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Stories to change thinking,

stories to inspire action

Tony Sumner
@PatientVoicesUK Co-founder, Patient Voices Programme
Honorary lecturer, University of Manchester Medical School

5th February 2019 CQC Equality and Human Rights Network Conference. London, UK

Welcome! Patient
Plan for the day

* A bit of background

* Why are stories so important?
 What makes a good story?

* Whose stories do you need to hear?
* How can you use stories?

* Finding your own story
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Patient Voices

patience, noun. calm
endurance of pain or
any provocation;
perseverance

Patient e e s

patient, adj. having or
showing patience

voice, verb. give
utterance to, express

Concise Oxford Dictionary, 1964
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Patient Voices: Patient
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.’

We hope that, as a result of seeing the stories,
patients, their carers and clinicians may meet as
equals and work respectfully together for the
benefit of all.’ Patient Voices Rationale 2004
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Patient Voices:
a short history

Patient

e Established in 2003

e ~1200 stories facilitated/recorded

* ~800 stories released

* ~170 workshops, plus some home visits!
e ~15 Patient Voices stories WIP

e ~2 million hits on the website annually

e ~2000 hits per working day on PV website
» ~40,000 stories viewed during the year
e ~100 presentations

* 6 papers published

* 1 book published
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Cultivating Compassion

HOW DIGITAL STORYTELLING IS
TRANSFORMING HEALTHCARE

www.patientvoices.org.uk

Patient Voices:
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There is more that unites us...
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Patient

Why tell stories?

‘We tell stories to
entertain and to teach.’

Pascal

WY RIBTIMRLRigSts co-uk & BiemRrRistibinitdited WWWRFEntYRIsRL 8 ¥ K

12/02/2019



Patient

The power of stories

ml, E"tun"n-'-u'l st are,
eychanglng their sense of empathy
for a fetishistic fascination with data,

networks, patterns, and total

information... Really, the a is just

part of the story. The human stuff is

the main stuff, and the data should
enrich it.

Jonathan Harris

http://www.slideshare.net/amitkaps/fifth-elephant-2014-talk-
crafting-visual-stories-with-data?sf3881865=1
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Outsider
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www.patientvoices.org.uk/flv/1170pv384.htm
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EAR: a model for reflection

Effective r 1

What did you think?

Affective
What did you feel?
Reflective
What will you do?
Tony Sumner, 2009
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Patient

Digital storytelling is...

* Creative

* Reflective

* Contemplative
* Emancipatory
* Democratic

* Participatory

* Validating

* Universal
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Digital storytelling involves...

* Deep reflection
* Creative writing

* Photography, painting,
drawing

* Image and video editing

* Group work

* Peer support & review

* Voice work & performance

e Music
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Patient

What really matters to patients?

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

Ben Page, 2004

@PatientVoicesUK ©2019 Pilgrim Projects Limited www.patientvoices.org.ul

12/02/2019



Why tell stories?

‘Stories promote
empathy, which in turn
prompts reflection and
serves as the motivation
for learning and
acquiring new
knowledge.’

Rita Charon 2002

@PatientVoicesUK ©2019 Pilgrim Projects Limited

Patient

www.patientvoices.org.uk

Passages past dragons

‘No matter what form
the dragon may take, it
is of this mysterious
passage past him, or
into his jaws, that
stories of any depth will
always be concerned to
tell...."

O’Connor, 1969 Do it
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www.patientvoices.org.uk

12/02/2019



12/02/2019

Patient

Markers and guides

‘Every light was a
story and the flashes
themselves were the
stories going out over
the waves, as markers
and guides, comfort
and warning.’

Jeanette Winterson, 2005
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Patient

Stories and statistics

‘Statistics tell us the system’s experience of the
individual, whereas stories tell us the individual’s
experience

of the system...”

‘...the ability to tell, hear and share stories of
experience and aspiration is a prerequisite for the
development of a learning organisation of
reflective individuals.’

Tony Sumner, 2009

www.patientvoices.org.uk/flv/0851pv384.htm
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The two-minute story

* Arrange yourselves in pairs.
* Decide who will be the storyteller and who will be the listener.

* Storytellers: take a few moments to think of a story. Make a few
notes if you wish. Listeners: prepare to listen attentively, with your
whole being!

* Now tell your story to your partner in two minutes.
* Stop! Listeners, what did you notice?

* Have a conversation and plan the story, thinking of images that
might tell part of the story.

e Tell your story again.

e What were the differences between the two stories?
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Patient

How was that for you?

What did you learn...
e about yourself?
* about your partner?

e about your practice?
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What we’ve learned

Patient
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www.patientvoices.org.uk

Creating a culture of quality

‘If we want to create a
culture of safety, a culture
of quality, a culture of
humanity, then it is
necessary, first, to
understand the individuals
who form that culture.’
Hardy and Jaynes, 2010
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Pétient

Creating a culture of humanity

‘Stories are essential in creating
a culture where safety and
humanity are prized and the
values of intellectual, emotional
and spiritual intelligence inform
“the way we do things here”.
Cathy Jaynes, 2012

‘The plural of stories is culture.”
James Munro, 2017
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The essence of medicine

[RNALYSIS 1
Doicaded rom b on 28 3y 2007

Dignity and the essence of medicine: the A, B, C,
and D of dignity conserving care

Kindness, humanity,and respect

says Harvey Chochinov, and the
A.B,C.and Dof dignity conss them

e Attitude
 Behaviour

* Compassion
* Dialogue

Chochinov, H. (2007) ‘Dignity and the - s
essence of medicine: the A, B, C and D of dignity conserving care’. BMJ
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The hospital that didn’t listen
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EAR: a model for reflection

Effective r
What did you think?

Affective
What did you feel?

Reflective
What will you do?

Tony Sumner, 2009
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The essence of medicine

Patient

e Attitude
* Behaviour
* Compassion

e Dialogue

Chochinoy, H. (2007) ‘Dignity and the

1

]

Dignity and the essence of medicine: the A, B, C,
and D of dignity conserving care

Kindhess, humanity, and respect—the

says Harvey Chochinov, and the

A.8,C, 3nd D of dignity conserving care can reinstate them

essence of medicine: the A, B, C and D of dignity conserving care’. BMJ
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Six phrases of Urdu

Patient
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Patient working
wait waiting

walked

@PatientVoicesUK

www.patientvoices.org.uk/flv/0544pv384.htm
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EAR: a model for reflection

Effective r 1

What did you think?

Affective
What did you feel?

Reflective
What will you do?

Tony Sumner, 2009
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Patient

Compassion

‘Compassion is not a
relationship between the
healer and the wounded.
It's a relationship between
equals. Only when we know
our own darkness well can
we be present with the i
darkness of others. p

Compassion becomes real when we recognize our

shared humanity.’
Pema Chodron
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Walking in someone else’s shoes

‘These stories allow us to
walk in someone else’s
shoes for a few minutes.

7

Medical Officer
National Institute of
Medical Research

Dar es Salaam, Tanzania
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Péﬁent

www.patientvoices.org.uk

Can you hear what | say?
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EAR: a model for reflection

Effective r 1

What did you think?

Affective
What did you feel?

Reflective
What will you do?

Tony Sumner, 2009
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Changing conversations, Patient
changing culture

‘In the meantime, one story at a time, we can leave a lasting
impression with those who come behind us.’

‘The ability to share these, and other stories like them, is
critical if organisations are to learn from mistakes and
develop a just culture in which every voice can be heard.’

‘A good story is so much more than simply a good story - it’s a
precious opportunity for learning, for reflection and for
transformation.’
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A Precious life
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EAR: a model for reflection

Effective r 1

What did you think?

Affective
What did you feel?

Reflective
What will you do?

Tony Sumner, 2009
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Patient

Transforming healthcare

How stories are being used:

@PatientVoicesU

K

Patient

‘the evidence of experience’ for NAO reports

prompts for reflection, discussion and debate

Board meetings > action planning
staff induction and training

basis for educational resources
communicate research results
highlight areas for improvement

inform NHSE staff development programme

©2019 Pilgrim Projects Limited

www.patientvoices.org.uk
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Péﬁent

What happens?

“The trust was one of the first mental health trusts in the
country to introduce the patient stories initiative which
involved a range of patient stories being used at the
trust board meetings for learning and sharing purposes.
Patient stories highlighted how services had responded
to people’s care and treatment needs. We observed a
trust board meeting and saw the powerful nature of
starting the formal board meeting with one of these
stories.”
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Péfient

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

You can email me at: tony@pilgrimprojects.co.uk

You can find the stories at: www.patientvoices.org.uk

You can follow us on Twitter as:
@PatientVoicesUK
@PilgrimPip
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