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‘We do not learn from experience. 
We learn from reflecting on experience.’

Time for Reflection Time for Change

John Dewey (1859–1952) 
Experience and Reflective Thinking, 

Learning, School and Life, Democracy 
and Education

Patient and Public Involvement

Time for Reflection Time for Change

• Public Involvement 
– Pro-active engagement with and involvement 
of local communities (inc hard to reach groups)

– PCT level duty
• Indentifying need

• Framing of its strategic priorities

• Planning of local service provision

• Commissioning choices

• Monitoring of services 

• Evaluation
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Clarity of purpose….

Involving patient stories

A tapestry of experience

A rich seam of learning

Supporting staff to hear

differently…..
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Time for Reflection Time for Change

A diverse focus: macro to micro

Groups

Networks

Individuals

© 2009 Pilgrim Projects

The chasm

Rhetoric

Policy

Reality

Practice

Aspiration Actuality
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Rhetoric and reality
‘… to create a patient-centred 
NHS …
…where the voice of the 
patient is heard through every 
level of the service …
… acting as a powerful lever 
for change and improvement.’

NHS Plan, 2001

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

James Earl Jones

‘The NHS must get much better 
at listening and responding to 
patients who use our services, 
the staff who provide them and 
the citizens who fund them.’

NHS Operating 
Framework 2008-2009
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Policy and practice
NHS Plan (2001)

Creating a patient-led NHS (2003)

Commissioning a patient-led NHS
(2005)

Now I feel tall (2005)

Our health, our care, our say (2006)

Direction of travel for urgent care: a 
discussion document (2006)

Real involvement (2008)

Guide to public and patient 
involvement in urgent care
(2008)

‘Research on public perceptions of the 
NHS reveals that patients care much 
more about being treated with dignity 
and respect than they do about mortality 
rates.’
Page, B. Mori Research Institute Director 
(2004) ‘What they really want’ HSJ (8th April 
2004).
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Aspiration and actuality
‘The more our human rights are 
respected, protected and 
fulfilled, the more of our 
humanity or ‘what makes us 
human’ is fulfilled. On the 
flipside, the less they are 
respected, protected or fulfilled, 
the more difficult it is for us to 
develop our personalities and 
contribute meaningfully to 
society.’

DH, 2007 Human Rights in 
Healthcare – a framework for 
local action

‘Sometimes there is a real lack 
of humanity in healthcare and 
a need for healthcare 
practitioners to treat patients 
and their carers as they would 
want themselves or their 
family members to be treated, 
but all too often the examples 
we get tell a different story.’

Karen Taylor, Director, 
Health Value for Money 
Audit, NAO (2007)
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Why tell stories?

‘We tell stories 
to entertain 
and to teach.’

Pascal
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Measuring what counts

'As always in history, 
statistics give little 
insight into individual 
experience. That can 
only be gained by 
listening to stories.'

Laurence Rees's 
History of Auschwitz

© 2009 Pilgrim Projects

Precedents
Autopathography (Sontag, 1978; Aranson 2000 )

Narrative-based medicine (Charon, Greenhalgh, Hurwitz et al, 
1999)

Patients as teachers (Wykurz and Kelly, 2002)

The resourceful patient (Gray, 2002)

DIPex (now Healthtalkonline, 2003)

Patient and Public Involvement (DH, 2003)

Patient Voices (Hardy and Sumner, 2003)

Patient learning journeys (Symmons, Morris and O’Neill, 2004)

Patient Opinion (Hodgkin et al, 2005)
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A (very) patient story

‘Fast, appropriate responses’

www.patientvoices.org.uk/
naoconnect.htm
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Digital stories:
definitions

Digital stories are short videos 
consisting of still images, music, voice-
over (usually) and video (sometimes); 
the stories are told by real people about 
real experiences.

Digital stories are a distillation – they 
move us from the narrative to the
essential story.
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Patient Voices
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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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Digital storytelling: 
an opportunity for dialogue

‘Only connect.’

EM Forster
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Digital stories:
EAR

Why are the Patient Voices stories so popular, 
and so powerful?

Effective

Affective

Reflective

Sumner, 2008
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Digital storytelling: 
touching hearts

‘Culture of the 
mind must be 
subservient to 
the heart.’

Mahatma Gandhi 
(1869-1948)
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Digital storytelling: 
finding a voice

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

James Earl Jones
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Not being heard

‘Jimmy’s story’

www.patientvoices.org.uk/
nhstay.htm
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Digital storytelling:
a chance to reflect

‘Reflection is as 
natural – and as 
necessary – as 
breathing … or 
telling stories.’

Joe Lambert, Centre for Digital 
Storytelling
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Getting to the heart of the story

Small group workshops

Careful facilitation

Encouraging creativity

De-mystifying technology

The story circle

Mindfulness and attention

Creating space and 
community
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Facts and figures 
(and some statistics)

300 stories (approx) facilitated/recorded

50 workshops, plus some home visits!

180 stories (approx) released via Patient Voices website

20 (approx) Patient Voices stories WIP

458,388 hits on the website in 2008

1500 hits (approx) per working day on PV website

87 gigabytes of data downloaded

30 stories (approx) viewed each day
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Patients at the heart of 
healthcare

‘Improving quality and safety 
in medicine requires us to put 
patients at the centre of 
healthcare. Projects such as 
Patient Voices give patients 
and carers a chance to make 
themselves heard and are an 
essential part of this process.’

Sir Liam Donaldson, Chief Medical 
Officer, 23 December 2008

• Empowering patients

• Educating professionals

• Improving quality and      
safety

Patient and Public Involvement?

Time for Reflection Time for Change

Critic
What would they say?

What are we managing now?

Success 
What does this look like?
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A lesson from Herts Urgent Care 

Time for Reflection Time for Change

The Patient Experience

The service heard the story

The service learnt the lesson

The policy changes…..

Robust service development… Evidence-
based….Results-orientated….Measurable.

You are here…..

Time for Reflection Time for Change
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Learning to Learn

Time for Reflection Time for Change

• Set aside time for staff to learn to listen and 
unpick the patient story and experiences.

• Listen to the story in the patient’s own words.

• Accept and learn from the emotion.

• Distil down into key elements:

Quality,    Risk,     Communication,    Staff roles

Be creative in your engagement with your 
service users.
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Thank you

s.omblerspain@btinternet.com

pip@pilgrimprojects.co.uk

www.patientvoices.org.uk

The distribution of the Patient Voices digital stories 

is funded by Pilgrim Projects Ltd.


