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Re-presenting the patient 
experience

https://www.patientvoices.org.uk/flv/0851pv384.htm Tony Sumner, 2009
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Patient Voices
patience, noun. calm 
endurance of pain or 
any provocation; 
perseverance 

patient, adj. having or 
showing patience

voice, verb. give 
utterance to, express 

Concise Oxford Dictionary, 1964
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What we’ve done

• Established in 2003

• 1200+ stories facilitated/recorded

• ~ 800 stories released

• ~ 180 workshops, plus some home visits!

• + 4 million hits on the website annually

• ~ 3500 hits per working day on PV website

• ~ 80,000 stories viewed during the year

• + 200 presentations given

• 9 papers and 5 book chapters published

• 1 book written (second edition available now!)

• 1 PhD and 1 MSc completed

• 3 international and 2 national awards won
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Where we’ve done it

[[insert world map with workshops]]
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Representing patient 
experience
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Our aspiration

‘...to capture some of the 
unwritten and unspoken 
stories of ordinary people so 
that those who devise and 
implement strategy, as well 
as clinicians directly involved 
in care, may carry out their 
duties in a more informed 
and compassionate manner.’ 

Hardy, 2004
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What patients want: dignity & respect

‘Patients care more 
about being 
treated with dignity 
and respect than 
they do about 
mortality rates.’

Page, 2004
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The gift of hopelessness

https://www.patientvoices.org.uk/flv/1180pv384.htm Rita Berglund 2018
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What patients want: connection

‘To the typical physician, my illness is a 
routine incident in his rounds, while 
for me it’s the crisis of my life.
I would feel better if I had a doctor 
who at least perceived this 
incongruity… 
I just wish he would… give me his 
whole mind just once, be bonded with 
me for a brief space, survey my soul as 
well as my flesh, to get at my illness, 
for each man is ill in his own way.’

Anatole Broyard, 1992
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But….

Epistemic injustice:
‘A wrong done to 
someone specifically 
in their capacity as 
knower…’

Miranda Fricker, 2007
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Testimonial injustice

‘...occurs when prejudice 
causes a hearer to give a 
deflated level of 
credibility to a speaker’s 
word...’

Fricker, 2007
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Stories – part of the DNA of Care

Patient 
experience

Staff
experience

Stories
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Pieces

https://www.patientvoices.org.uk/flv/1039pv384.htm Claudia Gore 2018
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Stories and transformation

‘Storytelling is the 
mode of description 
best suited to 
transformation in new 
situations of action.’

Schön 1988
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EAR: a model for reflection

Effective 
What did you think?

Affective 
What did you feel?

Reflective 
What will you do?

Tony Sumner, 2009
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Thank you

www.patientvoices.org.uk

pip@pilgrimprojects.co.uk

Tony@pilgrimprojects.co.uk

@PilgrimPip
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The stories are all one

‘Each affects the other and the other affects the next and 
the world is full of stories and the stories are all one.’

Mitch Albom, 2004

www.patientvoices.org.uk/stories.htm

pip@pilgrimprojects.co.uk                               tony@pilgrimprojects.co.uk

@PilgrimPip @PatientVoicesUK


