’ mental health disorders)3–5 

IBD BOOST

1. Norton C, et al. Trials. 2021;22:516. 2. Norton C. Trials. 2023;24;81. 3. Hart A, et al. J Crohns Colitis. 
2023;17(Suppl_1):i130–2. 4. Roukas C, et al. J Crohns Colitis. 2023;17(Suppl_1):i87–8



In 8,486 patients: over 50% reported faecaI incontinence; 30% reported 
fatigue and 21% reported pain in the last week; many had multiple ‘vicious 

circles’ of interacting symptoms; depression and anxiety are under 
diagnosed (over 50% reported depression and anxiety; only 25% had known 

‘diagnosed’ mental health disorders)3–5 

IBD BOOST

1. Norton C, et al. Trials. 2021;22:516. 2. Norton C. Trials. 2023;24;81. 3. Hart A, et al. J Crohns Colitis. 
2023;17(Suppl_1):i130–2. 4. Roukas C, et al. J Crohns Colitis. 2023;17(Suppl_1):i87–8

Doing the basics well: IBD nurse-led structured assessment and 
management algorithm for 

fatigue, pain, and continence; 3% had ‘red flags’ picked up; 35% needed 
‘optimizing’



IBD BOOST INTERVENTION

Facilitator support of digital 
self-management
- 8 core sessions
- 4 symptom-specific sessions

Pain in IBD



IBD BOOST TRIAL DESIGN

Week 0 6 months 12 months

Care as usual (389 patients)

IBD BOOST (391 patients)  

Total 780 patients

Patient population:
• IBD patients  ≥18 years of age
• Participated in IBD BOOST survey 
• Rated impact of at least one of the 3 symptoms (fatigue, pain, FI/urgency) ≥ 5 on 11-point symptoms 

scale (i.e. 0-10)
• Desired help for symptoms
• No red flags 

Primary outcome: at 6 months i) UK-IBDQ ii) global rating of symptom relief (GRSR)
Secondary outcomes: included individual symptom scores, EQ-5D-5L



RESULTS: IBD BOOST PRIMARY OUTCOME 
(GLOBAL RATING OF SYMPTOM RELIEF SCORES)



RESULTS: IBD BOOST SECONDARY OUTCOMES 
(AT 6 MONTHS)
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P = 0.81
P = 0.02

P = 0.18 P = 0.01

BPI: Brief Pain Inventory; EQ5D: European Quality of Life 5 Dimension; FI: faecal incontinence; IBD: inflammatory bowel disease; IBD-F: Inflammatory Bowel Disease-Fatigue; 
QoL: quality of life. 
Moss-Morris R, et al. 2024. Preprint.



IBD BOOST CONCLUSIONS

Learnings, challenges, successes and what’s next
• No significant difference in UK-IBDQ or Global Rating of Symptom 

Relief Scores between the IBD BOOST intervention compared with 
the control group

• At 6 months, the IBD BOOST group reported improvement in general 
health-related quality of life, compared with the control group

• People who complied with the IBD BOOST intervention reported 
better UK-IBDQ scores than ‘would-be’ compliers in the control group

• The IBD BOOST intervention was found to be cost-effective

 



FATIGUE TAKEAWAYS

crohnsandcolitis.org.uk/fatigue

https://www.crohnsandcolitis.org.uk/info-support/information-about-crohns-and-colitis/all-information-about-crohns-and-colitis/symptoms/fatigue
https://www.crohnsandcolitis.org.uk/info-support/information-about-crohns-and-colitis/all-information-about-crohns-and-colitis/symptoms/fatigue
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