
What’s it like to live and work/study 

with an invisible disability?

Crohn’s Disease

Colostomy
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About me



 My role

Lecturer

 Nature of my role 

Undergraduate and postgraduate teaching
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About my condition
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 My invisible disabilities

 Crohn’s Disease

 Colostomy
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 What is Crohn’s Disease?

• Crohn’s is a form of Inflammatory Bowel Disease (IBD)

• It is a chronic condition

• Crohn’s can affect any part of the gut; in me, it affects the colon

• People with Crohn’s have periods of good health (remission) 

and relapses or flare-ups when symptoms are more active 

• Crohn’s and Colitis UK estimates at least 115,000 people in the 

UK are affected by Crohn’s

Source: https://www.crohnsandcolitis.org.uk/about-inflammatory-bowel-disease/crohns-disease

https://www.crohnsandcolitis.org.uk/about-inflammatory-bowel-disease/crohns-disease
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 Crohn’s Disease - timeline

• Probably started in my mid-teens

• Un/ mis-diagnosed for many years

• Finally diagnosed in my early 30s

• Various treatments over the years

• Currently on Exclusive Enteral Nutrition (EEN)
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 Crohn’s Disease - some symptoms

• Abdominal pain and diarrhea

• ‘Urgency’

• Tiredness and fatigue

• Feeling generally unwell or 

feverish

• Anaemia (a reduced level of 

red blood cells)

• Mouth ulcers

• Skin tags

• Fistulas

• Loss of appetite and weight 

loss
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 What is a colostomy?

• An operation to divert one end of the colon (large 

intestine) through an opening in the abdomen

• The opening is called a stoma, but may be referred 

to as an ‘ostomy’

• Faeces is diverted through the stoma into a 

pouch/bag

• According to Colostomy UK, an estimated 1 in 500 

people in the UK currently have a stoma

Sources: https://www.nhs.uk/conditions/colostomy/ and http://www.colostomyuk.org/information/what-is-a-stoma/

Image from: 

http://www.colostomyuk.org/information/

what-is-a-stoma/

https://www.nhs.uk/conditions/colostomy/
http://www.colostomyuk.org/information/what-is-a-stoma/
http://www.colostomyuk.org/information/what-is-a-stoma/
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 Colostomy - timeline

• Complications with Crohn’s meant I needed colostomy surgery

• Operation in February 2016

• Awaiting further surgery
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 Stoma in ‘action’

• I fix a pouch over the stoma to catch 

the output

• As the pouch fills, it bulges

• This can be embarrassing and I 

empty it as soon as possible

• I have no control over when I have a 

‘motion’

Image from:

https://www.pelicanhealthcare.co.uk

/product/platinum-contour-convex-

drainable-pouches/

Image from: 

https://www.cancerresearchuk.org/about-

cancer/bowel-cancer/treatment/treatment-

colon/surgery-colon/having-colostomy

https://www.pelicanhealthcare.co.uk/product/platinum-contour-convex-drainable-pouches/
https://www.cancerresearchuk.org/about-cancer/bowel-cancer/treatment/treatment-colon/surgery-colon/having-colostomy
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 Colostomy - potential problems

• Ballooning

• Pancaking

• Odours

• Wind, diarrhea and 

constipation

• Sore skin/ leakage

• Rectal discharge

• Granulomas

• Parastomal hernia 

• Prolapse



How this condition impacts on my daily life



Before surgery:

 I was always afraid I would be ‘caught short’. As a result: 

• I was constantly worried when on public transport

• I didn’t go to places or events with lots of people or without 

quick access to toilets

• Until I got a little campervan with a toilet, I gave up travelling or 

going away for holidays
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Before surgery:

• I struggled to have any social life

• Eating out was a challenge, not a pleasure

• Going to the toilet was painful and time-consuming, it left me 

tired and in considerable discomfort

• With no prospect of things improving, I was depressed
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After surgery:

 The fear of being ‘caught short’ has generally been removed. 

However I have had a very poor body image, post-surgery

 I worry about:

• Getting clothes that are comfortable with the stoma

• The pouch/ bulge showing under my clothing

• Being challenged when I use accessible toilets

• Going to the toilet is still very time-consuming

• I still have a lot of pain

• With ongoing problems, I am still depressed #OutofSight2019



How this condition impacts on my work



Before surgery:

 I had problems getting to work in the morning; I couldn’t leave home 

until I no longer needed the toilet

 I was constantly anxious about being ‘caught short’ when teaching

 I always needed to have an ‘escape plan’ so I could quickly access 

the toilets

 Post ‘toilet-breaks’, I was in pain

 Constant tiredness made doing my job hard
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After surgery:

 I worry about:

• Being late for work when I have to change my pouch in the 

morning

• Noises from my stoma – especially at quiet times in class

• The pouch obviously ‘bulging’ as it fills

• Smells associated with emptying the pouch

• Ongoing pain and tiredness #OutofSight2019



How colleagues and managers can help



 I had to have time off earlier this year because I had a Crohn’s 

flare-up

 My manager has helped enormously since my return to work

 In particular, this involved timetabling my teaching to allow me to 

work a 0.8 contract for two months

 Having a three-day weekend has helped me manage the tiredness
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 Managers need to understand that:

• people with IBD and ostomates may have frequent medical 

appointments; these often cannot be scheduled outside 

working hours

• During a flare up, people with IBD may need time off or to work 

a reduced timetable

• Allowing a reduction in hours or flexible working may make the 

difference which allows someone with IBD to continue in their 

current role
#OutofSight2019



Final thoughts



 ‘It takes guts to talk about Crohn’s and Colitis. They are invisible 

diseases and because of the stigma that surrounds them, 

thousands of people are suffering in silence.’

(Crohn’s and Colitis UK, n.d.)
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 For further information see:

• Crohn’s and Colitis UK https://www.crohnsandcolitis.org.uk/

• Colostomy UK http://www.colostomyuk.org/
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https://www.crohnsandcolitis.org.uk/
http://www.colostomyuk.org/


#OutofSight2019

Thank you 


