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‘Do not go gentle into that good night’:

Giving voice to patients, families and staff
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‘Suffering | teach....
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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
darkness of others.

Compassion becomes real when
we recognize our shared humanity.”
Pema Chodron
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Finding a voice

Patient

‘One of the hardest things in
life is having words in your
heart that you can't utter.”

James Earl Jones

Patient

Patient Voices

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

patient, adj. having or
showing patience
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voice, verb. give Y ..
utterance to, express ey

Concise Oxford Dictionary, 1964
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Stories and statistics

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

™

Tony Sumner, 2009
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What really matters to patients? =

‘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 | 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

What really matters to patients? = -

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

Ben Page, 2004
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Our aspiration T

‘..to capture some of the
unwritten and unspoken
stories of ordinary people so
that those who devise and
implement strategy, as well
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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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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

Cultivatin,
* ~ 3500 hits per working day on PV website Compasstgn ¥
* ~ 80,000 stories viewed during the year lf)(;i“m ;Z’Q‘,f,‘,lg'.f}"

¢ +200 presentations given
* 9 papers and 5 book chapters published
* 1 book written (second edition available!)
* 1PhD and 1 MSc completed

@BM:

* 3international and 2 national awards won Qe
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What we’ve learned

Patient
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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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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”.
Jaynes, 2012

‘The plural of stories is culture.’
James Munro, 2017
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Changing conversations,
changing culture

‘l used my story (apprehensively) in a registrar teaching
session today - and everybody was in tears by 09:00 a.m.

But they commented that nobody has ever encouraged

them to look after themselves.’
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Claudia’s reflections

‘I am so glad | made this story. | was also really, really
pleased to learn that our bereavement team has started
doing workshops with nurses for emotional support.
Shockingly, a few said, that the finger of blame is often
pointed by doctors, especially in non-paediatric
specialties. This is so upsetting and so unnecessary.”
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And her colleagues’ responses

What Claudia’s colleagues have said after watching
her story...

Silence. And then....

‘I remember when...”

‘I didn’t know nurses felt like that...”
‘Yes. It does feel like that...”
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Sharing suffering, changing Patient
culture

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

‘I felt the stories were so powerful and did a much better job
than any other safety lecture in telling the true story.’

‘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.”

‘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.’
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The essence of medicine

and D of dignity conserving care

Havey Comeen

e Attitude
* Behaviour

e Compassion I
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* Dialogue

Chochinoy, H. (2007) ‘Dignity and the -
essence of medicine: the A, B, C and D of dignity conserving care’. BMJ
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Can | have a hand, please?
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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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Empathy and reflection

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

Rita Charon 2002
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A moment to reflect
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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.’

Medical Officer
National Institute of
Medical Research

Dar es Salaam, Tanzania

Ubuntu: Patient
the essence of being human

‘The solitary human being
is a contradiction in terms
and therefore you seek to
work for the common good
because your humanity
comes into its own in
belonging.”

Archbishop Desmond Tutu
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Transforming healthcare

How Patient Voices digital stories are being used:
* ‘the evidence of experience’ for NAO reports

¢ prompts for reflection, discussion and debate

* Board meetings > action planning

e staff induction and training

* basis for educational resources

* communicate research results

e highlight areas for improvement

e Virtual Schwartz Rounds

¢ inform NHSE staff development programme
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A call to action
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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 M

pip@pilgrimprojects.co.uk
@PilgrimPip
www.patientvoices.org.uk/stories.htm

fentvoices.org.uk
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