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Introduction

PhD researcher: Shame, stigma and ‘unexplained’ symptoms.

Institute of Medical Humanities, Durham University.

Funded by the Wellcome Trust (a ‘politically and financially independent 
global charitable foundation’ supporting research into ‘life, health and 
wellbeing’ – www.wellcome.org) 

Medical humanities: using ideas, tools and methods from the 
humanities (literature, history, philosophy) to better understand and 
improve health and healthcare.

http://www.wellcome.org/


Shame, stigma and 
‘unexplained’ symptoms
Working title - Living with complex, poorly-understood medical conditions: Experiences of 
stigma and shame.

Research ethos: lived experience at the heart of my work. (E.g. advisory group.)

Women’s experiences of somatic (bodily) and social suffering.

Methodology: literature (autobiographical writing) and interviews.





Survey to gather expressions of 
interest in interview study

Closed 21 June 2021

322 responses!



Viral infection Autumn 2008; diagnosed ME/CFS January 2009.

Relapse 2013; part-time study at university. 
Summer 2014 onwards: charity work. (Including #MillionsMissing
demonstration, Bristol, 2016.)

Recovery(?!) Feb. 2016. 



Shame and stigma
• ‘…it is not the disability […] that is the greatest burden and source of grief. It 

is the reaction of others that is most devastating, the barriers erected 
through stigma, misunderstanding, rejection.’ (Dorothy Wall, Encounters 
with the Invisible, p. 142)

• Shame as ‘the emotional response to stigma’ (Phil Hutchinson and 
Rageshri Dhairyawan, Medical Humanities)

• Chronic vs acute shame



Chronic shame

It’s all my fault

I’m a failure I’m bad, 
wrong

I’m 
unworthy

No one 
understands

I’m alone

No one 
cares



Shame as 
‘affective 
determinant of 
health’

Luna Dolezal & Barry Lyons (BMJ 
Medical Humanities, 2017)

• Shame is detrimental to health

• Leads to poorer health 
outcomes



How do we talk 
about complex, 
poorly-
understood 
illness?

• Where does shame hide? 

• How is it expressed in 
language?

• Metaphor:
• Shadowlands
• Stain, taint



The ‘shadowlands’ 
of complex, 
contested illness



A ‘wild healthcare 
borderland’

‘I am released into the wild healthcare 
borderland, a trackless and confusing 
country, where what signposts there are 
point in multiple directions, satnavs fall 
silent, and strange beasts roam.’ (p. 203)



‘Nobody’s 
empire’
We are out of practice, we’re out 
of sight

On the edge of nobody’s empire

- Belle and Sebastian, ‘Nobody’s 
Empire’ (2015)



Living in 
nobody’s 
empire

• Isolation, loneliness 

• Lack of help, support, compassion

• Life-changing experience



Complex, poorly-
understood illness as 
a ‘mark of shame’ 
(Rehmeyer, p. 96)



The ‘stain of 
stigma’
‘The only thing calling my illness “chronic 
fatigue syndrome” seemed to add was a 
stain of stigma, as if the name provided a 
window into my soul and displayed some 
moral failing within me.’ (pp. 35-6)



The ‘faint 
miasma’ of 
suspicion
‘I have got to know other people in the strange club 
of the chronically ill. […] Like me, they had a life 
before that has been lost; now they wander in the 
twilight zone where doctors diagnose but cannot 
cure, and the faint miasma of societal suspicion, 
never attached to those with cancer, or with heart 
disease, hangs about them, that somehow it must 
all be psychosomatic, or that at a deep level they 
actually want to be ill.’ (p. 75)



Stained and 
tainted by shame 
and stigma

• Insidious, all-consuming

• Making the invisible visible

• Physical suffering



Interviews

• Diversity beyond those with 
health and wealth required to 
write and publish memoirs.

• Real-world experiences vs 
experiences written in 
memoirs?



[From 15.56] ‘Even once 
the true cause of my 
disease is discovered, if 
we don’t change our 
institutions and our 
culture, we will do this 
again to another disease.’ 



Medical humanities and 
‘unexplained’ illness
First and second order change

• First order change: works within existing structures and systems; minor 
improvements and adjustments

• Second order change: transformational, radical, revolutionary; rebuilding 
systems and structures; adopting a different worldview.

Putting lived experience first; listening closely to their stories.



Thank you 
for listening

I look forward to hearing your questions and comments.

Get in touch anytime: 
katharine.a.cheston@durham.ac.uk

@kacheston

mailto:katharine.a.cheston@durham.ac.uk

