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Abstract 

Since its inception in 2003, the Patient Voices Programme has been gathering and 

disseminating digital stories of healthcare created by patients, carers and clinicians involved 

in delivering and receiving that care. It is one of the longest-running digital storytelling 

projects in the world and, as far as can be determined, the only digital storytelling project 

to focus specifically on healthcare. During this time, more than 1000 digital stories have 

been created. Once released by storytellers, these stories are made freely available by a 

publicly accessible website for use in healthcare education and service improvement 

programmes. The aim of Patient Voices was, through sharing the stories of what really 

matters to the people who design, deliver and receive healthcare, to bring about a 

transformation, resulting in safer, higher quality care characterised by greater humanity 

and compassion. 

I am one of the founders of the Patient Voices Programme. I have played a key role in every 

aspect of the Programme’s development, from working with the first storytellers and 

writing the original rationale, to conducting research on the impact of the stories, 

presenting at numerous conferences, writing papers for publication, facilitating workshops 

and consulting on use of the stories.  

Not only has the Patient Voices Programme had an impact on the world of healthcare, 

particularly in the UK, but it has also had an impact on the wider world of digital 

storytelling, where the Patient Voices Programme is regarded as the world leader in digital 

storytelling in healthcare; indeed, I have given a keynote address at four of the last five 

international digital storytelling conferences. 

Through an examination of eight published papers and the Patient Voices website, this 

thesis will demonstrate the contribution that I have made, through the Patient Voices 

Programme, to healthcare and healthcare education as well as to the wider, emerging field 

of digital storytelling.  
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 1    Chapter 1 

Chapter 1: Introduction 

'These stories shouldn't be studied for the facts; but listened to for other 

melodies. Don't read history.... Listen to it sing.' (Hitt, 1994) 

1.1 Background 

Digital storytelling is all around us. The term is used to describe almost anything that is 

conveyed digitally which is, in the second decade of the 21st century, almost everything. 

Facebook posts, Twitter feeds, blogs, vlogs, podcasts, WhatsApp messages, Facetime calls, 

Snapchat, Instagram, short films, longer films, talking heads videos, video diaries and so on, 

as far as we can think of the ways in which people communicate the events in their lives, 

their hopes and aspirations, their joys and their sorrows.  

It is important to note, from the outset, that this thesis is not intended to present the 

outcomes of research; rather it is a consideration of how the Patient Voices approach has 

contributed to the evolution of an emergent genre. 

What was originally conceived as an emancipatory and democratising process of teaching 

ordinary people to use digital tools to share their life stories through the creation of their 

own short videos has, as a result of the rapid advance in digital technologies, become a 

ubiquitous term, with a wide range of definitions and an equally wide spread of influence 

both geographically and across the range of human experience. 

The first digital storytelling workshop was held in 1993 (Lambert, 2002). The model of a 

carefully facilitated workshop for a small number of people combining elements of creative 

writing, reflection, careful listening, photography, community theatre and small group work 

has become known as the classical model of digital storytelling. Classical digital stories are 

short (two or three minute) videos that weave together a recorded voiceover, still images 

and/or short video clips and sometimes music or other sound effects into a rich tapestry of 

experience and reflection, characterised by the authentic voice of the storyteller and a 

degree of emotional openness that encourages viewers to connect with the storyteller and 

his or her experiences. 

Some ten years after that first digital storytelling workshop, the Patient Voices Programme 

was founded in 2003 by Tony Sumner and myself, both directors of Pilgrim Projects, a small 

education consultancy specialising in healthcare quality improvement. 
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Initially developed as an educational resource to provide a balance for the prevalence of 

statistics and the kind of evidence-based healthcare that was based on the evidence of 

randomised control trials, Patient Voices set out to remind all those designing and 

delivering care of the importance of humanity and compassion by encouraging them to 

reflect on these short stories created by the people who receive and those who deliver 

healthcare – about their experiences of care – and sometimes the lack of it – and the 

impact of those experiences on their lives. 

Since 2003, more than 1000 digital stories have been created during the course of well over 

100 workshops; a website (www.patientvoices.org.uk) has been developed to serve as a 

valuable archive for the stories; papers have been published, presentations have been 

given, books have been written, awards have been won and we – and the Patient Voices 

Programme – have achieved world-wide recognition as the leading authorities on digital 

storytelling in healthcare.  

As the first digital storytelling project in the world to focus exclusively on healthcare (as 

opposed to health promotion or public health), the Patient Voices Programme has laid the 

foundations and established best practice for other digital storytelling projects in both 

related and disparate areas. Our work in relation to ethical procedures and processes, our 

emphasis on the value of reflection and the thoughtful use of technology to convey 

important personal stories have influenced not only the stories that are produced as part of 

the Patient Voices Programme, but also the development of other digital storytelling 

projects and the creation of other digital stories around the world. As a result of the work 

of the Patient Voices Programme, digital storytelling is now viewed as a legitimate 

approach to communicating the experiences of patients, carers and healthcare staff, 

affecting clinical, as well as political and strategic, aspects of healthcare. 

1.2 Aims of the thesis 

This thesis sets out to document the development of digital storytelling in healthcare and to 

examine, in particular, the contribution that I have made, via the Patient Voices 

Programme, to the wider emergent genre of digital storytelling. 

Eight peer-reviewed publications and one website will be considered and the thesis will 

explain how each of these has contributed to the body of knowledge in the growing, but 

still new, field of digital storytelling.  
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The publications span a range of issues that have emerged as the practice of digital 

storytelling has developed, such as ethical considerations, the therapeutic aspects of digital 

storytelling and the use of stories and storytelling as an educational tool, as well as 

highlighting different approaches to, and outcomes from, working with different groups, 

while the website presents the work of the Patient Voices Programme to the world. 

1.3 Structure of the thesis 

Chapter 1 has provided an introduction to the topic of digital storytelling in healthcare and 

offers an overview of the thesis. 

Chapter 2 will provide an introduction to digital storytelling in healthcare, including the 

historical background. 

Chapter 3 will discuss some of the theoretical constructs underpinning the thesis. 

Chapter 4 will introduce the publications and the narrative. 

Chapter 5 will consider the historical and ethical foundations for digital storytelling in 

healthcare and will look at the model of distribution. 

Chapter 6 will focus on the use of digital storytelling and digital stories in healthcare 

education. 

Chapter 7 will focus on working with patients and people. 

Chapter 8 will provide a summary and draw some conclusions. 

1.4 List of publications to be included in the thesis 

The following table lists the publications that are included and the chapters to which each 

relates. 
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Title Authors Publication details Chapter  

The journey begins Pip Hardy and 

Tony Sumner 

The first chapter of Cultivating 

Compassion: how digital storytelling is 

transforming healthcare edited by Pip 

Hardy and Tony Sumner and published by 

Kingsham Press. 2014 

Chapter 5 

First do no harm: developing 

an ethical process of consent 

and release for digital 

storytelling in healthcare 

Pip Hardy Published in Seminar.net  in 2015 Chapter 5 

The Patient Voices Website  

 

Tony Sumner 

and Pip Hardy 

The official website of the Patient Voices 

Programme 

www.patientvoices.org.uk 

Chapter 5 

Tell me a story – a 

conceptual exploration of 

storytelling in healthcare 

Carol Haigh and 

Pip Hardy 

Published in Nurse Education Today 2010 Chapter 6 

Challenging the shock of 

reality through digital 

storytelling 

Gemma Stacey 

and Pip Hardy 

Published in Nurse Education in Practice 

2010 

Chapter 6 

Physician know thyself: using 

digital storytelling to 

promote reflection in 

medical education 

Pip Hardy Chapter included in Digital Storytelling in 

Higher Education: International 

Perspectives  edited by Yngve Nordkvelle, 

Pip Hardy, Grete Jamissen and Heather 

Pleasants due to be published by Palgrave 

Macmillan in 2017 

Chapter 6 

Our stories, ourselves: 

exploring identities, sharing 

experiences and building  

relationships through Patient 

Voices 

Pip Hardy and 

Tony Sumner 

Chapter included in Community-Based 

Multi-Literacies and Digital Media Projects: 

Questioning Assumptions and Exploring 

Realities edited by Heather Pleasants and 

Dana Salter, published by Peter Laing in 

2014 

Chapter 7 

Dangling conversations: 

reflections on the process of 

creating digital stories during 

a workshop with people with 

early stage dementia 

Rosie 

Stenhouse, Jo 

Tait, Pip Hardy 

and Tony 

Sumner 

Published in Journal of Psychiatric and 

Mental Health Nursing 2012 

Chapter 7 

Digital storytelling with users 

and survivors of the UK 

mental health system  

Pip Hardy and 

Tony Sumner 

Chapter included in Story, Form and 

Content in Digital Storytelling: Telling Tales 

edited by Mark Dunford and Tricia Jenkins, 

due to be published by Palgrave Macmillan 

in 2017 

Chapter 7 

References 

Hitt, J. 1994. Off the Road: A Modern-Day Walk Down the Pilgrim's Route into Spain, New York: 

Simon and Schuster  

Lambert, J. 2002. Digital storytelling : capturing lives, creating community, Berkeley, CA: Digital Diner 

Press. 

http://www.patientvoices.org.uk/
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Chapter 2: A history of digital storytelling in healthcare 

‘I believe the notion of story, transformative reflection, and the capacities of 

computing machine being forged together into some sort of new life 

management process is catching on with people.’ Joe Lambert 

This thesis sets out to document the growth of digital storytelling in healthcare and to 

examine, in particular, the contribution that I have made, via the Patient Voices 

Programme, to the wider emergent genre of digital storytelling. 

2.1 The early years of digital storytelling (1993-2000) 

Imagine a warm spring day in Los Angeles. It is February of 1993. Digital storytelling – the 

term and the practice – was still a twinkle in the eyes of a few visionary, West Coast film 

and theatre types. 

The late Dana Atchley III had been performing a multi-media piece called Next Exit in San 

Francisco. The show consisted of Dana sitting by a virtual campfire projected onto the 

stage, and telling stories about his life by means of a series of videos that were also 

projected onto a screen at the back of the stage. The Silicon Valley technology boom was 

well underway and there was what Joe Lambert describes as a ‘thunderous explosion of 

activity’ as ‘the potential of desktop computing reached the frontier of multimedia, still and 

moving image, text and sound’ (Lambert, 2002).  

Recent developments in technology had enabled Dana to bring his videos to the computer 

(remember this was ground-breaking in the early 1990s) and he was invited to perform his 

show at the American Film Institute’s (AFI) last National Video Festival.  The new 

technologies that enabled Dana to tell the stories of his childhood and youth, college years 

and early professional career perfectly complemented his performance style that was later 

described as ‘direct and informal, conversational, populist, transparent and emotionally 

direct’  (Lambert, 2002). The approach reduced the distance between him as a performer 

and his audience and held tremendous appeal for anyone who likes to hear a good story 

told well. 

Meanwhile, a digital media lab had recently been developed as part of the AFI’s work, 

utilising cutting-edge hardware and software that would make it possible for ordinary 

people to create their own movies. As a means of engaging people with the tools, Dana has 
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been asked to lead a workshop. Naturally, he invited his friend and collaborator, Joe 

Lambert, to come along, as much participant as co-lead. On a Friday evening, Joe and Dana 

met with seven storytellers.  Joe later recalls: 

‘Dana had been a "studio" educator for years in his early career, and had a classic sort of 

get them started, show them a few things, and then help-as-you-go approach, not much 

method or pedagogy, but folks took to the process on the computers pretty well. Obviously 

computers of that era were a small pain in the ass to do anything. 

We worked from 9-5 on Saturday and Sunday and I then left for San Francisco. Dana stayed 

in LA for the Tuesday showing. One of the stories that was shown at the screening was 

Monte Hallis’ Tanya.’ Lambert: personal communication 8th June 2016 

The story Joe refers to, Tanya, was to become an inspiration for generations of future 

storytellers, setting the scene for hundreds of digital storytelling workshops, highlighting 

the clarity, precision, succinctness, honesty and simplicity, imbued with personal 

connection, that has come to characterise the best digital stories. Tanya can be seen here: 

https://www.youtube.com/watch?v=D0zA9q7qJZc  

I doubt if any of the people involved could have imagined the impact of that first workshop 

on what was to grow into a genre in its own right with a significant impact in education, 

community development, oral history, film and media practices, the visual arts, public 

health and health promotion, marketing and advertising, conflict resolution, gender-based 

and domestic violence – to list but a few of the spheres in which digital storytelling has had 

an influence. 

Two further workshops were held at the AFI and Joe Lambert found himself captivated, 

intrigued and ‘inexplicably moved’ by the process of transforming story into film and yet 

unable to define or characterise the workshop process. At once like and unlike lots of 

things, he recalls:  

‘The sense of transformation of the material, and of the accomplishment, 

went well beyond the familiar forms of creative activity I could reference. 

And even as the tools themselves frustrated me, I knew that this activity 

had a special power that could be shaped into a formal creative practice.’ 

(Lambert, 2002) 

https://www.youtube.com/watch?v=D0zA9q7qJZc
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Within a year of the first AFI workshop, the San Francisco Digital Media Center had been set 

up and was offering digital storytelling classes using a number of different software 

programmes and it was not long before hundreds, and then thousands, of people had 

engaged in the compelling mix of storytelling, creative writing, digital photography and 

video editing that many storytellers have described as transformative. The name evolved to 

become The Center for Digital Storytelling and changed once again, in 2015, to Story Center 

(www.storycenter.org) to reflect the redundancy of the ‘digital’ part of the name in a world 

where everything is digital and to reflect the organisation’s focus on the centrality of story 

and storywork over technology. 

The early history of digital storytelling is more fully described in Joe Lambert’s book, Digital 

Storytelling: Capturing Lives, Creating Community (Lambert, 2002), but I hope this brief 

summary helps to set the scene for what was to come.  

2.2 The spread of digital storytelling  

It didn’t take long for the good news to spread far and wide. In 2001, The Center for Digital 

Storytelling (CDS) was approached to train a group of staff from BBC Wales and Cardiff 

University for a new project designed to bring the stories of the inhabitants of Wales to the 

nation’s television screens. Capture Wales, headed up by photographer Daniel Meadows, 

ran regular (monthly) workshops around Wales until 2008, teaching members of the public 

how to use media production tools to share their unique personal experiences. Capture 

Wales workshops lasted for five days and had a production team of five or six people to 

ensure that the digital stories would be of sufficiently high quality to feature on public 

television. 600 stories were collected from people from around Wales and from a wide 

range of backgrounds; the stories can be seen here: 

http://www.bbc.co.uk/wales/arts/yourvideo/queries/capturewales.shtml  

While small digital storytelling projects were springing up around the UK (mostly offshoots 

of Capture Wales), CDS was forming alliances with, among other organisations, Australia’s 

Museum of the Moving Image, the Queensland Institute of Technology and Brazil’s 

Museum of the Person; the power of digital storytelling began to spread across the globe.  

2.3 Patient Voices: the beginning 

Just ten years after that first digital storytelling workshop in Los Angeles, in 2003, Pilgrim 

Projects (the education consultancy I had formed with my partner, Tony Sumner) was 

http://www.storycenter.org/
http://www.bbc.co.uk/wales/arts/yourvideo/queries/capturewales.shtml
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working with the UK National Health Service Clinical Governance Support Team on a large-

scale research and education programme with Board teams of primary care trusts. As the 

data came in, it became clear that Board teams were very uncertain about their 

understanding of the patient experience – one of the parameters that was being measured.  

Around the same time, Pilgrim Projects had been commissioned by the Royal College of 

Nursing and the UK Health Education Partnership to develop two e-learning modules about 

clinical governance. As the principal writer, I had been charged with ensuring that the 

modules were not only interesting and engaging, accurate and up-to-date but also were 

creative, innovative and, above all, included ‘the voice of the patient’. Research conducted 

as part of the development of these two modules revealed pockets of excellence in 

healthcare in the UK and elsewhere in the world, but our experiences and those of friends 

and family did not always measure up to the high standards that I saw elsewhere. Armed 

with the evidence of our own experience and inspired by the evidence of best practice that 

I was discovering, I set out to explore ways of embedding the patient voice right at the very 

core of the resources. The question was: how best to do this? 

To step back a few years…. I had been working in non-traditional adult education since the 

mid-1980s, teaching communication and liberal studies to hairdressers, welders and 

fabricators, shop assistants and administrative workers at the local further education 

college, as well as running evening classes in women’s studies and women’s literature.  

After a few years, I moved on to work with homeless and unemployed people at Actionline, 

a YMCA-funded project, before finding a job at the National Extension College (NEC) – the 

pilot project for what was to become the UK’s Open University (de Salvo, 2001) . 

Developing open and distance learning materials came easily to me; placing the learner at 

the centre of the learning experience, ensuring that the experience was active, engaging, 

accessible, motivating, clear, appropriate, relevant and, importantly, enjoyable seemed 

obvious to me and had underpinned my face-to-face teaching and became even more 

important in teaching at a distance and was an important way of promoting social justice 

and emancipation through education. 

The use of stories (both real and made-up) came to characterise my work and were used to 

engage learners, illustrate points, provide examples, prompt reflection, stimulate action 

and assess learning. In some of these learning programmes, especially those designed to 

teach ‘soft’ skills or new behaviours, such as assertiveness and confidence for women 

returning to work and higher education (Hardy and Clarke, 1990) (Hardy and Snedegar, 
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1993); listening skills for managers; counselling skills for teachers and social workers (Giffin 

and Hardy, 1994); managing stress, etc., stories were also used as an innovative form of 

assessment  (Hardy, 1991): changes in learners’ knowledge, skills and behaviours were 

evaluated by short, reflective stories offering concrete examples of what learners had 

accomplished as a result of new learning.  

By the time Pilgrim Projects was established in 1999, I had been putting stories to good use 

in a number of open learning and work based learning programmes – but these had, for the 

most part, been print-based and I wanted to make the best use of the opportunities 

afforded by e-learning technologies. 

It was in the autumn of 2003 when I first saw a digital story – a very short piece about a 

mother’s love for her daughter, created as part of a community history project in Milton 

Keynes (Judd, 2002). In less than two minutes, I had been moved to tears. I realised that 

using this format for patient and carer stories would breathe life into the clinical 

governance e-learning modules, serving to illustrate both good and poor practice, prompt 

reflection, stimulate discussion and debate and, most importantly, touch hearts as well as 

minds.  

Funding was made available from the Clinical Governance Support Team, the first two 

storytellers were found and Patient Voices was born. I worked closely with our friend and 

colleague, Brendan Routledge, who had shown us that first story and who had learned 

about digital storytelling via Roger Kitchen who had, himself, been influenced by the 

Capture Wales project. I had not yet heard of the Center for Digital Storytelling. 

Initially our process involved spending time with storytellers, getting to know them and 

putting them at their ease before embarking on something between a semi-structured 

interview and a conversation. The intention was to create stories that would bring to life 

the values of clinical governance, that is: equity, justice, respect and trust (Stanton, 2004). 

Story prompts were along the lines of ‘Tell me a story about trust/equity/justice. etc.’ 

When the storyteller flagged, I might ask a question or seek more detail. Brendan videoed 

this interaction and did the follow-up production work, editing the recording down to two 

or three minutes, intercutting the video of the interview with photos supplied by the 

storytellers and adding some music. When this work was complete, there was another 

meeting with the storytellers so that they could see the resulting digital story and either 

suggest amendments or approve the movie. Our first two storytellers helped us create a 
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robust and ethically sound consent and release form and told us how helpful it was to share 

their stories with us (Hardy, 2015).  

Priding ourselves on the catchy titles we would think up for learning programmes, we called 

the new project ‘Patient Voices’, playing on the two meanings of the word ‘patient’, always 

knowing we wanted to hear stories of patients, carers and the people who provide 

healthcare, so many of whom had been waiting so patiently to be heard. From a business 

perspective, we thought that the use of digital stories in our e-learning materials would give 

us the edge on competitors. From a personal point of view, my aspiration was to transform 

healthcare by bringing these deeply affecting stories of personal experience to the 

attention of those who design and deliver healthcare. I could not see how they could fail to 

be touched by the honesty and directness of the stories. But even with that lofty aspiration, 

I did not dare to assume that Patient Voices would soon become our main endeavour and, 

indeed, my life’s work. 

The stories were duly embedded in the clinical governance e-learning modules and also 

shown to Board teams where they were there to serve as a way of focusing the collective 

mind of the Board on the experiences and feelings of the people (Stanton, 2014). Paul 

Stanton, head of board development, later told us that he quickly became accustomed to 

‘the pin-drop effect’ – the awed (and sometimes stunned) silence in the room in response 

to a digital story, but which led to creative and productive discussion around the issues 

raised in the story. 

Within a year of recording the first Patient Voices stories, there was a DVD containing 26 

stories from patients, carers, a volunteer working with a Stroke charity, a medical doctor 

and the parents of a young man who had been an organ donor. We had won our first 

awards and, in response to requests for evidence of impact, I had enrolled at the University 

of Ulster on an MSc in Lifelong Learning, delivered via e-learning.  

More of the history of the Patient Voices Programme is contained in the first three chapters 

of Cultivating compassion: how digital storytelling is transforming healthcare (Hardy and 

Sumner, 2014) so, having set the scene, I will briefly summarise some of the key aspects of 

the development of digital storytelling in healthcare which, as far as it is possible to 

determine, is the development of the Patient Voices Programme. 
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2.4 Developing our practice and our method (2004-2009) 

We were fortunate in our connections and it was not long before we were introduced to 

Karen Taylor, then Director of the Value for Money Audit at the National Audit Office. She 

spotted the potential of digital stories to support her report on stroke care in England by 

giving life to the statistics and commissioned Pilgrim Projects to create a DVD of stories of 

people affected by stroke to accompany the report that she would later present to the 

Public Accounts Committee. Working with people suffering from aphasia (difficulties with 

speaking, reading and writing) resulting from a stroke was not easy and we didn’t yet know 

about story circles. We worked with a small group of storytellers, often using photographs 

as prompts for parts of the story, recording and re-recording to get the best possible 

voiceover and then editing the pauses and stutters and stammers as much to honour the 

storytellers as to ensure that viewers’ experience of the story would not be compromised 

by the inevitable lengthy hesitations. 

This early use of the stories in support of statistics helped to assure us that this work and 

these stories could make a difference to people’s lives. The ‘Reconnecting with Life’ stories 

can be seen here: www.patientvoices.org.uk/ naoconn.htm   

2.4.1 Discovering CDS/StoryCenter 

Early in 2006, I went to California to participate in one of the Center for Digital Storytelling’s 

digital storytelling workshops and returned a few months later for their week-long 

facilitator training. Having experienced the benefits of the story circle approach and gained 

more confidence in the skills of group facilitation, as well as a number of the technical skills, 

I was determined to change our own approach and method to resemble more closely the 

CDS model. The CDS approach, grounded as it was in community arts, grass-roots social 

activism and the Freirian concept of consciencization (Freire, 1970) chimed with our vision 

of bringing social justice to healthcare and transforming the health service from the ground 

up by offering patients and others ‘convivial tools’ (Illich, 1973) with which they could gain 

insight into their lives, make meaning of their experiences, and share those experiences 

widely. 

The first opportunity to practise with a story circle was with some staff and patients 

working with the NHS Heart Improvement Programme – they had seen the value of digital 

stories to illuminate the impact of heart disease on people’s lives. That first story circle 



Pip Hardy thesis 12   

went well and every Patient Voices workshop since then has incorporated this important 

element of the classical digital storytelling process.  

Meanwhile, colleagues at the Royal College of Nursing (RCN) were keen to explore the 

potential of digital storytelling as part of their quality improvement programme. A project 

intended to improve continence care in care homes resulted in intimate stories that 

revealed the often-heart-breaking impact of incontinence on the lives of people suffering 

from dementia, Parkinsons and Rheumatoid Arthritis – and those caring for them. The 

stories can be seen here: www.patientvoices.org.uk/rcnqip.htm 

2.4.2 Serving two masters 

We were beginning to learn about one of the tensions inherent in Patient Voices’ work: 

that of pleasing two masters. Clearly, it was important to provide our clients (those people 

or organisations who commissioned us to create digital stories with their staff or service 

users) with a useful product (the stories), but we were also committed to helping 

storytellers tell the most important story they needed to tell (the process).  

Occasionally, misunderstandings about the digital stories and the most appropriate ways of 

using them emerged. For example:, the RCN initially thought they wanted training videos, 

something that would ‘meet our learning outcomes’. I explained that this was not what 

digital stories were about. After a bit of to-ing and fro-ing, they agreed to trust our process. 

Once they saw the stories, they realised that, after all, their learning outcomes were not 

based on what really mattered to patients and their carers. Their response was to adjust 

the curriculum, revise their learning outcomes and build their educational resource around 

the stories rather than trying to make the stories fit pre-existing learning outcomes (Hardy, 

2007). This was a major step forward in understanding the capacity of digital stories to be a 

valuable resource in their own right, rather than used as training videos. It also confirmed 

our hypothesis that allegiance to storytellers would also provide clients with what they 

needed in terms of stories. Nevertheless, we adapted our briefing process to ensure that 

clients understood this potential tension and that the best way of ensuring customer 

satisfaction was for us to maintain both humility and curiosity and to learn as much as 

possible about their project and its aims. 

2.4.3 The first ‘open’ workshops – and some lessons learned 

In June of 2007, we conducted our first ‘open’ workshop, following up on interest in a 

digital storytelling masterclass jointly organised with CDS here in the UK earlier that year. 

http://www.patientvoices.org.uk/rcnqip.htm
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Considerable time was spent adapting the CDS materials to our own context, creating a 

teaching story (based on a prompt given by Joe Lambert at a digital storytelling retreat in 

2006) and writing our own ‘cookbooks’ to accompany the CDS Cookbook, using our own 

example photos and videos for teaching. Nine people attended that first workshop, held 

over an intensive weekend.  Somewhat to our amazement, everyone finished a story and 

we were able to celebrate this success with a premier of stories on the Sunday evening. 

Several more of these weekend workshops followed, attended by people from university 

schools of healthcare and other healthcare organisations who were interested in the 

possibility of using digital stories or digital storytelling in their institutions. We learned a 

great deal about facilitation and technology, about consent and release, and generally 

about managing the process. One of the most important lessons was in relation to 

technology. For these early workshops, participants brought their own laptops, and so we 

had a mix of Apple and PC laptops. Some people came with very old laptops with 

insufficient space or processing power for the demands of video editing; others came 

without administrator passwords and precious time was lost trying to resolve these 

problems, as well as installing trial versions of the software necessary to create the digital 

stories (in our case, Adobe Premier Pro). It was not long before we realised that we would 

have to invest in our own suite of laptops to ensure the smooth running of the workshop, 

provide the best experience to participants and make our lives much easier.  

Another important lesson learned from those early workshops was the importance of 

gathering everyone at the workshop venue the night before the workshop was to begin. 

Late arrivals, combined with the various technical problems meant that our precious two 

days was often reduced to little more than 1 ½  days – too little time to create a reflective 

digital story. So we began inviting people to arrive on Friday evening so that they could 

meet the other participants and share a meal together. The Friday evening supper was to 

become another key feature of our open workshops, allowing us to start work in earnest 

first thing on a Saturday morning with a clear two days ahead.  

A month after our first open workshop, in July of 2007, I graduated with a distinction for my 

MSc dissertation investigating the impact of digital stories in healthcare education and 

quality improvement work (Hardy, 2007). The dissertation can be accessed here: 

www.pilgrimprojects.co.uk/papers/phardymsc.pdf  

http://www.pilgrimprojects.co.uk/papers/phardymsc.pdf
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2.4.4 Interest grows and our practice develops 

Meanwhile, interest in Patient Voices was growing. In the wider world of the NHS, there 

was increasing recognition of the need to listen to patient stories in order to gain a better 

understanding of the care they were receiving. Participants in the first few open workshops 

had taken their new learning back to the NHS in Scotland, where a digital storytelling 

project was set up to collect the stories of people affected by COPD and, later, stroke. 

Projects were undertaken with the Universities of Leeds, Huddersfield and Sheffield Hallam 

and work continued with the Royal College of Nursing. We continued to hone our skills and 

strengthen our collaboration with CDS; this included joint presentations at international 

conferences and co-facilitation at several workshops.  

One of these presentations resulted in a chance meeting that revealed yet another use for 

digital storytelling. The University of Saskatoon had delivered a Live WellTM programme to a 

group of First Nation Peoples affected by diabetes. Struggling to find an effective method of 

evaluating the effectiveness of the programme in terms of the impact on people’s lives, a 

decision was made to include digital stories created by the participants to illuminate the 

more numbers-based elements of the formal evaluation. We had been prepared to work 

with people with little education, living in poverty with few resources and with a heavy 

burden of chronic disease, including mental illness, and we were not surprised. By 

coincidence, we found ourselves working in Sheffield (UK) just a week or so later and were 

struck by the similarities in the circumstances of several of the storytellers, all of whom 

were affected by one or more chronic conditions, including mental illness. I began to realise 

that people are more similar than they are different and poverty results in suffering, 

wherever it is found. 

The stories from Saskatoon can be seen here: www.patientvoices.org.uk/sask.htm 

The stories from Sheffield can be seen here: www.patientvoices.org.uk/shu.htm  

Conference presentations became a more regular part of my work, not only as a result of 

accepted abstracts but also from some invited presentations. In addition to honing 

facilitation skills, I was improving presentation skills, refining PowerPoint presentations, 

beginning to collaborate with others in presentations and symposia and consolidating 

Patient Voices’ reputation as leaders in the field. 

http://www.patientvoices.org.uk/sask.htm
http://www.patientvoices.org.uk/shu.htm
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We ran our first facilitator training workshop in the summer of 2008 with the help of Joe 

Lambert, who came over from California to oversee the training of the new facilitators who, 

we hoped, would continue to support the work of Patient Voices within their institutions.  

The collection of stories was growing and the variety of uses for them was expanding. 

Stories told by patients and carers were being used in schools of medicine and healthcare 

and in NHS and other healthcare organisations around the world to remind students of the 

humanity of the people they would be caring for.  Staff and students were also creating 

stories about their experiences of working in healthcare sometimes as a means of 

developing a more reflective practice (Anderson, 2011) (Anderson and Kinnair, 2014) and 

sometimes to serve as guidance for preceptors and other students as to what they might 

expect in the wider world of clinical practice (Stacey and Hardy, 2011). 

2.5 Digital storytelling in healthcare comes of age (2010-present) 

2010 was a momentous year.  Our focus on quality and safety included workshops in the US 

and Australia as well as closer to home in Leeds and Sheffield. Increasingly, we were 

hearing stories about mental health issues and also realising the potential benefits of the 

digital storytelling process for people with mental health. Our experience was borne out 

when the commissioner of a workshop with carers of people affected by mental illness 

decided to focus his MSc on the potential therapeutic benefits of the process; it was no 

surprise to us when he found that digital storytelling did indeed have a number of benefits 

for storytellers, as well as producing stories that could educate others (Shea, 2010). 

2010 was the year we were awarded the prestigious British Medical Journal (BMJ) award 

for Excellence in Healthcare Education; we were also runners up for the BMJ Health 

Communicator of the Year award and the Medical Journalists’ Association Health Champion 

of the Year. In our statement for the latter award, we noted:  

‘When a flight nurse from Ohio, a patient with enduring mental illness from 

Australia and a man with rheumatoid arthritis from Leeds all tell us that a 

digital storytelling workshop has changed their lives, we are reminded 

that,“that which unites us is greater than that which divides us”.’ 

By 2010 we had a strong group of allies who were interested in the potential of digital 

stories to bring greater humanity to healthcare and several mini-conferences were held to 

share ideas and explore opportunities for collaboration. Patient Voices had featured in at 
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least two PhDs (Moss, 2012;Wang, 2012). A quarterly newsletter was distributed to 

storytellers, commissioners of workshops and other interested people. We had settled into 

a regular way of working and had several trustworthy assistant facilitators who were happy 

to help out during workshops.  

Then came recession, austerity and cut-backs in public sector spending, including the NHS.  

One of the bright spots during that dark time was the beginning of our work with 

Manchester Mental Health and Care NHS Trust. The first workshop, held in November of 

2011, produced five stories which were, with some trepidation, shown to the Board. Nearly 

five years, 11 workshops and 70-odd stories later, the stories have had a significant impact 

on the Trust: care has improved, complaints and clinical negligence claims have reduced, 

patients and carers are more involved in the Trust, every Board meeting begins with a story 

and staff recruitment interviews always include a story (Haigh et al., 2013) (Sumner, 2013). 

The impact of these stories has inspired others to believe that stories created by their own 

particular service users might also have such a wide impact on their service delivery while, 

for us, the benefits for the storytellers are every bit as important as the potential for 

improvements in service delivery. 

Working with mental health service users is as challenging as it is rewarding and has led us 

to embed clinical supervision firmly in our practice to ensure our own wellbeing so that we 

can continue to work with others in way that are safe and contained for all concerned 

(Hardy and Sumner, In press). 

Meanwhile, in the wider world of digital storytelling, we at Patient Voices were becoming 

established as the leading world experts in digital storytelling in healthcare. Keynote talks at 

several international digital storytelling conferences in Portugal, Norway, Turkey and 

Greece gave us the opportunity to share our growing knowledge and wisdom about 

working in the realms of illness, accident, disease, despair and suffering as well as those of 

courage, determination and resilience. As a result of the BMJ Award, I was invited to Hong 

Kong to deliver the keynote at the 2011 Quality Conference; other invitations took us to 

Norway, once again in 2012, to speak about our experiences of creating digital stories with 

people with dementia (Stenhouse et al., 2012) and closer to home, to speak at the London 

School of Hygiene and Tropical Medicine during Global Mental Health week in 2013. Our 

work with medical students at Kings College in London confirmed our understanding (and 

built upon the work of others such as John Sandars (Sandars et al., 2008) (Sandars, 2009)) 

that digital storytelling is an effective way to teach the skills of reflection; the stories that 
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were made restored our faith in a healthcare system that might be populated by clinicians 

who see their patients more as people than as collections of symptoms (Hardy, In press). 

In 2014, we edited the first book to be published about digital storytelling in healthcare 

(Hardy and Sumner, 2014): a collection of chapters written by colleagues who had 

commissioned workshops and a conference was held to celebrate the launch of the book; it 

was attended by healthcare colleagues from the UK and digital storytelling colleagues from 

Europe and the US. Keynote talks were delivered by Joe Lambert, Neil Churchill (Director of 

Patient Experience for NHS England) and Helen Bevan, Chief of transformation for NHS 

England. 

The following year was a bumper year for conferences with no less than 14 presentations in 

England, Scotland and Wales as well as Missouri and Georgia in the USA; most of these 

were invited keynote presentations on topics ranging from interprofessional education 

through compassion and decision making to DS as a visual method and stories as a means 

of bringing about transformational change. All these presentations can be seen here: 

www.patientvoices.org.uk/present.htm  

To bring the story of digital storytelling in healthcare up to date, 2016 has seen the 

confirmation of something we have long known: the importance of the staff experience and 

the value of their stories. The DNA of Care project, commissioned by NHS England, emerged 

from the realisation that staff experiences and patient experiences are inextricably linked 

(Maben et al., 2012). The project consisted of five Patient Voices workshops for NHS staff 

across the interprofessional spectrum. Not only are the stories that were created being 

used to educate others, but the experience of creating digital stories was felt to be 

therapeutic – even cathartic, with storytellers commenting that the process provided a 

valuable and rare opportunity to reflect, akin to good clinical supervision. Indeed, one 

consultant even commented, several months after the workshop, that she is a better 

doctor since creating her story. One London teaching hospital plans to show a story at every 

monthly staff meeting as a way of engaging staff with what really matters to them. The 

DNA of Care stories can be seen here: www.patientvoices.org.uk/dnaoc.htm  

2.6 Chapter summary 

This chapter has provided a chronological overview of the development of the Patient 

Voices Programme.  The chapter began by setting the scene with a brief history of digital 

storytelling before going on to explain how the Patient Voices Programme began and has 

http://www.patientvoices.org.uk/present.htm
http://www.patientvoices.org.uk/dnaoc.htm
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since grown to be acknowledged as leading the world in digital storytelling in healthcare. 

The chapter has examined how the Patient Voices methodology developed and changed in 

response to the needs of different groups and considered the expanding range of uses for 

both the process of creating digital stories and the stories that result from that process.  
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Chapter 3: Theoretical foundations for the work of Patient 

Voices  

‘Storytelling is the mode of description best suited to transformation in new 

situations of action.’  (Schön, 1988) 

3.1 Introduction 

Digital storytelling is a multidisciplinary activity, drawing on the theory and practice of a 

wide range of disciplines, from literature, drama, film, education and lifelong learning 

through creative writing, communication and photography, to counselling, group work, the 

humanities and beyond. Patient Voices’ focus on healthcare also draws on literature and 

policy relating to healthcare quality improvement and the patient experience.  

This chapter discusses some of the epistemological and ontological foundations that have 

been most influential on the work of the Patient Voices Programme.  In particular, I will 

consider the influence of the literature of: 

 reflection 

 transformational learning 

 holistic, emancipatory and transformational education 

 healthcare quality improvement and the patient experience 

 stories, narrative and the humanities in healthcare 

 compassion and mindfulness 

 the healing power of stories 

 epistemic injustice 

 the politics of listening and participatory media practice. 

3.2 Reflection 

The Patient Voices Programme began with the intention of providing those engaged in 

healthcare design, delivery and education with an unusual opportunity to reflect on 

practice; one that differed from the reflective frameworks that were commonly in use at 

the time. 



Pip Hardy thesis 22   

Previous work developing and consulting on open learning programmes for healthcare 

practitioners had built on the foundations of critical incident analysis (Flanagan, 1954), 

reflective models developed for use in education and healthcare (Tripp, 1993) (Johns and 

Graham, 1996) and, of course, the work of the famous educator, John Dewey who pointed 

out that ‘We do not learn from experience, we learn from reflecting on experience’ (Dewey, 

1938). 

The work of Jennifer Moon in highlighting the importance of reflective writing (Moon, 

2004) , David Kolb’s influential learning cycle (Kolb, 1983) as well as the work of David Boud 

and colleagues  (Boud et al., 1985) had also informed my approach to developing reflective 

open learning programmes, such as the BSc in Professional Practice (Healthcare) published 

by Macmillan Open Learning in 1996 and the SESAME programme (Hardy, 2002). Indeed, as 

early as 1996, I had been exploring the potential of new technologies to influence and 

deepen reflection (Hardy and Redfern, 1997), utilizing email and discussion threads and 

electronic journaling to foster learning and reflection. 

In the context of digital storytelling and reflection, the literature is scant but growing. Helen 

Barrett was one of the first people to see the potential of digital storytelling as a means of 

promoting learning and reflection in education and the use of digital stories in e-portfolios 

(Barrett, 2006); her findings were underpinned by the work of McDrury and Alterio which, 

in turn, builds on the foundation laid by Jennifer Moon in supporting the use of storytelling 

in higher education (McDrury and Alterio, 2003).  

The use of digital storytelling with healthcare students in Norway has informed my thinking 

about ‘the personal professional story’ as well as the notion of ‘poetic reflection’ (Jamissen 

and Skou, 2010) as key parts of the process of shaping professional identity, while 

Thompson Long and Hall’s longitudinal research with education students in Ireland has 

confirmed that digital storytelling has an important role to play in developing reflective 

skills in professionals (Thompson Long, 2014). 

No consideration of reflection would be complete without mentioning the work of Donald 

Schön whose words are frequently quoted in presentations and writing about Patient 

Voices and support the use of digital storytelling as a powerful means of reflecting on 

action as well as reflecting in action (Schön, 1988) (Schön, 1987).  
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3.3 Humanistic, holistic, emancipatory and transformational  education 

Just as the concept of open learning was intended to make education accessible for people 

outside the traditional student population, and the concept of lifelong learning recognizes 

that valuable learning goes on throughout life and outside the classroom, so digital 

storytelling offers to anyone the possibility of creating a short video, including those 

without prior knowledge of the necessary tools for their creation. In this way, digital 

storytelling is founded on the revolutionary work of Paulo Freire and his contention that 

education, as a means of raising critical consciousness, was key to liberation for the world’s 

poor and disadvantaged (Freire, 1973) (Freire, 2000).  

Malcolm Knowles’ contribution to adult education, encapsulated in his concept of 

‘andragogy’, recognized that adults not only continue to learn throughout life, but that they 

do it in particular ways that rely strongly on motivation and the opportunity to work in 

groups (Smith, 2002). In this respect, he was deeply influenced by another great 20th 

century educator, Carl Rogers, whose recognition of the importance of groups and 

communities, and the need for ‘core conditions’ to be established in order to facilitate 

learning provides a cornerstone for the practice of digital storytelling, relying as it does on 

good facilitation to create a safe, communal space in which learning and change can 

happen (Smith, 2001, 2009). Another key figure in the world of humanistic and adult 

education in the second half of the 20th century was Parker Palmer, whose work on the 

spiritual aspects of learning and education had a particular resonance, helping me to make 

sense not only of my own journey but also of the experiences of the storytellers with whom 

we worked, many of whom commented on the ‘almost spiritual’ nature of the process: 

‘A knowledge born of compassion aims not at exploiting and manipulating 

creation, but at reconciling the world to itself. The mind motivated by 

compassion reaches out to know as the heart reaches out to love…. In such 

knowing we know and are known as members of one community and our 

knowing becomes a way of reweaving that community’s bonds.’  

(Palmer, 1983) 

His eloquent articulation of the crucial links between the head and the heart echoed the 

immortal words of Gandhi, which encapsulate fundamental aspects of what the Patient 

Voices Programme is trying to accomplish and which, therefore, appear in almost every 

Patient Voices presentation: ‘The culture of the mind must be subservient to the culture of 

the heart’ (Gandhi, 1869-1948).  
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Barbara Carper’s synthesis of the different kinds of nursing knowledge that are necessary 

for safe but also humane practice (Carper, 1978) gave credibility to my belief that digital 

storytelling could augment scientific ways of knowing with aesthetic, personal and moral 

ways of knowing. 

My own attempts to make the connections between all these theories, together with a 

growing recognition of the importance of communities of practice (Wenger, 1999) and the 

potential of digital stories and digital storytelling to bring about transformation was 

expressed in the conclusion to my MSc dissertation (Hardy, 2007) where I was able to link 

learning, healing, knowing and the transformation that arises from reflecting on layers of 

meaning: ‘Learning is a kind of healing; education a progression towards wholeness’.  

3.4 Healthcare quality improvement and the patient experience 

In 2001, the UK Department of Health stated its ambition to ‘create a patient-centred NHS’ 

(DH, 2000). The next few years saw the publication of a series of documents that reinforced 

the view that patients’ experiences and views should be taken into account in the process 

of redesigning and modernising healthcare so that it truly placed patients at the heart of 

care. The Bristol Inquiry into the needless deaths of a number of children in the Bristol 

Royal Infirmary’s heart unit led to the establishment of clinical governance as the NHS’s 

main vehicle for ensuring quality and safety in care (Kennedy, 2001;DH, 2002) to be 

delivered by the Modernisation Agency’s National Clinical Governance Support Team. 

Research  undertaken by Paul Stanton to identify the degree to which NHS Trust Board 

teams understood the nature and implications of clinical governance was to have a 

significant influence on early Patient Voices work (Stanton, 2004), fueling our hypothesis 

that the use of stories were a means of promoting greater understanding of the why behind 

the what and the how of healthcare quality improvement. Early support for the use of 

patient stories in healthcare quality improvement came from Wilcock et al in their 

recommendation of the use of Discovery Interviews (Wilcock et al., 2003). 

Meanwhile, work in the USA and elsewhere was also focusing on the need for healthcare 

reform, resulting in safer, higher quality care characterized by greater involvement of 

patients (IoM, 2001). The Clinical Microsystems Group at Dartmouth Medical School in the 

US was doing ground-breaking work highlighting the importance of following the patient 

journey and involving patients in decisions about their care (Nelson et al., 2002;Batalden et 

al., 2003). 
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Meanwhile, Ben Page at IPSOS Mori had conducted research revealing that, actually, 

patients cared more about being treated with dignity, humanity and respect than they did 

about mortality rates (Page, 2004); Muir Gray had written The Resourceful Patient, a helpful 

guide to the use of new technology as a means of empowering patients (Gray & Rutter, 

2002) and Angela Coulter was spearheading the drive for greater patient involvement  

while questioning the appropriateness of the information that was available for them 

(Coulter et al., 1999). Her work at the Picker Institute was another early inspiration for the 

work of the Patient Voices Programme. 

The government’s ambition to involve patients more actively in their care was matched by 

the patient involvement movement and the recognition that patients do, indeed, have 

some expertise in their conditions, especially those affected by long-term chronic 

conditions. The Stanford Chronic Disease Management model (Lorig et al., 2001) became 

the Expert Patient Programme in the UK (DH, 2001) (Donaldson, 2003) and it was from 

there that the first two Patient Voices storytellers came.  

3.5 Stories, narrative and the humanities in healthcare 

One of the ways of acknowledging and learning from the experiences of patients was by 

listening to their stories; this represented something of a challenge to the more traditional 

and well-established methods of conducting research in healthcare. 

Among the early heroes of the Patient Voices Programme was Trish Greenhalgh who, 

through a series of articles in the British Medical Journal, highlighted the value of patient 

stories in any attempt to understand and engage with patients (Greenhalgh and Hurwitz, 

1998) (Greenhalgh and Hurwitz, 1999). 

Around the same time, Brian Hurwitz and Rita Charon, among others, and others had 

pioneered ‘narrative medicine’, the use and appreciation of stories in many different forms 

to foreground the need for an understanding of humanity (Charon, 2001) (Hurwitz et al., 

2004) and to provide a balance for ‘evidence based healthcare’ (Sackett, 1997), which relied 

mostly on the results of Randomised Control Trials. Charon’s ongoing Programme of 

Narrative Medicine at Columbia University has continued to encourage and inspire our 

work at Patient Voices, while the publication in 2006 of What seems to be the trouble? 

Stories in illness and healthcare  (Greenhalgh, 2006) also supported the value of stories in 

the scientific world of medicine. 



Pip Hardy thesis 26   

A small but growing collection of books of stories told by patients was becoming more 

available and influential, including, for example Jean-Dominique Bauby’s The Diving Bell 

and the Butterfly (Bauby, 1997) with its painful elucidation of locked-in syndrome, but also 

Susan Sontag’s incomparable meditation on the language of illness (Sontag, 1990) which 

offers so much insight into how the language we use affects our understanding of illness. 

We at Patient Voices were particularly impressed by Anatole Broyard’s book about his own 

cancer journey from which one of our favourite and most-often used quotations comes: 

‘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.’ 

       (Broyard, 1992) 

In support of the use of stories to illuminate the human (as opposed to just the clinical) 

experience of patients, carers and the professionals who look after them, Christina 

Baldwin’s Storycatcher (Baldwin, 2005) was an early source of inspiration, arguing for the 

centrality of stories in our lives as individuals, as members of families, groups, 

organisations, societies and cultures. She argues that sharing stories can contribute to 

greater understanding, empathy and compassion, goals which were very much in tune with 

those of the Patient Voices Programme in the quest for transformation and compassion. 

Edward Chamberlin also contributed to my understanding of the need for stories to make 

sense of our lives and our cultures, highlighting the ambiguous, and sometimes mysterious, 

nature of stories that allows space for wonder and wondering, particularly pertinent to the 

world of healthcare and the particular suffering that illness entails: 

‘Every story brings the imagination and reality together in moments of what 

we might call faith. Stories give us a way to wonder how totalitarian states 

arise, or why cancer cells behave the way they do, or what causes people to 

live the streets… and then come back again in a circle to the wonder of a 

son.. or a supernova…. Or DNA. Wonder and wondering are closely related, 

and stories teach us that we cannot choose between them. If we try, we end 

with the kind of amazement that is satisfied with the first explanation, or 

the kind of curiosity that is incapable of genuine surprise. Stories make the 

world more real, more rational, by bringing us closer to the irrational 



 27 Chapter 3 

mystery at its centre. Why did my friend get sick and die? Why is there so 

much suffering in the world? Whose land is this we live on? How much is 

enough?’ (Chamberlin, 2006) 

In our work with both storytellers and viewers of stories, we encourage an awareness of 

the ambiguities, uncertainties and even mysteries inherent in the stories. It is our hope – 

and often our experience – that exposure to stories that ‘bring together the imagination 

and reality’ render storytellers and viewers more able to tolerate the ambiguities in their 

own lives and in the lives of others. 

Before moving on, it is necessary to comment on our use of the word ‘story’ rather than 

‘narrative’. We took, as an early dictum of Patient Voices, the words attributed to Pascal 

that ‘We tell stories to entertain and to teach’. We wanted viewers to engage with the 

stories; when we – or our children – want to be entertained, we are unlikely to say ‘Please 

tell me a narrative.’ Jeanette Winterson claims that ‘Stories are always true; it’s the facts 

that mislead.’ (Winterson, 2007) My own distinction is this:  

‘Although some authors use the word ‘narrative’ as a synonym for ‘story’, 

narrative can be defined as predominantly factual whereas stories are 

reflective, creative and value laden, usually revealing something important 

about the human condition.’ (Haigh and Hardy, 2011) 

3.6 The healing power of stories 

‘To remember requires language, to heal requires story.’ (Baldwin, 2005) 

Although the work of the Patient Voices Programme was, initially, to improve the quality of 

care for patients through the sharing of completed stories, it was not long before we 

recognized the healing power of the digital storytelling process. I have already mentioned 

the work of Anatole Broyard whose final book, as well as providing justification for more 

personal care from health professionals, also helped him to face his own impending death 

from cancer (Broyard, 1992). 

James Pennebaker’s ground-breaking research into the therapeutic benefits of regular 

writing about emotional subjects (such as childhood trauma) have helped us understand 

why the digital storytelling process may be so helpful for so many people (Pennebaker, 

1997) and inspired our colleague, Mark Shea, to undertake his masters research into the 

experiences of one cohort of Patient Voices digital storytellers. His research substantiated 
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Pennebaker’s claim for the benefits of therapeutic writing and confirmed the benefits of 

the digital storytelling process for survivors of trauma and those affected by mental illness 

(Shea, 2010). 

The late Jo Carson’s Spider Speculations (Carson, 2008) shifted my own understanding of 

the nature of story and the potential for healing in individuals, communities and societies 

and has deeply influenced the way I think and talk about the shape of stories and the need 

for a ‘dragon’, for it was here that I first encountered the immortal words of Flannery 

O’Connor: 

 ‘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) 

I have interpreted O’Connor’s discussion of the dragon as an essential component of any 

story that is worthy of hearing to be the challenge that is faced by the hero or heroine of 

the story – the illness, the accident, the despair, the grief, the loss – that must be overcome 

in order for the hero or heroine to demonstrate his or her courage, strength, wit, wisdom, 

kindness, resourcefulness or whatever quality it is that contributes to that person’s 

humanity.  

There is no shortage of dragons in Patient Voices workshops, and this recognition has given 

us the opportunity to experience the inextricable link between suffering and compassion as 

seen through the lives of our storytellers. Repeatedly, we watch as storytellers craft their 

stories, face their dragons and overcome them, often transforming their views of 

themselves and their situations. Brené Brown’s work on the links between courage and 

vulnerability has illuminated the transformational experiences of many Patient Voices 

storytellers, helping them to recognize the heroic nature of their lives and their stories 

(Brown, 2012). 

3.7 Compassion and mindfulness 

When the Patient Voices Programme began in 2003, neither stories nor compassion were in 

vogue. Indeed, an early critical friend warned us against using the word ‘compassion’ in our 

Rationale (Hardy, 2004). So it was with delight that I found, in 2004, a book written by an 

American doctor and a Tibetan lama that set out to make Buddhist teachings available and 

accessible to a western medical audience. Based on research that indicated the decline in 
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compassion in doctors and healthcare providers as they progressed from medical school 

into practice, and searching for a way to halt this trend, Medicine and compassion: A 

Tibetan Lama and an American Doctor on How to Provide Care with Compassion and 

Wisdom (Nyima and Shlim, 2004) offered the perfect justification for the work of Patient 

Voices as well as an opportunity for me to assimilate a long-standing Buddhist practice with 

the work of transforming healthcare, a few people at a time. 

My own approach to digital storytelling facilitation is grounded in mindfulness, the ancient 

Buddhist tradition more recently defined as ‘paying attention in a particular way; on 

purpose, in the present moment and non-judgmentally’ (Kabat-Zinn, 1990). Although 

mindfulness has achieved acclaim and popularity on its own, my own practice, and that of 

many other Buddhist practitioners, is supported by Buddhist ethical principles, commonly 

expressed as The Five Precepts (Nhat Hanh, 1993). These ethical principles provide the 

foundation for the work of Patient Voices. 

Every Patient Voices workshop also embodies the Buddhist concept of ‘interbeing’ (Nhat 

Hanh, 1988), as individuals gain insight into their shared humanity, and recognise that they 

are not alone with their suffering, but part of a larger community in which suffering can be 

transformed into understanding and compassion.  

3.8 Epistemic injustice 

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

utter.’ (Jones, 1931-) 

Although I had never heard the term when Patient Voices began (indeed, I do not think it 

had been invented in 2003), I knew that the voices and stories of patients and carers were 

accorded less respect and credibility than the voices of the medical profession. Many 

Patient Voices stories attest to the failure of medical and health professionals to pay heed 

to the warnings and concerns of patients, preferring to rely on their professional knowledge 

and expertise at the expense of the expertise of patients and carers. Havi Carel’s book 

Illness (Carel, 2008) alerted me to the concept of epistemic injustice and I recognised that 

this was precisely one of the issues we had set out to address through the use of digital 

stories to give a voice to patients and carers. Epistemic injustice arises from prejudice 

against certain groups of people, resulting in a reduction in their credibility (Fricker, 2009). 

Typically, this pertains to women, people from black and minority ethnic backgrounds, 

people affected by mental illness or learning disability, patients…The consequences can be 
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serious when, for example, a patient or carer is not believed (Carel, 2012) (Fricker, 2009). 

But the creation of a story, which is attributed to the storyteller/author, and referenced in a 

traditionally acceptable way, seems to accord greater respect to the storyteller, whether 

the storyteller is a patient or a medical student who has not, previously felt listened to 

(Hardy, 2014). 

3.9 The politics of listening and participatory media practice 

In the mid-1980s, I became involved with the Society of Friends (Quakers); with their 

emphasis on stillness and deep listening, the Quakers provided the perfect support and 

complement to my work with homeless and unemployed people. Through my work at the 

YMCA Actionline and in attempts to understand the people with whom I was working, I 

participated in a series of listening skills workshops held at Friends House in London. There, 

I came across a slender pamphlet called Creative Listening, written by a medical doctor who 

was also a Quaker (Pinney, 1970). Rachel Pinney’s contention was that, if we are able to 

listen really deeply and whole-heartedly, without interrupting or judging, without seeking 

to find the best response but simply to understand, it would be possible to transform our 

relationships, our communities and our world. To a naturally quiet person, and one who 

wanted to bring about transformation, this presented a very appealing possibility. 

A decade later I was involved with Zen Master Thich Nhat Hanh’s Community of Interbeing 

where the practice of deep listening and mindful speaking was central to the activities of 

the community and regarded as a fundamental means of transformation. Careful listening 

is also fundamental in digital storytelling workshops, particularly in the Story Circle, in order 

to hear the words that are not spoken as well as those that are, as a way of understanding 

what the story is really about and letting the storyteller know that his or her story is 

important. 

The politics of listening in relation to digital storytelling has been articulated by Darcy 

Alexandra in her work with undocumented immigrants (Alexandra, 2008) and, more 

recently, building on the work of Nick Couldry and others (Couldry, 2010) to explain the 

need for deep listening  as an exemplar practice in all stages of the digital storytelling 

production process (Alexandra, 2015). Listening is also a fundamental and respected 

element of the American StoryCorps project, which collects and presents the stories of 

ordinary Americans via National Public Radio; its practice is celebrated by StoryCorps 

founder Dave Isay in Listening is an Act of Love (Isay, 2007). 
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Participatory media production and participatory media research rely on the participation 

of citizens, consumers, students or end-users in ‘collecting, reporting, analyzing and 

disseminating content’ (https://en.wikipedia.org/wiki/Participatory_media#cite_note-

wemedia-1 )  

Amy Hill, Aline Gubrium and Darcy Alexandra, among others, have been champions of 

digital storytelling as participatory media practice with special emphasis on the ethical 

aspects of digital storytelling (Gubrium et al., 2014) (Gubrium and Harper) (Alexandra, 

2013). 

The ethical considerations in relation to Patient Voices digital storytelling practice will be 

more thoroughly considered in Chapter 5. 

3.10 Summary 

The influences on Patient Voices’ practice of digital storytelling in healthcare are numerous. 

Since the earliest days of the Programme, I have read widely and deeply in order to 

integrate a conceptual and theoretical understanding of the breadth of this work into 

Patient Voices’ everyday principles and practice. This chapter has sought to highlight some 

of the key influences on my own work and that of the Patient Voices Programme. 
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Chapter 4: Introduction to the publications and the narrative 

'As always in history, statistics give little insight into individual experience. That 

can only be gained by listening to stories.' (Rees, 2005) 

4.1 Introduction 

In this chapter I will introduce and comment on the peer-reviewed publications that are 

included in this thesis, explaining how they have developed the work of the Patient Voices 

Programme and expanded the body of knowledge in relation to digital storytelling. 

4.2 List of publications and their context in this thesis 

The eight publications and the website are described and set in context below. 

4.2.1 Adapting digital storytelling for use in healthcare: history, ethics and distribution  

The Journey Begins 

First do no harm: developing an ethical process of consent and release for digital storytelling 

in healthcare 

Patient Voices: the website www.patientvoices.org.uk 

4.2.2 Digital storytelling in healthcare education 

Tell me a story: a conceptual exploration of storytelling in healthcare 

Challenging the shock of reality through digital storytelling 

Physician know thyself: using digital storytelling to promote reflection in medical education 

4.2.2 Digital storytelling with patients and people 

Our stories ourselves: exploring identities, sharing experiences and building relationships 

through Patient Voices 

Dangling conversations: reflections on the process of creating digital stories during a 

workshop with people with early stage dementia 

Digital storytelling with users and survivors of the UK mental health system 

 

http://www.patientvoices.org.uk/
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4.3 The Journey Begins 

‘Every journey begins with a single step.’ Lao Tzu 

This is the first chapter in the first book to be written about digital storytelling in 

healthcare: Cultivating Compassion: how digital storytelling is transforming healthcare, 

edited by Tony Sumner and myself. The book was produced as a celebration of the first ten 

years of the Patient Voices Programme and consisted of a collection of chapters written by 

healthcare academics, educators and practitioners who had commissioned Patient Voices 

workshops. This chapter describes the conception and early development of the Patient 

Voices Programme, situating it in its historical, educational, technological social and 

healthcare context, and setting out our aspirations for digital storytelling in healthcare. The 

chapter sets the scene for the rest of the book, which goes on to consider the development 

of the Patient Voices Programme and establishes the value of digital storytelling in 

healthcare in the following contexts: 

 Patient involvement, quality improvement and impact of the stories 

 Transformational learning 

 The healing power of digital storytelling 

 The evidence of experience 

 A model for co-production. 

4.4 First do no harm: developing an ethical process of consent and release 

for digital storytelling in healthcare 

This paper was published in Seminar.net, a peer-reviewed, online, open access journal, in 

2015. The paper sets out the history and theory behind the development of the three-stage 

consent and release process that has been used by the Patient Voices Programme in an 

attempt to address the complex set of issues presented by the creation and dissemination 

of personal stories that include images as well as voice. Since the earliest days of the 

Programme, we knew it was necessary to protect our storytellers and ourselves. With the 

help of the first two Patient Voices storytellers, a consent form was created that formed a 

two-way, mutually beneficial contract and established the principles under which Patient 

Voices stories would be licensed and released. Since then, the process has been developed 

and refined to ensure that protection from harm is carefully balanced with the potential 
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benefits of the process and publication of the stories. The paper can be accessed here: 

http://www.seminar.net/volume-11-issue-3-2015  

4.5 Patient Voices: the website www.patientvoices.org.uk 

The Patient Voices website was established to ensure free distribution and wide visibility of 

the stories that are created in Patient Voices workshops. Once approved by the storyteller, 

stories are released under a Creative Commons 2.5 licence which stipulates that they must 

not be sold or changed and they must be attributed. Under this licence, they are freely 

available for viewing and use by anyone, anywhere in the world. The website is the window 

through which stories and other activities of the Patient Voices Programme may be viewed 

and represents a significant body of work.  

4.6 Tell me a story: a conceptual exploration of storytelling in healthcare 

This paper was published in Nurse Education Today. It begins with a consideration of the 

use of stories in education before exploring the use of storytelling in healthcare and 

healthcare education, considering some of the skills and benefits to be derived from 

storytelling and then speculating on the potential offered by new technologies, including 

digital storytelling, especially in relation to stories told by patients and carers. The paper 

concludes that benefits of stories and storytelling seen in education generally are readily 

transferable to healthcare and healthcare education. Importantly, the paper draws 

attention to the value of stories told by patients and carers as an important addition to the 

stories told by students and educators, and notes the potential of digital storytelling as a 

means of making this possible. This paper therefore contributes to the theoretical 

foundation of the work of the Patient Voices Programme.  

4.7 Challenging the shock of reality through digital storytelling 

This paper was published in Nurse Education in Practice in 2011. It describes an educational 

development with newly-qualified mental health nurses that aimed to illuminate the often-

challenging experiences of nurses as they transition from the relative safety of the 

academic environment to the harsher reality of clinical practice. This phenomenon is well-

documented in the literature and has become known as a ‘reality shock’ (Kramer, 1974). 

The impact of this shock has implications for quality of care, post-qualification support 

strategies, practitioner well-being and attrition rates. 

http://www.seminar.net/volume-11-issue-3-2015


Pip Hardy thesis 38  

The project, based on a Patient Voices reflective digital storytelling workshop, aimed to 

illuminate the experiences of newly-qualified nurses through the creation of reflective 

digital stories about a difficult experience they had faced; the stories were then used to 

offer other student nurses opportunities to reflect on and consider strategies that might 

help them cope with the challenge of transition; the digital stories were also used with 

educators and preceptors to consider approaches that would enable them to better 

facilitate appropriate preparation for and adaptation to the world of clinical practice.  

The paper concluded that the stories offered viewers (both students and educators) a 

unique opportunity to walk in the shoes of the storyteller and, in so doing, provide 

opportunities for different stories to be told, stories about building resilience and 

maintaining the capacity to care. 

‘The Spiral of Growth Through Stories’ model (based on Kolb’s learning cycle) was 

developed to demonstrate the potential of digital stories to be used as a new model of 

learning for individuals as well as communities of learners, preceptors and others engaged 

in the education and practice of healthcare. Stories from this project can be seen here: 

www.patientvoices.org.uk/un.htm  

4.8 Physician know thyself: digital storytelling with medical students 

This book chapter has been accepted for publication in Digital Storytelling in Higher 

Education: International Perspectives, to be published by Palgrave Macmillan early in 2017. 

The chapter describes a project undertaken with third year medical students at Kings 

College London (KCL), one of the largest medical schools in Europe.  

A Student Selected Component (SSC) at KCL was created as a means of offering medical 

students a different way to learn about reflection while also developing self-awareness and 

emotional intelligence. A pilot project was set up during which third year medical students 

created digital stories about an experience in their clinical placements that had particularly 

touched them.  

The stories that the students created revealed high levels of self-awareness and, in 

particular, the recognition that their patients are not simply collections of symptoms but 

rather people in distress who are in need of kindness and consideration just as much as 

they are in need of clinical interventions. The medical students all commented on the 

http://www.patientvoices.org.uk/un.htm
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importance of this realisation and its impact on their future as clinicians, supposing that 

they would be more humane doctors as a result of making their digital stories. 

The implications of the project are that digital storytelling with students of healthcare has 

the potential not only to increase their capacity for creative reflection, but also to increase 

self-awareness, deepen insight, strengthen professional identity and contribute to a more 

humane approach to both medical education and the practice of medicine. The stories 

created during the project can be seen here: www.patientvoices.org.uk/pkt.htm  

4.9 Our stories ourselves: exploring identities, sharing experiences and 

building relationships through Patient Voices 

This chapter was included in Community-Based Multi-Literacies and Digital Media Projects: 

Questioning Assumptions and Exploring Realities, published by Peter Laing in 2014. The 

expansion of the digital world in the 21st century requires the acquisition of new literacies, 

those that enable people to think, learn, teach, communicate, explore, socialise and 

conduct business in a digital world. For many people, the acquisition of these essential skills 

is through community projects. However, although much has been written about the 

projects themselves, much less has been explored through the eyes of the researchers, 

scholars, community workers, organisers and practitioners involved in setting up and 

running these projects. The book sets out, therefore, to consider the issues, challenges and 

successes at ‘personal, local and global levels’ and their implications for practice and theory 

in multi-literacy and digital media projects’ (Pleasants and Salter, 2014). The book consists 

of five parts:  

1 The ethics and politics of representation and ‘doing good’ 

2 Identities and relationships 

3 Methodologies 

4 Pedagogies and knowledge constructions 

5 After the project 

This chapter was located in Part 2 of the book and, while touching on some of the issues 

that form the focus of the other parts (including ethical and methodological issues, it 

confirms that ‘there is more that unites us than divides us’, highlighting the commonalities 

across identities and experiences that are revealed by the stories of patients, carers and 

http://www.patientvoices.org.uk/pkt.htm
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clinicians, and considering the opportunities for more compassionate relationships that are 

created by bearing witness to the stories.  

4.10 Dangling conversations: reflections on the process of creating digital 

stories during a workshop with people with early stage dementia 

This paper was published in 2012 in the Journal of Psychiatric and Mental Health Nursing. 

The paper reports on a workshop in which people with dementia created digital stories. It is 

based upon the daily reflections of the four workshop facilitators  and focuses on the 

adaptations to the usual Patient Voices workshop process that were necessary in order to 

help people with failing memories participate as fully as possible in the creation of their 

digital stories.  

The digital storytelling workshop was set up in response to a need to help student nurses 

develop the capacity for compassionate care and to provide a balance for the empirical 

knowledge that dominates most nursing and medical curricula by offering the student 

nurses an opportunity to engage creatively with the experience of dementia.  

The workshop provided the opportunity for seven people with early stage dementia to 

create digital stories that would then be incorporated into an e-learning package for 

student nurses. Although the storytellers faced considerable challenges in developing their 

stories, all felt that they benefited from the process which was both creative, person-

centred and empowering, with the intention of fostering self-expression and a sense of 

identity. The paper concludes that this way of working with people affected by dementia 

could serve as a model for more engaged participation in their care and a greater sense of 

well-being. The stories created in the workshop can be seen here: 

www.patientvoices.org.uk/dc.htm  

4.11 Digital storytelling with users and survivors of the UK mental health 

system 

This is a book chapter accepted for inclusion in Story, Form and Content in Digital 

Storytelling: Telling Tales due to be published by Palgrave Macmillan early in 2017. The 

book sets out to bring together an international group of digital storytelling practitioners 

and researchers to explore how stories are found, told and understood within the context 

of self-representation and digital culture. 

http://www.patientvoices.org.uk/dc.htm
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Our chapter in this book sets out to reveal some of the issues and challenges we have faced 

when working with people affected by mental illness, as well as some of the rewards and 

lessons learned from working with such vulnerable people. Most importantly, we have 

become aware of the value of looking after ourselves in order to ensure the emotional 

safety of the storytellers; this has meant a commitment to cultivating self-awareness as 

well as a commitment to regular supervision. A number of other adaptations are discussed 

that have ensured that we can provide the necessary attention, deep listening and non-

judgemental acceptance that people with severe mental illness need in order to feel safe 

enough to express themselves and share their stories. The results have been tangible and 

rewarding at both personal and organisational level with storytellers reporting increased 

confidence and catharsis, while the organisation has seen a reduction in complaints and 

clinical negligence claims since using the stories in a variety of ways to increase awareness 

of what really matters to its patient and carer population. 

4.12 Summary 

In this chapter, I have set out a list of the publications that are included in this thesis 

together with a brief description of each one. The first two publication (The journey begins 

and First, do no harm), describe the historical and ethical foundations of the Patient Voices 

Programme while the third presents the Patient Voices website as the vehicle for free 

distribution of the stories.  

I then considered some of the theoretical justification for the use of storytelling in 

healthcare and healthcare education in the third publication (Tell me a story) and followed 

this with two papers (The shock of reality and Physician, know thyself) that examine the use 

of digital storytelling with newly-qualified nurses and medical students. In both projects, 

the process of digital storytelling was used to offer an opportunity for deep reflection; in 

the first, the product of this reflection, i.e. the stories, became objects of reflection for 

student nurses and educators. For the medical students, the creation of the stories was an 

end in itself but served to create a stronger sense of identity and a more humane and 

compassionate approach to patients.  

The seventh publication (Our stories, our selves) examines the potential of digital 

storytelling to contribute to the development of individual identity and, at the same time, 

to promote a greater appreciation for the importance of community, communication and 

compassion.  
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In the last two publications (Dangling conversations and Digital storytelling with users and 

survivors of the UK mental health system), I considered some of the challenges that we 

have faced when working with people whose capacity is limited, either intellectually, 

emotionally, technologically and/or physically - in this case, people affected by dementia, 

and by mental illness. The chapters describe some of the adaptations that have had to be 

made in order to facilitate the creation of the digital stories and explain some of the 

realisations we have had about ourselves as digital storytelling facilitators, including our 

own need for support and supervision. 
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Chapter 5: Adapting digital storytelling for use in healthcare:  

history, ethics and distribution 

‘Stories promote empathy, which in turn prompts reflection and serves as the 

motivation for learning and acquiring new knowledge.’  

(Charon and Montello, 2002) 

5.1 Introduction 

This chapter focuses on the conception and growth of the Patient Voices Programme as a 

pioneering and innovative experiment in the use of digital stories and digital storytelling in 

healthcare, healthcare education and e-learning. In adapting digital storytelling for use in 

these contexts, a number of issues had to be addressed, particularly in relation to 

technology, methodology and ethics.  The publications included in this chapter 

demonstrate the ways in which I have broken new ground by adapting digital storytelling 

for use in the world of healthcare and addressed the complex issues around ethical consent 

and release that have supported the successful development of the Patient Voices 

Programme. The three publications are: 

1. The journey begins 

2. First do no harm: developing an ethical process of consent and release for digital 

storytelling in healthcare 

3. The Patient Voices website  

The first paper explains how I adapted digital storytelling for use in healthcare and 

healthcare education by describing the early development of the Patient Voices 

Programme. The second paper describes the development of the ethical consent and 

release process that is used to protect Patient Voices storytellers and their stories, while 

ensuring the suitability of their stories for public release. The Patient Voices website is the 

public expression of our commitment to free distribution of the Patient Voices stories. 

5.2 The journey begins  

I conceptualised the idea of using digital stories in healthcare education in 2003 after seeing 

a digital story created as part of a community history project. Having been involved in 
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distance, open and online education for a number of years, I knew that the best way to help 

students connect with empirical content was to enable them to connect with aesthetic, 

moral and personal aspects of what they needed to know (Carper, 1978;Salzberger-

Wittenberg et al., 1999). As far as it was possible to determine, no one else was using 

digital storytelling in healthcare or healthcare education; nor was anyone else using digital 

storytelling in online learning programmes. With the aspiration of using stories to transform 

healthcare through the vision of the Patient Voices Programme, we set out on a journey 

with no map and very few signposts. 

The journey begins describes how we set out on that journey and covers the first few years 

of Patient Voices’ pioneering work in developing and adapting digital storytelling for use in 

healthcare, healthcare education and e-learning.  

Note: The second edition of Cultivating Compassion: How Digital Storytelling is 

Transforming Healthcare will be published by Palgrave Macmillan in the summer of 2017. 

The first edition is no longer available. 
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5.3 Ethical issues in relation to digital storytelling in healthcare 

One of the essential – and distinguishing – features of the Patient Voices Programme has 

been our focus on ethics. We were guided by our first storytellers to develop a reciprocal 

consent procedure and we drew on Buddhist ethical principles promoting respect for life, 

property, speech, reputation and community (Nhat Hanh, 1993), ethical guidelines 

supporting biomedical research and the need for autonomy, beneficence, non-maleficence 

and justice (Beauchamp and Childress, 2009) as well as the principles of justice, respect, 

equity and trust underpinning clinical governance to ensure that our work would result in 

the greatest possible good with the least possible harm. In an invited publication exploring 

the use of digital storytelling in health and social care, I discussed how ethical 

considerations were woven into the work of Patient Voices and explained how we 

attempted to work according to these ethical principles: ‘in order to protect storytellers 

and their stories, we wrap the safe and supportive workshop process in a two-stage process 

of informed consent that ensure that control of the story edit and release remains with the 

storyteller’ (Hardy and Sumner, 2008). The two-stage process evolved, eventually to a 

three-stage process, acknowledging the vulnerability of many storytellers and  allowing 

more time to reflect on how they would like their stories to be used. 

Patient Voices’ ethical process has undergone regular review, adaptation and development 

over the years. There is little visible evidence of other initiatives aimed at developing codes 

of ethical practice for applied digital storytelling, other than Amy Hill and Aline Gubrium ‘s 

work in health promotion and with survivors of trauma, which has resulted in a code of 

ethical practice for digital storytelling facilitators (Gubrium et al., 2012). Our work on ethics 

has been acknowledged by the international digital storytelling community and I have 

spoken about our ethical process at a number of national and international conferences, for 

example, in Cardiff, Ankara and via an online webinar for Alberta Health Services (Hardy, 

2013a) (Hardy, 2013c) (Hardy, 2013b). 

First do no harm: developing an ethical process of consent and release for digital storytelling 

in healthcare describes the development of this process and considers the fine balance that 

must be achieved when working with vulnerable people and using image and voice, while 

still remaining committed to the principles of acknowledgement and free access to the 

stories. 

The paper is available from http://seminar.net/volume-11-issue-3-2015  

http://seminar.net/volume-11-issue-3-2015
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5.4 The Patient Voices website: www.patientvoices.org.uk 

‘Digital storytelling empowers patients, carers and clinicians to convey their 

felt experiences of healthcare via technology so that their voices can be 

heard in any lecture theatre, Board room or conference venue anywhere in 

the world.’ (Hardy, 2007) 

The Patient Voices website is the public face of our work. From the outset of the Patient 

Voices Programme, we were committed to ensuring that the effort and courage of 

storytellers would result in the maximum social capital and that their voices would be 

heard; this relied on free distribution of the stories that had been created. The Patient 

Voices website was established in 2004. Our intention to curate a freely-available collection 

of digital stories about healthcare was innovative then and the website is still thought to be 

the largest repository of freely-available digital stories about healthcare in the world. At the 

time of writing there are ~700 stories on the website, as well as a selection of our 

presentations and publications. 

5.4.1 Facts and figures 

By 2008, there was growing interest into how, where and when the stories were being 

used. So we gathered some data and the following statistics were first presented at the NET 

conference (Hardy, 2008).  

Variations in monthly usage over a year 

In the 12 months leading up to and including September 2008, the website received in the 

region of 350,000 hits per year and approximately 89GB of data were downloaded.   

  

Figure 5.1 Patient Voices website usage by number of hits from October 2007 through August 2008. 
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In the 12 months leading up to August 2016, as Figure 5.2 shows, the website received 

approximately 1,029,743 hits and approximately 248GB of data were downloaded; this 

represents an increase of approximately 225%. 

 

Figure 5.2 Patient Voices website usage by number of hits from September 2015 through August 2016 

We can also see that website usage shows peaks in September/October and March, 

potentially correlating with the start of academic semesters.  

Breakdown of usage by domain in one month 

Figure 5.3 shows a breakdown of usage by domain; not surprisingly the UK is the largest 

consumer of data from the website, followed by .com domains which, although largely 

associated with US commercial organisations, may also include some UK users. 

 

Figure 5.3 Patient Voices website usage by domain in August 2008 

In August 2016, we can see that .com domains are still the largest consumers of data from 

the website; it is likely that ‘unknown’ domains also include many UK users. Notable now is 

the inclusion of Australia and Germany as significant consumers of data. 
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Figure 5.4 Patient Voices website usage by country for August 2016 

Variations in hourly usage averaged over one month 

Figures 5.5 and 5.6 show the change in hourly usage from 2008 to 2016 

   

Figure 5.5 Patient Voices website hourly usage in August 2008 

In 2008, hourly usage over the day shows three distinct phases: 

Phase 1: midnight (GMT) to approximately 0700 GMT  

Phase 2: approximately 0700 GMT to approximately 1600  

Phase 3: from approximately 1700 GMT to approximately 2300 GMT 

Phase 2, which shows the highest usage, correlates with daylight hours in the UK. 

Phase 3, which shows an intermediate level of usage correlates with daylight hours in North 

America  

Phase 1, which shows the lowest usage, would appear to correlate with other time zones. 
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This breakdown would appear to correlate with time zones that correspond to English-

speaking countries. The majority of the stories on the Patient Voices are created within the 

UK and the Programme itself is UK-based, so it is not surprising that the highest usage of 

the website is within the UK; equally it is not surprising that the second highest user would 

appear to be one of the geographical areas where English is the first language. 

By 2016, although usage is still greatest during the UK working day, it is more evenly spread 

throughout the 24 hours, indicating that website traffic is coming from more different 

countries in different time zones. 

 

Figure 5.6 Patient Voices website hourly usage in August 2016 

Annual summary of traffic month by month 

Figure 5.7 provides a summary of traffic to the website over the course of one year. 

September 2015 was the month with the highest number of hits, followed closely by 

October 2015, once again correlating with the start of academic semesters in the UK and 

North America. 

 

Figure 5.7 Summary of traffic by month  
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Over the past eight years, website activity has steadily increased and there is now a steady 

flow of traffic throughout the year and from around the world with more than 200GB of 

data downloaded during the past year. 

5.4.2 Who uses the stories and how do they use them? 

Every light was a story and the flashes themselves were the stories going out over the 

waves, as markers and guides, comfort and warning.’  (Winterson, 2004) 

The majority of Patient Voices stories are created in small workshops commissioned by an 

organisation that has a particular use for the stories that will be created in the workshop. 

However, due to the model of free distribution and the intention to build social capital with 

the stories, uses of the stories are as many and varied as are the people who choose to use 

them in their lectures, seminars, conference presentations, e-learning programmes, 

workshops, etc.. Research conducted for my masters revealed that the stories were valued 

for their ‘brevity, flexibility and veracity’ (Hardy, 2007). This flexibility, as well as the wide-

ranging impact of the stories, has continued to be borne out by the comments and emails 

we receive from people who have, for example, used a story that was created as part of a 

patient safety programme, in a lecture about health inequalities  (Mauchland, 2006). 

The range of organisations with which we have worked is extensive, ranging from small 

local and national charitable organisations to large, multi-national philanthropic 

institutions; equally extensive is the wide variety of ways in which the stories have been 

used, ranging from team-building to guideline implementation, from prompting discussions 

about complex issues such as health inequality to programme evaluation. A list of clients 

and uses of the stories is included in Appendix 1. 

5.5 Summary 

In this chapter, I have demonstrated the innovative nature of the Patient Voices 

Programme, its contribution to healthcare education and to the world of digital storytelling, 

and the expansion of its influence via the website. I have described the ways in which 

careful attention to a complex range of issues has resulted in the wide distribution and 

successful use of digital stories and digital storytelling in healthcare and have shown that 

the Patient Voices approach to technology, methodology, ethics and distribution has not 

only given a voice to people who would not otherwise be heard, but has also had a 
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significant impact on healthcare education as well as on the theory and practice of digital 

storytelling around the world.  
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Chapter 6: Digital storytelling in healthcare education 

‘Educating the mind without educating the heart is no education at all.’  

        Aristotle 

6.1 Introduction 

Storytelling is one of the most ancient – and most human – of activities. Stories help us 

make sense of the world and enable us to learn the things that are necessary in order to 

survive in families, clubs, schools, organisations, societies and cultures – ‘the things we 

know, but do not necessarily know we know’ (Linde, 2001;Hardy and Jaynes, 2011). Stories 

can bring about changes in culture (Hardy, 1990) and offer learning opportunities to those 

who will listen and heed.  Good teachers offer their students stories to stimulate creativity, 

promote critical thinking, exercise the imagination, prompt reflection, encourage moral 

reasoning and learn from mistakes – all essential aspects of high quality healthcare.  

The Patient Voices stories are intended to bring greater humanity into healthcare 

education, encouraging students to see patients as people, often with a great deal of 

expertise in their own conditions. It seems that the stories often stimulate greater creativity 

and imagination among educators, who report that it is possible to teach a whole session 

(or even several sessions) based on one story, such is the engagement of the students and 

their eagerness to discuss the issues that arise (Wareham, 2006). Another interesting 

situation arose when a team from the Royal College of Nursing were prompted to 

reconsider their education strategy once they had seen the stories that had been created. 

They moved from initially wanting the stories to meet particular learning outcomes to: 

‘rethink their education curriculum around clinical governance and continence 

care in order to “develop education around the stories, trying to get people to 

think about specific situations rather than conditions, treating patients as 

individuals, rather than treating conditions.”’(p24)  (Hardy, 2007) 

Digital stories enable viewers walk in someone else’s shoes for just a few minutes, 

providing deep insights, promoting greater understanding and empathy and offering the 

possibility of learning and change, going beyond clinical, technical skills and empirical 

knowledge to include moral, aesthetic and personal ways of knowing (Carper, 1978). The 

publications in this chapter demonstrate the impact of the Patient Voices Programme on, 
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and show how I have used digital storytelling and digital stories to bring about change in, 

healthcare and healthcare education. 

This chapter includes three publications: 

1. Tell me a story: a conceptual exploration of digital storytelling in healthcare 

2. Challenging the shock of reality through digital storytelling 

3. Physician know thyself: using digital storytelling to promote reflection in medical 

education 

The first of these papers provides a conceptual basis for the use of stories in healthcare and 

healthcare education, arguing, in particular, for the use of patient (and carer) stories to 

augment the stories told by students and staff. The second paper describes a project that 

was designed to explore how digital storytelling with newly qualified mental health nurses 

could contribute to understanding the reality shock that is experienced during the 

transition from education to practice. The third paper looks at how digital storytelling was 

used with medical students to promote deep reflection. 

6.2 Tell me a story: a conceptual exploration of digital storytelling in 

healthcare 

‘We tell stories to entertain and to teach.’ (Attributed to Pascal) 

This publication explores the potential, and justifies the use, of digital stories and digital 

storytelling in healthcare and demonstrates the contribution I have made to educational 

theory through the intentional use of stories in healthcare, both traditional and digital. 

The paper was innovative at the time of writing, not only proposing the use of digital stories 

as a useful means of engaging students, promoting empathy and prompting reflection, but 

also extending the customary storytelling role beyond educators and students to patients, 

carers and service users.  

According to Google Scholar, the paper has had 72 citations, in articles ranging from the use 

of new technology to engage students, through articles extolling the use of stories in 

professional education and using storytelling to effect change at individual as well as 

organisational level (Drumm, 2013) to articles specifically utilising digital storytelling to 

promote reflection in healthcare students.  
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The paper is available here: 

www.sciencedirect.com/science/article/pii/S0260691710001486  

.3 Challenging the shock of reality through digital storytelling 

The phenomenon known as ‘reality shock’ arising from the transition between nurse 

education and clinical practice (Kramer, 1974) is widely recognised. It has a negative impact 

on newly qualified nurses’ wellbeing, compassion and ability to care with humanity and 

kindness, as well as on attrition rates. In order to reduce the impact of this shock, different 

kinds of education and support strategies are necessary. This paper shows how digital 

storytelling can reduce the impact of the shock and also contribute to the development of 

strategies for educators and preceptors to use to prepare and support students and newly 

qualified nurses during the transition.  

The new ‘The spiral of growth through stories’ model was developed, building on and 

extending Kolb’s experiential learning cycle (Kolb, 1983),highlighting the potential of stories 

to promote learning and growth and bringing about change in individuals and groups.  

The paper illuminates the contribution I have made, not only to the literature about digital 

storytelling but also to the literature and learning about reflection and reflective practice; it 

also demonstrates how digital storytelling and digital stories can improve the quality of 

students’ experience while contributing to strategies for more appropriate pre-qualification 

and post-qualification support.  

The paper is available here: 

www.sciencedirect.com/science/article/pii/S1471595310001071  
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6.4 Physician, know thyself: using digital storytelling to promote reflection 

in medical education 

This publication is a chapter in a book entitled Digital Storytelling in Higher Education: 

International Perspectives. The aim of this book is to broaden the scope and impact of 

digital storytelling in higher education. Through a collection of chapters written by 

international academics, researchers and practitioners, the book seeks to describe and 

explain how we may teach, research and build communities in higher education and use 

digital storytelling to develop relations with the professions, workplaces and civil society. 

The intention is to demonstrate how digital storytelling may offer solutions to important 

issues that higher education is confronting in terms of relevance, significance and vocation 

for students, teachers and the civil society. This use of digital media is considered in the 

light of the analytical pattern developed by the Carnegie foundation for the advancement 

of teaching: the four scholarships. The argument that telling stories digitally may improve 

the capacity of higher education to teach better, to improve research, to enhance the 

meaning making of higher education to students as well as building better and more 

collaborative relations with society at large, is then explained in the sections.  

This is the only chapter in the book that focuses on medical education and considers, 

specifically, the value of digital storytelling as a means of helping medical students achieve 

the goal of the scholarship of teaching and learning by ‘extending and transforming their 

knowledge’ (Boyer, 1994). Despite the small scale of the project, the successful outcomes 

of the educational experiment described in the chapter have implications that extend 

beyond medical education to healthcare education and beyond. 

The book in which this chapter appears will be published by Palgrave Macmillan in 2017 

and is available here: http://www.palgrave.com/gb/book/9783319510576  

  

http://www.palgrave.com/gb/book/9783319510576
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The events and the learning described in Physician, Know Thyself illustrate the potential of 

digital storytelling to bring about the kind of personal transformation and deep learning 

that emerge from an epistemological shift in a student’s frame of reference; in other words, 

through the practice of digital storytelling, students not only look at (or reflect on) events 

and ideas from their own perspectives, but they also look at how they are looking (or 

reflecting) as part of a process of discovery  (Mezirow, 1997). 

6.5 Summary 

In this chapter, I have presented three papers that demonstrate my approach to digital 

storytelling in healthcare education. The first paper set out the theoretical foundation for 

the use of stories in healthcare education, while the second two papers describe 

storytelling projects with newly-qualified nurses and medical students respectively, 

showing that the process of creating digital stories can contribute to the ability to reflect 

deeply on practice, to the development of greater resilience, to the potential for personal 

and organisational transformation, and to an awareness of the need for more humane, 

compassionate, person-centred care. 
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Chapter 7: Digital storytelling with patients and people 

‘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 

7.1 Introduction 

Although the practice of digital storytelling is firmly rooted in community theatre and 

community development, in the third edition of Digital Storytelling: Capturing Lives, 

Creating Community, Joe Lambert comments that issues of health and well-being, illness, 

accident and loss were never far from the work of Story Center (Lambert, 2012). 

Nevertheless, Patient Voices was the first digital storytelling initiative to ‘develop extensive 

healthcare work in digital storytelling’ (Lambert, 2012). In an interview with Joe that forms 

a chapter in the above-mentioned book, we set out our aspiration for bringing digital 

storytelling to healthcare: 

‘Our hope was that by bringing the very human element of stories back into 

healthcare education and service improvement programmes, we could 

contribute to the huge task of humanising a healthcare system that was 

increasingly characterised by targets and checkboxes, audits and statistics. 

We often have said that “statistics tell us the system’s experience of the 

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

(Hardy and Sumner, 2010) (Lambert, 2012). 

Traditionally, in healthcare, the experiences of patients or service users were conveyed 

quantitatively by means of statistics, reports, audits, and so on. The digital storytelling 

methodology adopted and adapted for use by the Patient Voices Programme offered an 

innovative and qualitative way of bringing these experiences – these stories – to the 

attention of the people who needed to understand them in order to design and deliver 

healthcare that was safe, effective and humane; our commitment to free distribution of 

released stories ensured that the stories would be seen by as many of these people as 

possible. 

In our attempts to ‘heal’ the health system, we have also seen healing aspects of digital 

storytelling with many, if not most, of the individuals with whom we have worked. While 

this phenomenon is not unique to Patient Voices, the groups of people with whom we work 
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are likely to be more severely affected by mental and physical illness, impairment and 

disability or facing significant challenges, socially, intellectually, physically or 

technologically. This has required us to be agile, adaptive and aware in our facilitation 

methods and has stretched the classical digital storytelling model to its limits while, at the 

same time, ensuring that we meet each and every storyteller not as a ‘patient’, or a ‘carer’, 

or someone with a particular condition, but as a person, with unique and individual 

qualities as well as universal and human qualities.  

Paradoxically, the uniqueness of every individual is also what makes us most human and 

the uniqueness of every story that makes it universal in its humanity. It is precisely this 

paradox that the Patient Voices Programme has recognised, revealed and celebrated 

through more than 1000 stories that have been created during Patient Voices’ lifetime. 

As a vehicle for social justice, digital storytelling is intended to enable ordinary people to 

share their stories but a brief literature search suggests that our work with people facing 

severe challenges to health and wellbeing is unusual, even in the world of digital 

storytelling. Our approach to working with people affected by dementia and by mental 

illness has been ground-breaking and I have presented at a number of national and 

international conferences, including keynotes in Norway, (Hardy and Sumner, 2012), 

Brighton (Sumner and Hardy, 2013) and London (Hardy and Sumner, 2013) about how we 

have worked with people facing these particular challenges and highlighting the changes 

that come from creating their digital stories.     

This chapter offers insights into the Patient Voices workshop process; considers some of the 

challenges when working with certain groups of people, describes the adaptations that 

have enabled these people to participate as fully as possible in the creation of their digital 

stories and highlights the benefits and rewards of digital storytelling not only for 

storytellers but also for facilitators. The three publications included in this chapter are: 

1. Our stories ourselves: exploring identities, sharing experiences and building 

relationships through Patient Voices 

2. Dangling conversations: reflections on the process of creating digital stories during 

a workshop with people with early stage dementia 

3. Digital storytelling with users and survivors of the UK mental health system 

The first publication looks at the ways in which Patient Voices has contributed to the 

development of personal identity, to greater self-awareness and, in many cases, to 
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transformation.  The second publication considers the challenges posed by working with 

people with dementia and the adaptations that were necessary in order to represent their 

stories as honestly as possible. The third publication discusses a five-year project 

undertaken with people affected by mental illness and looks at the ways in which we have 

worked to ensure their safety as well as our own. 

7.2 Our stories ourselves: exploring identities, sharing experiences and 

building relationships 

‘People reach greater maturity as they find the freedom to be themselves and 

to claim, accept and love their own personal story, with all its brokenness and 

its beauty.’ (Vanier, 2004) 

Patients are people long before they are patients. And yet their identity is closely bound up 

with their illness and many face epistemic injustice – the experience of having less 

credibility simply by being a patient (Fricker, 2009;Carel and Kidd, 2014). This chapter 

questions some of the conventional assumptions that are made about patients, explores 

the realities of working with people who are patients as well as people and highlights the 

ways in which I have attempted to break down the barriers that separate the ‘ill’ from the 

‘well’, exploring how the way we work with people facilitates shifts in understanding and in 

identity. 

Community-based Multiliteracies & Digital Media Projects: Questioning Assumptions and 

Exploring Realities, the book in which this chapter appears, is available here: 

https://www.peterlang.com/view/product/29951  

  

https://www.peterlang.com/view/product/29951
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7.3 Dangling conversations: reflections on the process of creating digital 

stories during a workshop with people with early stage dementia 

‘An important challenge to humanity is to recognise that lives are the pasts we 

tell ourselves.’ (Ochs and Capps, 1996) 

The classical model of digital storytelling encourages reflection on the part of facilitators as 

well as storytellers. When working with people facing challenges such as dementia, who 

may not be capable of reflecting for themselves, it is even more important for the 

facilitators to engage in ongoing reflection – what  Donald Schön described as ‘reflection-in-

action- and ‘reflection-on-action’ (Schön, 1983). This paper describes the way we, as 

facilitators, adapted our approach and the workshop methodology to suit people affected 

by dementia. Regular reflection sessions at the end of each day enabled us to become (and 

remain) aware of our own processes and thus able to adapt to the needs of the storytellers 

to enable them to tell the stories they needed – and wanted – to tell. 

The stories that were created were incorporated into an e-learning programme designed to 

promote the cultivation of aesthetic knowledge, emotional intelligence and compassion; a 

screen grab is provided below. An evaluation of the project indicated that, although 

students engaged with the digital stories at some level, there was a need for facilitation of 

reflection and deeper engagement (Haigh et al., 2012). 

 

Figure 7.1: Screen grab of Dangling Conversations e-learning course, accessed 24th May 2013 
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The project was featured on a BBC radio programme and has been presented at several 

international conferences, including an invited keynote at the ‘Meeting with Memories’ 

conference in Norway (Hardy and Sumner, 2012) and a symposium at the NET 2012 

conference in Cambridge, UK (Haigh et al., 2012). 

Several storytellers commented, some weeks after the workshop, that the workshop 

process had been so helpful. One man, who had great difficulty speaking (due to his 

dementia), was, with great delight, able to speak with greater fluency than for many years; 

he commented ‘I feel like me again!’  

The innovative nature of this project enabled people who would not otherwise be heard to 

have a voice, to know that their experiences and opinions matter, and to influence the next 

generation of nurses who will care for them. As a direct result of the ‘Dangling 

Conversations’ project, we have been invited to facilitate other workshops with people 

affected by dementia, such as the ‘Dementia Insights’ project in Lancashire; the stories 

from that project have, in turn, led to the development of an early diagnosis campaign in 

Lancashire. The stories have also led to increased awareness within the council of the need 

to work with people with dementia in order to adapt both the built environment and the 

planning systems that control the built environment to the needs of people with dementia. 

There have continued to be presentations about our work with people with dementia, 

including at the Faculty of Public Health annual conference in 2016 (Atcha and Hardy, 

2016).  

The Dangling Conversations stories can be seen here: www.patientvoices.org.uk/dc.htm  

The Dementia Insights stories can be seen here: www.patientvoices.org.uk/di.htm  

This paper can be found here: http://onlinelibrary.wiley.com/doi/10.1111/j.1365-

2850.2012.01900.x/full  

 

  

http://www.patientvoices.org.uk/dc.htm
http://www.patientvoices.org.uk/di.htm
http://onlinelibrary.wiley.com/doi/10.1111/j.1365-2850.2012.01900.x/full
http://onlinelibrary.wiley.com/doi/10.1111/j.1365-2850.2012.01900.x/full
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7.4 Digital storytelling with users and survivors of the UK mental health 

system 

This book chapter offers readers an inside view into what it’s like to work with people 

affected by mental illness. The work itself, conducted during 11 workshops over nearly five 

years, has had a significant impact on the organisation and the way it engages with service 

users and carers. The project was innovative in several ways: the first innovation was 

offering an opportunity for service users in this organisation to tell their own stories in their 

own ways; the second is in the steps we have taken to ensure our own safety and wellbeing 

and the third innovation is the way in which the stories themselves have resulted in 

reductions in complaints and clinical negligence claims (Haigh et al., 2013).  

At the time of writing, the book containing this chapter has not yet been published so it is 

not possible to comment on the impact of the publication. However, the Manchester work 

has been presented a number of times, including a (virtual) presentation at the Summit for 

Global Mental Health in South Africa (Hardy, 2011) and at the Global Mental Health 

Conference at the London School of Hygiene and Tropical Medicine (Hardy and Sumner, 

2013). 

The discussion in relation to the need for supervision for facilitators is likely to resonate 

with digital storytelling facilitators who find themselves working with people affected by 

trauma, abuse and/or mental health issues.  Our approach to this aspect of our work is one 

important way in which I continue to contribute to the developing professionalism of digital 

storytelling facilitation. 

The stories created in Manchester can be seen here: www.patientvoices.org.uk/dandr.htm 

and here: www.patientvoices.org.uk/workingtogether.htm   

Story, Form and Content in Digital Storytelling: Telling Tales, the book in which this chapter 

appears, will be published by Palgrave Macmillan in the summer of 2017. 

http://www.palgrave.com/  

 

  

http://www.patientvoices.org.uk/dandr.htm
http://www.patientvoices.org.uk/workingtogether.htm
http://www.palgrave.com/
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7.4 Summary 

As facilitators, we have a wide range of skills to underpin our digital storytelling work. This 

is matched by our emphasis on reflection. Daily reflections by facilitators and storytellers 

allow us to be aware of our own facilitation process and how this is working for storytellers; 

this awareness enables us to draw on the particular skills needed to adapt to the needs of 

the storytellers in the group. A further, final, reflective session at the end of each workshop 

(after all showing the stories) further reinforces the learning and change that have occurred 

during the workshop and provide important information for us that may lead to future 

adaptations. 

My own training in psychodynamic counselling and group work enables me to recognise the 

crucial link between the safety and wellbeing of storytellers and the safety and wellbeing of 

the facilitators, which led, in turn, to initiating regular, formal supervision sessions with an 

experienced counselling supervisor. 

In this chapter I have demonstrated how the Patient Voices Programme has offered an 

innovative way for people who are patients to convey their experiences, other than by the 

traditional route of surveys, questionnaires and interviews. I have shown how we have 

worked to break down traditional barriers and adapt our facilitation approach in ways that 

empower people to tell the important stories that often result in transformation, both of 

individuals and of groups while ensuring the safety and security of both storytellers and 

facilitators. The Patient Voices methodology and Patient Voices  stories have been adopted 

by a number of NHS (and other) organisations (please see Appendix 1), who have 

recognised the value of both the stories and the storytelling process for their patient and 

carer populations. 
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Chapter 8: Summary and conclusions 

‘In my end is my beginning.’ 

‘We shall not cease from exploration 

And the end of all our exploring 

Will be to arrive where we started 

And know the place for the first time.’ (Eliot, 1959) 

8.1 Overview 

This thesis set out to document the growth of digital storytelling in healthcare and examine 

the contribution of the Patient Voices Programme to the wider emergent genre of digital 

storytelling. I have presented eight publications and a website all relating to my work as 

architect and co-founder of the Patient Voices Programme. These submissions have 

covered a range of topics and issues and highlight how digital storytelling in healthcare was 

pioneered and has developed through Patient Voices. I have considered in particular: 

 the early history of Patient Voices and digital storytelling in healthcare 

 ethical issues that have arisen and been addressed to support the work of Patient 

Voices 

 development of the Patient Voices website and its impact on healthcare education 

and service improvement 

 the contribution of Patient Voices digital stories and digital storytelling in 

healthcare education 

 the innovative way in which Patient Voices has enabled patients and people to 

present ‘the evidence of experience’ 

 the adaptations made to the classical digital storytelling model in order to support 

patients facing particular challenges or with particular needs. 
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8.2 Contribution to new knowledge 

Chapter 5 describes the inception and development of the Patient Voices Programme, 

explains the ethical foundations of the Programme and introduces the website, which is the 

means by which the Patient Voices digital stories are made accessible to the world. 

Chapter 6  provides a theoretical foundation for the use of stories and storytelling in 

healthcare education and describes the innovative ways in digital stories and digital 

storytelling have had an impact of healthcare education, particularly with respect to 

developing reflective practice and supporting students and newly qualified practitioners. 

This showed how digital storytelling is used in healthcare education to promote deep 

reflective practice, develop emotional intelligence and resilience, cultivate empathy and 

compassion, exercise moral judgement and moral imagination and understand the need for 

greater humanity in healthcare. 

Chapter 7 turned to the ways in which the Patient Voices Programme offered a new way for 

patients and people to share their experiences of care (and sometimes the lack of it) in 

order to illuminate what really matters to them. Chapter 7 also explored the impact of the 

digital storytelling process and described certain adaptations and innovations made to 

ensure that the storytelling process is as beneficial, productive and safe as possible for 

facilitators and storytellers alike. This process of exploration, fuelled by humility as well as 

curiosity, is ongoing, and continues to contribute to what might be considered a new kind 

of knowledge, one that embraces being and becoming, authenticity and autonomy, 

confidence and competence, compassion and community, self-awareness and empathy, 

ethics and emotional intelligence, responsibility and resilience. 

8.3 Themes of the thesis 

A number of themes were introduced in Chapter 3 that have informed the development of 

the Patient Voices Programme and my understanding of digital storytelling; these were: 

 Reflection 

 Transformational learning 

 Holistic, emancipatory and transformational education 

 Healthcare quality improvement and the patient experience 

 Stories, narrative and the humanities in healthcare 
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 Compassion and mindfulness 

 The healing power of stories 

 Epistemic injustice 

 The politics of listening and participatory media practice. 

These themes are woven throughout the thesis; they underpin the way Patient Voices’ 

digital storytelling practice has developed and the many ways the stories are used to bring 

about learning and change. This thesis has shown how new knowledge has been created in 

a number of different arenas, summarised below. 

8.3.1 Using stories to understand the patient experience 

It was not until around the turn of the century that there was any significant recognition 

that high quality healthcare relies on understanding the needs and experiences of those 

who receive care. Gathering this intelligence traditionally relied on evidence gathered from 

surveys and presented as reports, graphs, charts and statistics. The use of stories in the 

field of healthcare quality improvement was, in the early 21st century, considered to be a 

novel way of gathering this intelligence (Wilcock et al., 2003) although the use of stories 

was beginning to be appreciated (Charon, 2006) (Greenhalgh and Hurwitz, 1999). 

The Patient Voices Programme was founded with the express intention of providing a 

balance to statistical evidence and offering a different way of understanding the patient 

experience through the stories told by the people receiving care. 

8.3.2 Using storytelling to deepen reflective practice 

The use of stories as a way of making meaning, sharing knowledge, engaging audiences and 

promoting empathy is well documented (Bruner, 1986) (Charon, 2001). The use of digital 

storytelling, however, offers new opportunities to engage students and qualified clinicians 

with deep reflection (Jamissen and Skou, 2010) (Skarpaas et al., 2016). With the original 

aim of using stories to prompt reflection in viewers in the hope of stimulating reflection on 

practice (Hardy, 2004), I found that the process of creating stories was an even more 

effective way to deepen reflection on practice, while also contributing to greater self-

awareness and the development of professional identity.  
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8.3.3 A solid ethical foundation 

Underpinning all aspects of my work with Patient Voices is a commitment to the highest 

ethical standards. The ethical process designed for use in Patient Voices is intended to 

provide safety and security for storytellers while ensuring that their stories are also safe to 

be released to the public. We believe that the innovative model of free distribution that is 

underpinned by this ethical foundation was unique at the time it was originated and 

remains unusual. The process has remained responsive, adapting to the needs of 

storytellers; it has been widely acknowledged in the field and praised by, for example, the 

National Audit Office and the BBC. 

8.3.4 Development and adaptation of digital storytelling methods  

Since its foundation, the Patient Voices Programme has developed and adapted the 

classical model of digital storytelling for use in a variety of contexts within the world of 

healthcare. As facilitators we have prided ourselves on the awareness, agility, adaptability 

and responsiveness that have enabled us to work with storytellers aged from 12 to 102, 

from nuns to murderers, from healthcare assistants to consultants, from people with PhDs 

to people with no formal education.  

8.3.5 Addressing epistemic injustice  

Before seeing Patient Voices storytellers as patients or professionals, carers or consultants, 

we see them as people – people who have important experiences to share. The ethical 

processes we have designed, together with our adaptive approaches, have ensured that 

every one of the 1000+ Patient Voices storytellers has been able to tell his or her story to a 

worldwide audience in his or her own way, knowing that the story will not be changed or 

altered in any way and with the credibility and visibility their stories deserve. The 

development of a referencing convention that accords due respect to storytellers also 

contributes to the value of their experiences and their stories. 

8.4 Limitations of the thesis 

In a field as broad, as multi-disciplinary and as new as digital storytelling, it would be 

impossible to cover every aspect; even with respect to digital storytelling in healthcare, the 

opportunities for research and evaluation are almost endless. This thesis, while attempting 

to provide an overview has necessarily been limited to a relatively narrow range of 

exploration, even within the extensive work of the Patient Voices Programme. 
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Other limitations are in relation to specific age groups; we have not yet had the opportunity 

to adapt the Patient Voices reflective digital storytelling methodology with children younger 

than 12. This area could certainly be further explored, particularly with developments in 

technology that make it increasingly easy for even young children to be creative and 

reflective. 

The publications presented in this thesis are not based on traditional research methods but 

rather have sought to explain the contribution that I have made to the emerging field of 

digital storytelling and its application in healthcare. Evaluating one’s own work can be 

problematic and I have attempted to maintain a degree of mindful subjectivity and 

reflexivity while also sharing what I have learned with the wider community in the hope 

that this learning will contribute to the development of an approach to digital storytelling 

that is at once responsible, professional, ethical and capable of bringing about 

transformation at many different levels. 

8.5 Future research 

There is ample scope for further research into the uses and impact of digital storytelling in 

healthcare. One frequently asked question is ‘What is the impact of the Patient Voices 

digital stories?’ While I hope that this thesis has demonstrated the impact of the Patient 

Voices Programme, I believe there is a need to conduct further research into the impact of 

the stories on practice. There has been some recent evaluation into the impact of the 

digital stories as part of an educational package for clinicians involved in end of life care, 

but this approach could be extended and expanded to other clinical areas. 

There are also opportunities to explore the use of digital stories in interprofessional 

education.  The current project using digital stories as the basis for an interprofessional 

education intervention in end of life care will be written up following completion of this 

thesis. Another project, intended to reveal the inextricable links between staff wellbeing 

and patient care, has involved digital storytelling with NHS staff to illuminate their 

experiences in relation to several specific themes, including compassion, wounded healers, 

leading change, staff as carers and learning from serious incidents. I intend to undertake 

some evaluation of this project and expect to write up the DNA of Care project. 

I would also like to explore further the use of digital storytelling as a therapeutic process, 

not only for patients but also for healthcare staff. A project is currently being proposed that 

will evaluate the impact of digital storytelling on a group of young people and their parents 
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who are affected by serious chronic conditions, in this case, severe multi-system allergies 

and sickle cell disease; the project team has just received ethics approval to evaluate the 

Patient Voices workshops. 

Another ongoing project (funded by the National Institute for Health Research - NIHR) is in 

relation to the use of digital stories as the foundation for an educational intervention for 

people in the African Caribbean community who are affected by schizophrenia. It will be 

interesting to see the results of this research. 

Digital storytelling has been found to be helpful in engaging healthcare students with the 

reflective processes necessary for them to become competent clinicians, but I would like to 

explore this in greater depth and, in particular, to discover whether engaging with digital 

stories and digital storytelling can contribute to the identity formation of clinicians who are 

more humane, more emotionally intelligent, more resilient and more compassionate. 

Finally, a long-term ambition has been to conduct a longitudinal study on a group of 

students, offering them the opportunity to create a digital story at the beginning of each 

academic year, from their entry to university until some years after graduation, in an 

attempt to discover what changes in terms of their goals, aspirations, concerns, fears.  

I believe this could be of interest to educators, mentors, preceptors and employers. 

I hope that completion of this PhD will be one step along a continuing journey of 

exploration of the uses of digital storytelling and digital stories in healthcare and beyond. 
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Appendix 1: List of clients and intended use of the stories 

(2003-2016) 

Year Sponsor Aims of project Weblink 

2010 Anglia Ruskin 

University 

To create stories and share experiences of working in 

and with multi-professional learning organisations – 

part of a research project 

Stories created for internal use 

and learning for staff but a 

presentation about the project 

is here: 

www.patientvoices.org.uk/pdf/

presentations/AERA%2020130

430.pdf  

2011 Castle Peak 

Hospital,  

Tuen Mun 

Health 

Authority, 

Hong Kong 

To facilitate a workshop for senior staff to explore the 

experience and possibilities of using digital 

storytelling. 

To deliver the keynote at their annual quality 

conference and led a workshop about the work of 

Patient Voices 

Stories created for internal use 

and learning for staff 

2012  Children’s Liver 

Disease 

Foundation 

To facilitate two workshops with  with young people 

affected by liver disease to create stories for use in 

awareness-raising, fund-raising and education 

www.patientvoices.org.uk/ttt.h

tm  

2007 Cintra 

Translation 

Stories to offer insight into the experiences and 

ethical dilemmas of professional interpreters, 

especially those working in the health sector, for use 

in interpreter training 

www.patientvoices.org.uk/inte

rps.htm  

2007 Connect: the 

communicatio

n disability 

network 

Stories to provide insights into the experiences of 

people who have had a stroke at a relatively young 

age and who are, themselves, still engaged in active 

parenting 

www.patientvoices.org.uk/con

nect.htm   

2007 Connecting for 

Health 

To design a conference about the future of nursing 

and technology, based on our storytelling 

methodology and resulting in stories that reveal 

important uses of technology 

www.patientvoices.org.uk/cfh.

htm   

2011 Department of 

Health 

To create stories that highlight the importance of 

patients getting involved in research  

www.patientvoices.org.uk/ppir

es.htm   

2007 Essex 

Regeneration 

Agency 

(ExDRA) 

To create stories offering insights into the lives of 

people living with a range of disabilities (blindness, 

paralysis, learning disability, etc.) for use in training 

and teaching 

www.patientvoices.org.uk/exdr

a.htm   

2007 Harrogate 

Carers’ 

Resource 

To provide insight into the lives of family carers for 

people affected by mental or physical illness or 

disability 

www.patientvoices.org.uk/hcr.

htm  

2015 Health 

Education 

North East 

(HENE) 

To create stories about end-of-life care, from the 

perspective of relatives and clinicians, for use in an 

interprofessional learning resource for clinicians 

engaged in EoL care 

www.patientvoices.org.uk/ipei

neolc.htm  

http://www.patientvoices.org.uk/pdf/presentations/AERA%2020130430.pdf
http://www.patientvoices.org.uk/pdf/presentations/AERA%2020130430.pdf
http://www.patientvoices.org.uk/pdf/presentations/AERA%2020130430.pdf
http://www.patientvoices.org.uk/ttt.htm
http://www.patientvoices.org.uk/ttt.htm
http://www.patientvoices.org.uk/interps.htm
http://www.patientvoices.org.uk/interps.htm
http://www.patientvoices.org.uk/connect.htm
http://www.patientvoices.org.uk/connect.htm
http://www.patientvoices.org.uk/cfh.htm
http://www.patientvoices.org.uk/cfh.htm
http://www.patientvoices.org.uk/ppires.htm
http://www.patientvoices.org.uk/ppires.htm
http://www.patientvoices.org.uk/exdra.htm
http://www.patientvoices.org.uk/exdra.htm
http://www.patientvoices.org.uk/hcr.htm
http://www.patientvoices.org.uk/hcr.htm
http://www.patientvoices.org.uk/ipeineolc.htm
http://www.patientvoices.org.uk/ipeineolc.htm
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2016 Imperial 

College 

Healthcare 

NHS 

Foundation 

Trust 

To create stories with young people affected with 

severe allergies and their parents, and young people 

with sickle cell disease and their parents for use in 

education and training 

www.patientvoices.org.uk/tt.ht

m  

2009 Isle of Wight 

Stroke Club 

To create stories offering insight into life after stroke 

and promote service user involvement in stroke 

service design 

www.patientvoices.org.uk/iow

sc.htm  

2014 Kings College 

London 

Medical School 

To design and deliver an SSC  to teach reflection to 

medical students, through the creation of digital 

stories about practice placements  

www.patientvoices.org.uk/pkt.

htm  

2015 Lancashire 

County Council 

To create stories with people affected by dementia 

and their carers for use in education, training and 

improvement, including the development of 

dementia-friendly homes and communities 

www.patientvoices.org.uk/di.h

tm  

2010 La Trobe 

University, 

Bendigo, 

Australia 

To create stories that explore the meaning of 

recovery, with consumers/service users and providers 

of mental health care in order to shape recovery-

oriented care 

www.patientvoices.org.uk/latr

obe.htm   

2010 La Trobe 

University, 

Bendigo, 

Australia 

To enable first responders in the Victoria bush fires to 

share their stories of trauma, loss and courage 

www.patientvoices.org.uk/bch

s.htm  

2011 La Trobe 

University, 

Bendigo, 

Australia 

To create stories revealing insights into life in rural 

Australia, as part of the ‘Building Healthy Rural 

Communities’ research project designed to promote 

citizen participation in healthcare design 

www.patientvoices.org.uk/hrc.

htm  

2015 Lancashire 

County Council 

To create stories offering insight into the experiences 

of people living with dementia for use in training, 

awareness raising, campaigning and service redesign 

www.patientvoices.org.uk/di.h

tm  

2009 Leeds NHS 

Primary Care 

Trust 

To create stories about the value of patient 

engagement and involvement, created by involved 

and engaged patients for use in service improvement 

initiatives 

www.patientvoices.org.uk/leed

spct.htm   

2011- 

prese

nt 

Manchester 

NHS Mental 

Health and 

Social Care 

Trust 

Ongoing project (11 workshops) for service users to 

create stories about their experiences of mental 

health services for use in Board meetings, training, 

recruitment and awareness-raising.  

www.patientvoices.org.uk/wr.h

tm 

2010 Motor 

Neurone 

Disease 

Association 

To create stories about living with MND and develop 

an e-learning resource for clinicians working with 

people affected by MND 

www.patientvoices.org.uk/mn

d.htm  

2006 National Audit 

Office 

To create stories as qualitative data and a DVD to 

accompany NAO report on Stroke care to 

demonstrate that people affected by stroke can make 

good recoveries and lead meaningful lives; stories 

were also shown at major conference about stroke 

care and presented to the Public Accounts Committee 

www.patientvoices.org.uk/nao

conn.htm  

http://www.patientvoices.org.uk/tt.htm
http://www.patientvoices.org.uk/tt.htm
http://www.patientvoices.org.uk/iowsc.htm
http://www.patientvoices.org.uk/iowsc.htm
http://www.patientvoices.org.uk/pkt.htm
http://www.patientvoices.org.uk/pkt.htm
http://www.patientvoices.org.uk/di.htm
http://www.patientvoices.org.uk/di.htm
http://www.patientvoices.org.uk/latrobe.htm
http://www.patientvoices.org.uk/latrobe.htm
http://www.patientvoices.org.uk/bchs.htm
http://www.patientvoices.org.uk/bchs.htm
http://www.patientvoices.org.uk/hrc.htm
http://www.patientvoices.org.uk/hrc.htm
http://www.patientvoices.org.uk/di.htm
http://www.patientvoices.org.uk/di.htm
http://www.patientvoices.org.uk/leedspct.htm
http://www.patientvoices.org.uk/leedspct.htm
http://www.patientvoices.org.uk/wr.htm
http://www.patientvoices.org.uk/wr.htm
http://www.patientvoices.org.uk/mnd.htm
http://www.patientvoices.org.uk/mnd.htm
http://www.patientvoices.org.uk/naoconn.htm
http://www.patientvoices.org.uk/naoconn.htm
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2007 

 

National Audit 

Office 

To create stories as qualitative data and a DVD to 

accompany NAO report on the reorganisation of neo-

natal services and offer insight into the experiences of 

mothers of premature babies, shown at conferences 

and be presented to the Public Accounts Committee 

www.patientvoices.org.uk/nao

neo.htm  

2009 National Audit 

Office 

To create stories as qualitative data and a DVD to 

accompany NAO report into end of life care, shown at 

conferences and presented to the Public Accounts 

Committee 

www.patientvoices.org.uk/nao

eol.htm  

2003 National 

Clinical 

Governance 

Support Team 

Stories to illuminate the values of clinical governance 

(that is, trust, equity, respect and justice) and were 

intended for use in presentations to Boards to 

illuminate ‘the patient experience’ and also for use in 

e-learning resources about clinical governance 

www.patientvoices.org.uk/ikra

mer.htm  

www.patientvoices.org.uk/mcl

arke.htm  

www.patientvoices.org.uk/eall

en.htm 

www.patientvoices.org.uk/dcla

rk.htm  

www.patientvoices.org.uk/arya

n.htm  

www.patientvoices.org.uk/gjde

sa.htm  

www.patientvoices.org.uk/cbru

ce.htm  

2010 National 

Patient Safety 

Agency/Royal 

College of 

Nursing 

To create stories (told by staff) to provide insights into 

patient safety (or the lack of it) for use in training and 

safety initiatives 

www.patientvoices.org.uk/nps

a.htm  

2008 Newham 

Primary Care 

Trust 

To create stories in celebration of the Communities of 

Health project developed in Newham, revealing the 

diversity and wisdom of its population for use in 

training and health promotion 

www.patientvoices.org.uk/new

ham.htm  

2012 NHS  East 

London and 

the City with 

Homerton 

University 

Hospital NHS 

Trust 

To create stories offering insights of people affected 

by COPD for use in training and service improvement 

www.patientvoices.org.uk/easy

breathing.htm  

2011 NHS Lothian To create stories about living with COPD and the 

difference a good telehealth project can make to 

promote self-management and improved quality of 

life 

www.patientvoices.org.uk/sth.

htm  

2015 NHS England To create stories celebrating the accomplishments of 

people with learning disabilities and offering guidance 

as to appropriate care and involvement in decision-

making 

www.patientvoices.org.uk/cha

mpions.htm  

http://www.patientvoices.org.uk/naoneo.htm
http://www.patientvoices.org.uk/naoneo.htm
http://www.patientvoices.org.uk/naoeol.htm
http://www.patientvoices.org.uk/naoeol.htm
http://www.patientvoices.org.uk/ikramer.htm
http://www.patientvoices.org.uk/ikramer.htm
http://www.patientvoices.org.uk/mclarke.htm
http://www.patientvoices.org.uk/mclarke.htm
http://www.patientvoices.org.uk/eallen.htm
http://www.patientvoices.org.uk/eallen.htm
http://www.patientvoices.org.uk/dclark.htm
http://www.patientvoices.org.uk/dclark.htm
http://www.patientvoices.org.uk/aryan.htm
http://www.patientvoices.org.uk/aryan.htm
http://www.patientvoices.org.uk/gjdesa.htm
http://www.patientvoices.org.uk/gjdesa.htm
http://www.patientvoices.org.uk/cbruce.htm
http://www.patientvoices.org.uk/cbruce.htm
http://www.patientvoices.org.uk/npsa.htm
http://www.patientvoices.org.uk/npsa.htm
http://www.patientvoices.org.uk/newham.htm
http://www.patientvoices.org.uk/newham.htm
http://www.patientvoices.org.uk/easybreathing.htm
http://www.patientvoices.org.uk/easybreathing.htm
http://www.patientvoices.org.uk/sth.htm
http://www.patientvoices.org.uk/sth.htm
http://www.patientvoices.org.uk/champions.htm
http://www.patientvoices.org.uk/champions.htm
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2016 NHS England To create stories with NHS Staff (five workshops) 

intended to find out what really matters to them, in 

acknowledgement of the interconnectedness 

between the staff experience and the patient 

experience (The DNA of Care) 

www.patientvoices.org.uk/dna

oc.htm  

2015 NHS Health 

Education 

North East 

To create stories with staff as well as family carers to 

reveal key themes for people involved in end of life 

care and provide the foundation for an online, 

interprofessional resource for clinicians working in 

end of life care 

www.patientvoices.org.uk/ipei

neolc.htm  

2006 NHS Heart 

Improvement 

Programme 

To create stories with staff and patients celebrating 

the work of the Heart Improvement Programme 

www.patientvoices.org.uk/hip.

htm  

2014 NHS Improving 

Quality 

To create stories about change as part of the School 

for Health and Care Radicals 

Mostly not released to Patient 

Voices website, but please see: 

www.patientvoices.org.uk/flv/

0848pv384.htm  

2016 NHS Improving 

Quality 

To design and deliver a 1.5 hour ‘Edge Talk’ webinar 

about storytelling for transformational change 

http://theedge.nhsiq.nhs.uk/th

e-power-of-storytelling-as-a-

force-for-transformational-

change/  

2016 NHS Improving 

Quality 

To teach citizens storytelling, listening and editing 

skills to enable them to record Citizen Reported 

Outcomes for use in education, training and service 

improvement 

For internal use 

2008 NHS Institute 

for Innovation 

and 

Improvement 

To create stories about the experiences of people 

with diabetes as inpatients for use in service 

improvement and redesign and as part of the ‘Think 

Glucose’ toolkit 

www.patientvoices.org.uk/nhsi

i.htm  

2013 NHS Institute 

for Innovation 

and 

Improvement 

with Barts and 

the London 

NHS Trust  

Part of the Both Sides Now! Project intended to 

gather stories from patients and staff about the same 

issue in order to inform action and improvement – 

the focus was on safety (Patient Feedback Challenge 

award) 

www.patientvoices.org.uk/com

ingtogether.htm   

2014 NHS Institute 

for Innovation 

and 

Improvement 

with 

Manchester 

Mental Health 

and Social Care 

NHS Trust  

Part of the Both Sides Now! Project intended to 

gather stories from patients and staff about the same 

issue in order to inform action and improvement – 

the focus was on mental health (Patient Feedback 

Challenge award) 

www.patientvoices.org.uk/wor

kingtogether.htm  

2013 NHS Institute 

for Innovation 

and 

Improvement 

with Princess 

Alexandra 

Hospital  

Part of the Both Sides Now! Project intended to 

gather stories from patients and staff about the same 

issue in order to inform action and improvement – 

the focus was on learning disability (Patient Feedback 

Challenge award) 

www.patientvoices.org.uk/lear

ningtogether.htm  

http://www.patientvoices.org.uk/dnaoc.htm
http://www.patientvoices.org.uk/dnaoc.htm
http://www.patientvoices.org.uk/ipeineolc.htm
http://www.patientvoices.org.uk/ipeineolc.htm
http://www.patientvoices.org.uk/hip.htm
http://www.patientvoices.org.uk/hip.htm
http://www.patientvoices.org.uk/flv/0848pv384.htm
http://www.patientvoices.org.uk/flv/0848pv384.htm
http://theedge.nhsiq.nhs.uk/the-power-of-storytelling-as-a-force-for-transformational-change/
http://theedge.nhsiq.nhs.uk/the-power-of-storytelling-as-a-force-for-transformational-change/
http://theedge.nhsiq.nhs.uk/the-power-of-storytelling-as-a-force-for-transformational-change/
http://theedge.nhsiq.nhs.uk/the-power-of-storytelling-as-a-force-for-transformational-change/
http://www.patientvoices.org.uk/nhsii.htm
http://www.patientvoices.org.uk/nhsii.htm
http://www.patientvoices.org.uk/comingtogether.htm
http://www.patientvoices.org.uk/comingtogether.htm
http://www.patientvoices.org.uk/workingtogether.htm
http://www.patientvoices.org.uk/workingtogether.htm
http://www.patientvoices.org.uk/learningtogether.htm
http://www.patientvoices.org.uk/learningtogether.htm
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2011 NHS Lothian 

with the 

Scottish Centre 

for Telehealth 

To create stories with people with COPD who had 

taken part in an initiative designed to offer more 

accessible pulmonary rehabilitation classes by using 

digital video conferencing 

www.patientvoices.org.uk/sth.

htm  

2004 NHS 

Modernisation 

Agency 

To design a conference for carers as part of the 

campaign for greater recognition and improved care 

for carers, using digital stories as prompts and 

provocations 

www.patientvoices.org.uk/care

rsconf2004.htm  

2006 NHS Scotland 

ISD 

To provide consultancy and adapt Patient Voices 

methodology for use with people homebound with 

COPD to contribute to service redesign 

Stories created for internal use 

and learning for staff 

2006 NHS Tayside To gather stories that reveal unsafe practices in the 

hope of promoting safer care 

www.patientvoices.org.uk/nhst

ay.htm  

2006 NHS Working 

in Partnership 

Programme 

(WiPP) 

To create stories with patients and staff celebrating 

the benefits of working together in creative and 

enlightened ways 

www.patientvoices.org.uk/wip

p.htm  

2006 North East 

Yorkshire and 

North 

Lincolnshire 

Strategic 

Health 

Authority 

To work with small teams to develop stories that 

provide insight into collaborative and 

interprofessional working for a range of conditions 

across the SHA 

www.patientvoices.org.uk/ney

nl.htm  

2013 North 

Middlesex 

University  

Hospital NHS 

Foundation 

Trust 

To create stories with mothers and midwives about 

maternity services provided by the Trust in the hope 

of identifying opportunities for improvement 

www.patientvoices.org.uk/nmx

.htm  

2012 Norwegian 

Museum of 

Science and 

Technology 

To teach museum staff the Patient Voices reflective 

digital storytelling methodology using iPads and 

explore with them ways in which they might use the 

process and the stories 

Stories created for internal use 

and learning for staff 

2013 Oslo and 
Akershus 
University 
College of 
Applied 
Sciences 

 

To teach the Patient Voices reflective digital 

storytelling methodology to  academic staff working 

in healthcare and explore with them ways in which 

they might use the process and the stories 

Stories created for internal use 

and learning for staff 

2012 Oslo City 

Museum 

To deliver the keynote presentation about creating 

digital stories with people with dementia at the 

Meeting with Memories conference 

www.patientvoices.org.uk/pdf/

presentations/Meeting%20me

mories%20Oslo%20Dec%20201

2.pdf  

2009 Poor Servants 

of the Mother 

of God 

To facilitate a workshop in which Sisters could 

experience and explore the benefits of reflective 

digital storytelling within their organisation 

Stories created for internal use 

and learning for staff 

2016 Princess 

Alexandra 

Hospital NHS 

Foundation 

Trust 

To create stories with medical doctors, from newly 

qualified to very experienced in order illuminate their 

experiences and for use in education and training 

Not yet complete 

http://www.patientvoices.org.uk/sth.htm
http://www.patientvoices.org.uk/sth.htm
http://www.patientvoices.org.uk/carersconf2004.htm
http://www.patientvoices.org.uk/carersconf2004.htm
http://www.patientvoices.org.uk/nhstay.htm
http://www.patientvoices.org.uk/nhstay.htm
http://www.patientvoices.org.uk/wipp.htm
http://www.patientvoices.org.uk/wipp.htm
http://www.patientvoices.org.uk/neynl.htm
http://www.patientvoices.org.uk/neynl.htm
http://www.patientvoices.org.uk/nmx.htm
http://www.patientvoices.org.uk/nmx.htm
http://www.patientvoices.org.uk/pdf/presentations/Meeting%20memories%20Oslo%20Dec%202012.pdf
http://www.patientvoices.org.uk/pdf/presentations/Meeting%20memories%20Oslo%20Dec%202012.pdf
http://www.patientvoices.org.uk/pdf/presentations/Meeting%20memories%20Oslo%20Dec%202012.pdf
http://www.patientvoices.org.uk/pdf/presentations/Meeting%20memories%20Oslo%20Dec%202012.pdf
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2010 RCN in 

collaboration 

with INTEL 

To create digital stories about the success of a 

telehealth project for people with COPD living on a 

remote Scottish Island   

www.patientvoices.org.uk/tele

health.htm  

2007 RCN 

Professional 

Development 

Framework 

To create stories offering insights into what RCN 

members really want from the organisation 

www.patientvoices.org.uk/rcnp

df.htm  

2007 RCN Quality 

Improvement 

Programme 

To create digital stories about continence care in care 

homes to be incorporated into an e-learning resource 

www.patientvoices.org.uk/rcnq

ip.htm  

2015 Roffey Park 

Institute 

To create stories with a range of staff (from the CEO 

to the man with learning disabilities who works in the 

kitchen) about the ways in which the organisation’s 

values (such as compassion and the importance of 

community) play out in every day working life 

www.patientvoices.org.uk/roff

ey.htm  

2006 Saigei and 

Wexham Park 

Hospital 

To create stories about patient care and patient 

safety as part of a larger improvement initiative 

Stories created for internal use 

and learning for staff 

2008 Saskatoon 

Health 

Authority 

To create stories that would form part of the 

evaluation of a Live Well™ project undertaken with 

First Nation peoples in Saskatchewan 

www.patientvoices.org.uk/sask

.htm  

2009  Sheffield City 

Council 

To create stories to illuminate the experiences of 

people caring for family members affected by serious 

mental illness for use in training and to identify 

support needs 

www.patientvoices.org.uk/shef

fcc.htm  

 

2011 Sheffield City 

Council 

To create stories with people from BME communities 

to illuminate the experiences of people caring for 

family members affected by serious mental illness for 

use in training and to identify support needs 

www.patientvoices.org.uk/shef

fcc2.htm 

2008 Sheffield 

Hallam 

University 

Stories to provide insight into the lives of people 

affected by mental health issues as a means of 

engaging and involving service users and carers in the 

education of healthcare students 

www.patientvoices.org.uk/shu.

htm  

2008  Society of the 

Holy Child 

Jesus 

To create stories initially for use in promoting the 

society, contributing to recruitment strategy and for 

use in international convocations to reflect on and 

prompt discussions about values and vows 

www.patientvoices.org.uk/shcj.

htm  

2008 Society of the 

Holy Child 

Jesus 

To create stories with the community’s most elderly 

sisters so that they could be preserved and also to 

reveal the importance of community and vocation to 

individual and collective wellbeing 

www.patientvoices.org.uk/shcj.

htm  

2010 South Essex 

NHS 

Partnership 

Trust 

To create stories of leadership from members of the 

Board 

www.patientvoices.org.uk/sept

.htm  

2015 South London 

and the 

Maudsley NHS 

Foundation 

Trust 

Part of the ‘Power of Story’ project which aims to 

gather the unique experiences, life stories and 

thoughts of service users, relatives, carers and staff: 

these stories were intended to illuminate the 

experiences of working and being cared for in a 

specialist care home for people with dementia 

www.patientvoices.org.uk/pos.

htm  

http://www.patientvoices.org.uk/telehealth.htm
http://www.patientvoices.org.uk/telehealth.htm
http://www.patientvoices.org.uk/rcnpdf.htm
http://www.patientvoices.org.uk/rcnpdf.htm
http://www.patientvoices.org.uk/rcnqip.htm
http://www.patientvoices.org.uk/rcnqip.htm
http://www.patientvoices.org.uk/roffey.htm
http://www.patientvoices.org.uk/roffey.htm
http://www.patientvoices.org.uk/sask.htm
http://www.patientvoices.org.uk/sask.htm
http://www.patientvoices.org.uk/sheffcc.htm
http://www.patientvoices.org.uk/sheffcc.htm
http://www.patientvoices.org.uk/sheffcc2.htm
http://www.patientvoices.org.uk/sheffcc2.htm
http://www.patientvoices.org.uk/shu.htm
http://www.patientvoices.org.uk/shu.htm
http://www.patientvoices.org.uk/shcj.htm
http://www.patientvoices.org.uk/shcj.htm
http://www.patientvoices.org.uk/shcj.htm
http://www.patientvoices.org.uk/shcj.htm
http://www.patientvoices.org.uk/sept.htm
http://www.patientvoices.org.uk/sept.htm
http://www.patientvoices.org.uk/pos.htm
http://www.patientvoices.org.uk/pos.htm
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2014 South 

Staffordshire 

and Shropshire 

NHS 

Foundation 

Trust 

To create stories that provide insights into living with 

mental illness for use in training, patient engagement 

and Board meetings 

www.patientvoices.org.uk/pd.h

tm  

2015 South 

Staffordshire 

and Shropshire 

NHS 

Foundation 

Trust 

To create stories that provide insights into living with 

dementia for use in training, patient engagement and 

Board meetings 

www.patientvoices.org.uk/lwd.

htm  

2013 South Tees 

Hospitals NHS 

Foundation 

Trust 

To create stories with staff that would help to provide 

closure on a very challenging time in the history of the 

ward – and to serve as prompts and tools in OD work 

www.patientvoices.org.uk/ht.h

tm  

2015 Swiss 

Development 

Corporation 

To provide consultancy and additional facilitation on a 

large workshop with staff working in developing 

countries to create stories about their experiences, 

intended for use within the organisation 

Stories created for internal use 

and training for staff 

2013 Teeside 

University 

Part of a research project exploring the use of digital 

storytelling as a way of teaching compassion to 

physiotherapists (due to the nature of the research, 

only one story was released) 

www.patientvoices.org.uk/flv/

0682pv384.htm  

2011 The Health 

Foundation 

(Closing the 

Gap 

Programme) 

To facilitate the creation of stories in the aftermath of 

the Francis Report into the failings at Mid 

Staffordshire Hospital to provide insights into the 

experiences of people who had gone through the 

official complaints process to inform the design and 

development of a new complaints process 

www.patientvoices.org.uk/spe

akingup.htm  

2014 UK Higher 

Education 

Academy 

To create stories about experiences of 

interprofessional education 

Stories created for internal use 

and training for staff 

2011 University of 

Abertay 

Stories to offer insights into living with dementia, to 

be incorporated into e-learning course intended to 

teach compassion and emotional intelligence 

www.patientvoices.org.uk/dc.h

tm  

2008 University of 

Colorado 

College of 

Nursing 

To provide consultancy to StoryCenter as they 

explored the use of digital storytelling as a potential 

reflective methodology in healthcare education. The 

Nurstory project has continued to collect stories from 

nurses and nursing faculty. 

http://milehighstories.com/?pa

ge_id=21  

www.patientvoices.org.uk/flv/

0369pv384.htm  

2008 University of 

Huddersfield 

To provide an opportunity for staff to experience the 

Patient Voices approach to digital storytelling and to 

serve as a team bonding activity 

www.patientvoices.org.uk/uh.h

tm  

2008 University of 

Leeds Medical 

School 

To create digital stories about the experiences of 

people living with rheumatoid arthritis in order to 

inform the design and development of appropriate 

devices and services 

www.patientvoices.org.uk/wr.h

tm  

http://www.patientvoices.org.uk/pd.htm
http://www.patientvoices.org.uk/pd.htm
http://www.patientvoices.org.uk/lwd.htm
http://www.patientvoices.org.uk/lwd.htm
http://www.patientvoices.org.uk/ht.htm
http://www.patientvoices.org.uk/ht.htm
http://www.patientvoices.org.uk/flv/0682pv384.htm
http://www.patientvoices.org.uk/flv/0682pv384.htm
http://www.patientvoices.org.uk/speakingup.htm
http://www.patientvoices.org.uk/speakingup.htm
http://www.patientvoices.org.uk/dc.htm
http://www.patientvoices.org.uk/dc.htm
http://milehighstories.com/?page_id=21
http://milehighstories.com/?page_id=21
http://www.patientvoices.org.uk/flv/0369pv384.htm
http://www.patientvoices.org.uk/flv/0369pv384.htm
http://www.patientvoices.org.uk/uh.htm
http://www.patientvoices.org.uk/uh.htm
http://www.patientvoices.org.uk/wr.htm
http://www.patientvoices.org.uk/wr.htm
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Year Sponsor Aims of project Weblink 

2008 University of 

Leeds Medical 

School 

To create digital stories about living with persistent 

cough for use in education and training 

www.patientvoices.org.uk/pcgr

.htm  

2008 University of 

Leicester 

Medical School 

Digital storytelling as a means of teaching reflection 

to medical students 

www.patientvoices.org.uk/lssc.

htm  

2009 University of 

Liverpool 

To create stories about patient involvement and its 

benefits for use in teaching  

www.patientvoices.org.uk/ul.h

tm  

2016 University 

College 

London 

Hospitals NHS 

Foundation 

Trust  

To create stories with clinicians working in the 

complex pain team, and some of their patients, for 

use in education and training and a second workshop 

with patients who have had treatment from the 

complex pain team 

Not yet complete 

2009 University of 

Nottingham 

School of 

Health 

Sciences 

Storytelling with newly-qualified nurses as an 

opportunity to reflect on difficult experiences and to 

create stories for use in developing strategies to 

support future students 

www.patientvoices.org.uk/un.h

tm  

2010 University of 

Nottingham 

School of 

Health 

Sciences 

Stories created by Allied Health Professionals to 

reflect the importance of interprofessional working, 

including with patients and carers 

www.patientvoices.org.uk/una

hp.htm  

2010 University of 

Nottingham 

School of 

Education 

To create stories with staff and students working in 

Nottingham and in Malaysia, to share experiences 

and promote international collaboration 

www.patientvoices.org.uk/unt

esol.htm  

2014 World Health 

Organisation 

and Grand 

Challenges 

Canada 

To create stories with parents of children suffering 

brain damage from malaria to communicate results of 

a ten-year research study into a new drug 

www.patientvoices.org.uk/savi

ngbrains.htm  

http://www.patientvoices.org.uk/pcgr.htm
http://www.patientvoices.org.uk/pcgr.htm
http://www.patientvoices.org.uk/lssc.htm
http://www.patientvoices.org.uk/lssc.htm
http://www.patientvoices.org.uk/ul.htm
http://www.patientvoices.org.uk/ul.htm
http://www.patientvoices.org.uk/un.htm
http://www.patientvoices.org.uk/un.htm
http://www.patientvoices.org.uk/unahp.htm
http://www.patientvoices.org.uk/unahp.htm
http://www.patientvoices.org.uk/untesol.htm
http://www.patientvoices.org.uk/untesol.htm
http://www.patientvoices.org.uk/savingbrains.htm
http://www.patientvoices.org.uk/savingbrains.htm
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Appendix 2: Contribution to publications 

The following table shows the contribution I have made to each of the publications 

included in this thesis.  

RDPUB forms, confirming my contribution to the papers and signed by the other authors 

are included on the following pages. 

Year of 

publication 
Title of publication Authors 

% 

contributi

on 

2011 
Tell me a story: a conceptual exploration of 

storytelling in healthcare 

Carol Haigh and  

Pip Hardy 
40 

2011 
Challenging the shock of reality through digital 

storytelling 

Gemma Stacey and 

Pip Hardy 
30 

2012 

Dangling conversations: reflections on the 

process of creating digital stories with people 

with early stage dementia 

Rosie Stenhouse, Jo 

Tait, Pip Hardy and 

Tony Sumner 

25 

2014 

Our stories ourselves: exploring identities, 

sharing experiences and building relationships 

through Patient Voices 

Pip Hardy and  

Tony Sumner 
75 

2014 The journey begins Pip Hardy 100 

2015 

First do no harm: developing an ethical process 

of consent and release for digital storytelling in 

healthcare 

Pip Hardy 100 

2017 
Physician know thyself: digital storytelling with 

medical students 
Pip Hardy 100 

2017 
Digital storytelling with users and survivors of 

the UK mental health system 

Pip Hardy and  

Tony Sumner 
90 
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Appendix 3: Contracts for publications in press 
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