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2003: In the beginning…

Insert map of UK
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What we’ve done

• Established in 2003

• 1000+ stories facilitated/recorded

• ~ 800 stories released

• ~ 180 workshops, plus some home visits!

• + 2 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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Some context: policy, education 
and research

‘Our vision is to move away from an outdated 
system towards a new model where the voice 
of the patient is heard through every level of 
the service, acting as a powerful lever for 
change and improvement.’

‘Clinical governance can be defined as a 
framework through which NHS organisations 
are accountable for continuously improving the 
quality of their services and safeguarding high 
standards of care.’ 
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Quality, safety and the pursuit 
of perfection
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Representing patient 
experience
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What patients really want

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

Page, 2004
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The culture of the mind…

‘The culture of the 
mind must be 
subservient to the 
culture of the heart.’

M K Gandhi
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Learning from stories
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The first digital story we saw

Judd, J. 2002. Don't judge a book by its 
cover [Online]. E2BN. Available: 
http://clips.e2bn.org/view.php?id=110
[Accessed March 2014]
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The intersection
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The first storytellers

Ian Kramer Monica Clarke
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‘The crisis of my life’

‘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

‘The end is where we start from’: 
Learning from 15 years of Patient Voices

Dr Pip Hardy
Patient Voices and Manchester Medical School

September 2018                                                 ‘ Current trends in digital storytelling research and practices’, Zakynthos, Greece@PatientVoicesUK ©2018 Pilgrim Projects Limited www.patientvoices.org.uk

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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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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The ultimate re-usable learning 
object
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Re-presenting patient 
experience

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

Sumner 2009
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Getting to the bottom of things

www.patientvoices.org.uk/flv/0110pv384.htm Jean Bailey-Dering 2007
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Patient Voices: from story to 
transformation

• Involving and engaging patients
• Placing patients firmly at the heart of care
• Listening to their stories
• Learning from their stories
• Promoting reflection
• Prompting discussion and debate
• Strengthening inter-professional 

education and  collaborative practice
• Contributing to research
• Improving quality and safety
• Touching hearts and minds
• Stimulating organisational change
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Patient Voices: a mandala

‘The end is where we start from’: 
Learning from 15 years of Patient Voices

Dr Pip Hardy
Patient Voices and Manchester Medical School

September 2018                                                 ‘ Current trends in digital storytelling research and practices’, Zakynthos, Greece@PatientVoicesUK ©2018 Pilgrim Projects Limited www.patientvoices.org.uk

So… what have I learned?

Ways of knowing
• Empirical
• Aesthetic
• Personal
• Moral

Carper, 1978
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Preparing
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Creating: safe space, safe stories
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Suffering
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Connecting
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Listening
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Reflecting

A model for reflection:
Effective
Affective
Reflective

Tony Sumner, 2009
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Reflecting with medical students

‘We are asked to 
reflect all the time, 
and then to reflect on 
our reflection until 
we’re sick of it.’

Critchfield, 2008
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Yeah, I’ll go

www.patientvoices.org.uk/flv/0257pv384.htm Matthew Critchfield, 2008
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Warning
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Loving

‘You just have to love them to bits.’
Joe Lambert
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Keeping track 
(and knowing what works)
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Curating
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Disseminating

Staff 
education 

and 
training

Just giving 
Fund-

raising for 
Ovarian 
cancer 

research

Practical 
learning 

about 
securing 

more funding 
– stories as 

catalyst

Bereave-
ment

service

Pieces
(5517 
hits)

Medical 
students 

evaluation 
of effective 
learning –
story - v  -

lecture

MSc project 
evaluation 
on-going 

jointly 
supervised 

with 
academic 
partner

Funding 
from 

Charity for 
Terrific 
Teens

Stickers
(11297 hits)

Serious 
allergy 
stories 
(23446 

hits)

Onwards 
and 

upwards

Practical learning
Effective application
Experiences of care
Organisational impact
Stories

Children, 
families and 

staff 
experiences 

of care

Fund-
raising for 

Ovarian 
cancer 

research 
stories

Sickle Cell 
stories 
(14453 

hits)Safety 
briefings

Engaging 
senior 

leaders in 
the 

importance 
of looking 
after staff

Allergy 
families 
cohort 

maintained 
contact with 
one anotherRaising 

awareness of 
the 

inextricable 
link between 

staff and 
patient well-

being

Plan for 
further 
work on 
burn out 

and stress –
seeking 
funding

Plan to 
develop a 

‘compassion 
pod’ space 

fo staff

Featured in 
NHS 

Commissioning 
for 

Compassion 
guide.

Positive 
organisation

al role 
modelling-

links to IHCT 
values

Process and 
impact poster 

and photo 
from NHSE 
event – to 
share with 

ICHT comms

Process of 
securing 

funding –
relationships, 
connections

Numbers 
of ‘hits’ for 
all stories

BSc project 
jointly with 
academic 
partner

One ‘teen’ 
shared 

story with 
school and 
university

‘Teen’ 
presented 

at Trust 
Board, 

NHSE event 
and grand 

round

Re-setting 
clinicians 
‘empathy 
meters’

Improved 
insight into 
impact of 
disease

High 
visibility for 
ICHT Charity

Raising 
empathy in 
students, 

trainees and 
senior 

doctors

Increasing 
awareness 
amongst 

commissioners

Improved 
staff 

awareness 
of effects 

of adverse 
incidents

Use DS in 
e-learning 
packages 

within 
Trust

Expanding 
‘Pieces’ 

story as a 
national 
learning 

tool 

Engage  
senior teams 

within the 
organisation 

with DS to 
promote a 

cultural 
change
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Pieces

Claudia Gore, 2016www.patientvoices.org.uk/flv/1039pv384.htm
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Changing: conversations

‘I 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 – and then they started 
sharing their own stories ...’ 
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Changing: culture

‘I am so glad I made this story. I 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.’ ‘The end is where we start from’: 

Learning from 15 years of Patient Voices
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Patient Voices and Manchester Medical School
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Evaluating

Cost of DNA of Care 
programme = £50,000

Number of stories = 33

Number of changes 
= 100

Cost of each change 
= £500
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Rejoicing

‘I want you to know that this video has saved my life.
I want you to know that my husband and I cry each 

time we watch outsider.
I want you and your team to know that I gave in my 

resignation in Monday.
I want you and your team to know that I am forever 

grateful for what you were able to draw out of me.
I have been so "Broken" for years, hiding, pretending, but 

no more.
I have been afraid and still am afraid to be my best but no 

more.’
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Outsider

www.patientvoices.org.uk/flv/1170pv384.htm Dwayne Barnaby 2018
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Passing 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
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Balancing: purpose vs prosperity
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Speaking

‘The end is where we start from’: 
Learning from 15 years of Patient Voices

Dr Pip Hardy
Patient Voices and Manchester Medical School

September 2018                                                 ‘ Current trends in digital storytelling research and practices’, Zakynthos, Greece@PatientVoicesUK ©2018 Pilgrim Projects Limited www.patientvoices.org.uk

What next?

Onward & Upward
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Gratitude

‘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
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‘In my end is my beginning’

‘What we call the beginning is 
often the end
And to make an end is to make 
a beginning.
The end is where we start 
from.’

TS Eliot Little Gidding
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Thank you

www.patientvoices.org.uk

pip@pilgrimprojects.co.uk

@PilgrimPip


