STORY
GATHERING
TOOLKIT
"Every story matters"

Preamble
This Story Gathering Toolkit starts with its own story:
‘In 2014 an experience of healthcare was re-directed by a colleague in practice who had a ‘story’ that
had come to their attention initially prompted from a complaint. They introduced the person sharing
their story to the lead for the User and Carer Involvement at a School of Nursing and Midwifery. The
School had been applying patient experience to healthcare education for many years however
gathering this story proved to be a challenge as there was potential for the story teller to return to
pursing their complaint and initially there was concern expressed about this.
There were many lessons learnt from this story gathering experience which prompted the researchers
of this project to determine how other story gatherers in healthcare related organisations were
addressing these challenges. The story teller in this situation was focused on others learning from their
experience. This did happen and was communicated to the story teller via evaluations of the story
telling events that continue to take place. More personal dialogue achieved indirectly via the story
gatherer from students who were particularly influenced by the sharing of the story was also
communicated to the story teller.
The powerful experience shared in this story maintained a focus and motivation to produce a ‘Story
gathering Toolkit’. It is the generosity of individuals and organisations who responded to a national call
out to share story gathering information that this toolkit has evolved. The toolkit has also been informed
by a scoping of published information both in peer reviewed journal articles and grey literature’
We are now at the stage of ‘testing’ this toolkit in the areas of healthcare education, research and in the
implementation of research findings. Following feedback from these areas we aim to pursue the
testing of the toolkit in healthcare practice.
Following your consent to review this toolkit in your role as a story gatherer you are joining us on this
journey of co-production.
The Story Gathering Project Team
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Introduction
What the toolkit can be used for
This toolkit has been developed with the aim of being a central point of information to support the
gathering of stories to improve healthcare. For example this toolkit could be used to gather stories in
the following environments:

providers of health and social care - NHS Trusts, County Councils, statutory, private, or
voluntary sector/charitable organisations for service evaluation and development, the handling of
complaints and the sharing of good practice
providers of health and social care education - Higher Education Institutes, Colleges of Further
Education as learning resources to inform the future and current workforce
providers of research innovation - Research Institutes when working with patients and members
of the public as change agents sharing stories to support the transfer of research findings into
everyday practice.

Definitions
Story

Any experience relating to health and /or social care that informs the future provision of care. For
example it could be a staff member sharing their experience of working with a patient using a new
assessment tool , a patient sharing their experience of care, a student sharing their experience of
working with a specialist practitioner, an implementation team working with lay members to transfer
research findings into practice (by sharing own experiences of how the research findings have
improved their health and wellbeing).

Story gatherer

The individual who gatherers the story e.g. nurse, social worker, physiotherapist, Patient Experience
Lead, Patient Advice and Liaison Service (PALS) representative, officially recognised volunteer,
health /social care student, individual employed whose job role includes gathering stories to inform
quality care.

Story teller

The individual who tells the story e.g. an employee, student,
patient, carer, family member, individual who is involved with
or has contact with health/social care who aims to share their
story to inform quality care.

Evidence based
resource
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How to use this toolkit
This toolkit has been structured for you to use individual sections as you require or in its entirety.
The toolkit structure flow diagram is colour coded into sections:

Introduction sections and acknowledgements
Resources/information that you need in place to support effective story gathering.
Processes involved in story gathering
Acting on the information relating to the story gathered

Toolkit structure
Introduction
The use of
stories

What format
to use to
share the
story

How the
story
impacts

How stories
arise

The roles of
story
gatherer and
story teller

Support for
the story
teller

What is the
story used
for?

How to
analyse the
story

Getting the
best use out
of the story

Early
preparation /
things to
consider

Ethical
consent

Feedback
mechanisms
differing
levels

Ongoing
support

Actions
resulting
from stories

Sustainability
/ Maintaining
Motivation

Acknowledgements
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Section content
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The use of stories
Stories are told by individuals from their own perspective and can provide us with an opportunity to
understand their experience.
The story provides useful insight and does not require ‘proof.’ It is this insight that is important
because in health and social care the experience matters!
This experience matters to people receiving care, their relatives or carers, staff providing care,
managers of services, and people who make decisions about funding care.
It matters because we can achieve understanding of all aspects of care delivery to:
celebrate and share good practice
identify areas for improvement to improve services
educate e.g. patients/relatives/carers/students studying
health /social care/other professionals
support the adoption of new ways of working or
new treatments from research findings into practice
(knowledge mobilisation).

"Stories should
educate, inform and
inspire"
Lancashire Care NHS
Foundation Trust

How individuals perceive their experiences or understand
situations is just as important as gathering FACT.
This INSIGHT is the KEY to designing and organising services around
the needs and preferences of patients rather than the needs and preferences of services. This
supports individuals to make informed decisions and those supporting them how best to.
EXAMPLE
INSIGHT - Patients who do not understand the appropriate use of antibiotics also may incorrectly
believe that antibiotics can be used to treat any illness.
“The average person probably thinks that whenever you feel bad, you can have an antibiotic. I don’t
know a lot but I do know that it depends on what’s wrong with you… whether it will help you or not.
But because they usually work so fast, people just [say], ‘Oh just give me an antibiotic.’”
Davis, M. E., Liu, T. L., Taylor, Y. J., Davidson, L., Schmid, M., Yates, T., Scotton, J.,Spencer, M. D.
(2017). Exploring Patient Awareness and Perceptions of the Appropriate Use of Antibiotics: A MixedMethods Study. Antibiotics (Basel, Switzerland), 6(4), 23. doi:10.3390/antibiotics6040023
KEY - Education targeted to public that antibiotics are not always the answer and not to demand
them if health care professionals say you do not need them.
FACT- ‘Taking antibiotics when they are not needed accelerates emergence of antibiotic resistance,
one of the biggest threats to global health.’ ‘Antibiotics don’t cure viruses like cold and flu.’ (World
Health Organisation 2017).
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Position statement
To achieve this INSIGHT there is a requirement for organisations to be clear on how they use story
telling and the value they place on it to inform service improvement and individual care.
This INSIGHT builds engagement into improvement approaches recognising:
patient experience as a fundamental tool to achieve person centred pathways
carer experience as a fundamental tool to achieve care that supports both the
individual requiring care and the needs of the carer
staff experience as a fundamental tool to successfully operationalise the above
points whilst also supporting the well-being, motivation and retention of a dedicated
workforce.
There is a need to foster trust and confidence in the process of story telling from initial telling of the
story through to actions that result from the story telling. Sharing personal experience takes time,
physical and emotional investment.
A position statement should be visible and clearly express organisational commitment to supporting
individuals through the story telling process and acting on findings.
Strong leadership is essential for creating and sustaining a supportive environment for storytelling.
Effective leaders:
Clearly communicate a position statement related to the use of stories to improve
healthcare.
Provide the necessary infrastructure and resources
Involve and support staff in story gathering and story telling initiatives
Integrate story telling initiatives into strategies for service improvement, healthcare
education and transferring research findings into everyday practice (knowledge
mobilisation).
Need to justify the use of stories?
Coulter, A., Fitzpatrick, R., Cornwell, J. (2009). The Point of Care Measures of
patients' experience in hospital: purpose, methods and uses. London: The King's Fund.
Jha, V., Buckley, H., Gabe, R., Kanaan, M., Lawton, R., Melville, C., Quinton, N.,
Symons, J., Thompson, Z., Watt, I., Wright, J. (2015). Patients as teachers: a
randomised controlled trial on the use of personal stories of harm to raise awareness
of patient safety for doctors in training. BMJ Wual Saf 23 21-30. DOI: 10.1136/bmjqs-2014-002987
Pederson, A.R. (2015). The role of patient narratives in healthcare innovation: supporting translation and meaning
making. Journal of Health Organization and Management. 30 (2) 244-257. DOI: 10.1108/JHOM-01-2015-0007
Snow, R., Crocker, J., Talbot, K., Moore, J., Salisbury, H. (2016). Does hearing the patient perspective improve
consultation skills in examinations? An exploratory randomized controlled trial in medical undergraduate
education. Medical Teacher 38 (12) 1229-1235. DOI: 10.1080/0142159X.2016.1210109
Information that can be adapted to embed story telling into your organisations strategies for
improvement of healthcare
Agency for Healthcare Research and Quality (2017). Guide to Patient and Family Engagement in Hospital Quality
and Safety.
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How stories arise
Stories can arise from several sources. They can be
purposely sought out, be opportunistic, volunteered or arise
from a formal process
e.g. compliment or complaints procedure.
It is important to determine from the very beginning of the
story the 5 Ws:

"Stories communicate our
values through emotions
and there is nothing more
powerful"
Leading for change – NHS
Institute for Innovation and
Improvement 2011

These answers will support the process for story telling by
Providing direction to any guidelines/protocols already in place e.g.
safeguarding
Managing expectations from both story teller and gatherer
Determining resources
Agreeing a way forward that is achievable for the story teller, gatherer and
related employer/care provider
Checking existing story telling processes for any gaps or areas that require
development
AGREEING AN INITIAL PLAN informed by how the story arises.
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Key points
Organisations need to be prepared to support both story gatherers and story
tellers.
Organisations and the individuals gathering the stories need to be prepared to
respond appropriately to supporting the story teller and the story being told.
Story tellers need an agreed plan identifying how, where and when their story will
be gathered, used and outcomes shared.
Link to the related sections of this toolkit for further information.

Example of a model of story applications: ‘1 Story – 4
Applications: Collecting stories for 1000 Lives Plus’
NHS Wales Tools for Improvement 6. 1000 Lives Making
patient safety a priority. Learning to use Patient Stories. pg 21.
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The roles of story
gatherer and story teller
The story gatherer should:
"Taking a story could be compared to
talking to a friend. You listen, prompt
them to continue at times, or explain
something differently to aid
understanding. It is not your role to give
your opinion, advice or recommendation;
it is your role to help the story teller
talk."
NHS Wales Tools for Improvement 6.
1000 Lives Making patient safety a
priority. pg 12

have undergone a Disclosure and Barring
Service Check depending on the nature of
contact
they have with the storyteller when obtaining
their story i.e. all staff in direct contact with
patients and service users will require
appropriate checks, organisations should
consider the implications for volunteers
be an individual who is not directly involved
with the story teller
if external to the organisation you may need to
meet internal policies such as setting up an
honorary contract
be identifiable to the story teller i.e. carry an
ID badge or letter of authorisation that can be
checked
be approachable and able to put people at
ease

maintain their own safety and safety of the story teller e.g. abide by organisations Lone Worker
policy, Safeguarding policy
promote active participation considering support mechanisms and minimising any barriers:
- date, time and duration of storytelling activity e.g. considering any care/treatment regimes,
carer responsibilities, work commitments
- accessible environment e.g. mobility, sensory impairment
- supportive environment e.g. avoiding place of care or work
- involvement of third parties e.g. friend, relative, carer
- if normally wear a uniform at work, wear everyday clothes to the story gathering activity
have experience in the following and/ or have been prepared by training agreed by the organisation
providing care in the case of patients or employer for staff:
sufficiently prepare the story teller i.e. verbal and written information, written consent and
right to stop the process of storytelling
demonstrate active listening skills
be prepared to listen to distressing stories and respond appropriately
skilled in questioning technique avoiding leading or bias question
abide by organisations Confidentiality policy
abide by General Data Protection Regulation (GDPR)
able to redirect the story teller to a complaints process in a timely way should any concerns
be raised about the story telling process
have access to support throughout the process of story gathering.
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Patients/family/carers as story gatherers
may put other patients/family/carers who are telling their stories at ease being viewed as a person in a similar
position
can bring insight to the gathering of information from other patients/carers that a healthcare professional may
be blinkered to
Patients as story tellers
may not be well or have potential for their condition to fluctuate
may need a carer or responsible person to support them
may feel compromised if still in receipt of care or have the potential for future contact
may need encouragement to share positive and negative experience
need to have trust in the person they are sharing their story with
can capture journeys of care across health and social care, primary and and secondary care, private and
and voluntary sector
Family/carers as story tellers
may need guidance in sharing their story as a carer and not the experience of the person they are caring for
may feel compromised if the person they care for is still in receipt of care or have the potential for future
contact
may need encouragement to share positive and negative experience
need to have trust in the person they are sharing their story with
Staff as story tellers
keep staff engaged using language and values that motivate them
carry out sensitive story gathering
have dedicated time to achieve their story gathering role
Staff as story gatherers from multi disciplinary teams
have differing backgrounds varied interpretations – ‘hear’ different things.
an produce outcomes with cross sector coordination and multi professional skills.
helps to ensure an ethical approach is followed at all times
Staff as story tellers
can have experiences that affect their wellbeing and the quality of care they offer
need to have trust in the person they are sharing their story with
maybe uncomfortable about criticising their workplace
may worry about receiving criticism from patients
may find it difficult to achieve time to tell their story in busy work schedules
Students as story gatherers
must be aware of the boundaries in which they are gathering the stories i.e. as an educational exercise
be fully prepared with a named member of staff for support
must ensure that ownership and the responsibility of the material collected is clearly placed with the
educational organisation
can be applied as an educational activity to gain confidence, develop skills and acquire new knowledge.
Students as story tellers
peer to peer story telling helps to build confidence
has potential to inform with ‘fresh eyes’
can be applied as an educational activity to gain confidence, develop skills and acquire new knowledge.
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Support for the story teller
Giving your personal story can be very empowering but also might be a difficult thing for someone to do. Story
tellers may be nervous and become distressed if they disclose sensitive or upsetting information. Also people
might be worried about travel arrangements and what might happen during the time spent telling their story.
Therefore, it is important that appropriate support is given to the story teller. Support can be either emotional and
practical support, or both.
Before the time identified obtain the story:
provide the story teller with adequate information that is easy to understand and explicit about what will
actually happen
let the person decide where the telling of their story will take place
invite them to bring along a friend, family member or carer for moral support
agree a convenient time and be sure to check this with the story teller on the day agreed to obtain their story
make sure all involved are clear about directions and travel arrangements
Also depending on the circumstance for example a patient sharing a story:
you may also decide to give the story teller vouchers or payment for their time
offer to pay for any travel expenses
offer to provide expenses for a carer to attend or if the story teller is a carer themselves to provide expenses
to cover costs of providing a carer enabling involvement of the story teller.
During the time identified obtain the story:
make sure that the storyteller feels comfortable to talk. Don’t pressurise the person into giving their story
be empathetic, sensitive, non-judgemental, and able to inspire trust
reassure the story teller that if they make negative comments their future care (patients) or employment (staff)
will not be affected
be aware of personal reactions and how they can influence the storyteller, e.g if they make a criticism
Also, consider schedule in time beforehand and afterwards for a supportive debrief, or arrange psychosocial
support from within the team or from outside services, e.g. a patient-support phone line or staff within the
clinical team (for patients), or counselling services (for staff).

Take home message
Think about the practical and emotional needs of
the storyteller:
be prepared to offer appropriate support, if
required
consider the environment and timing of when
the story telling will take place
encourage story tellers to discuss negative
experiences openly without fear or affecting
care, employment
have process in place for reimbursement of
‘out of pocket expenses’ .

"Story telling can be an emotional
experience for both the patient and
the person taking the story"
Patient Safety ‘How to’ guide
supplement: Using patient stories
with boards.
Patient Safety First pg 7
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Guidelines International Network (G-I-N) (2015) G-I-N Public Toolkit: Patient and Public
Involvement in Guidelines. Scotland: Guidelines International Network.
NHS Wales Tools for Improvement 6. 1000 Lives Making patient safety a priority.
Learning to use Patient Stories. Section 6 When and where to collect the story pg 14.
Patient Safety First. Leadership for safety, ‘How to’ guide supplement:
Using patient stories with boards pg 6-7
https://patientsafety.health.org.uk/resources/using-patient-stories-boards
Shropshire Community Health NHS Trust.
Using stories to improve Patient,Carer and Staff experiences and outcomes.
Section 4. Work with and supporting the story teller.
Shropshire Community Health NHS Trust.
https://www.england.nhs.uk/6cs/wp-content/uploads/sites/25/2015/09/scht-storytellingtoolkit.pdf
The Point of Care Foundation: Evidence Based Co-design. Step by step guide. Section 3
Making the case for the project. Online resource
https://www.pointofcarefoundation.org.uk/resource/experience-based-co-design-ebcdtoolkit/
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What is the story used for?
Commissioning - to achieve a formal process to
improve service quality. Important because it has the
potential to create a patient and consumer services
culture.
Organisational - to achieve quality improvement
depending on front line staff to generate fast
improvement cycles where they deliver their work.
Important because it has the potential to motivate
staff by seeing quick results that directly improve
patient care and service level outcome measures.

‘I need to realise that each
patient has a story that far
exceeds the health history taken
in the hospital’ Senior Student.
Schwartz, M., Abbott, A. (2006).
Storytelling: A clinical
application for undergraduate
nursing students. Nurse
Education in Practice. 7 pg 182

Board Level – to spread the use of stories for quality improvement and increase
organisational confidence in using both positive and negative stories. Important because
it has the potential to support the ethical use of stories at all levels if a co-ordinated
approach is achieved with executive support.
Moral/person centred - to give the individual space to tell their story with or without a
specific aim. Important because learning from the experience of the person on the front
line i.e. patient, staff, student. A greater awareness of their needs can lead to
improvements in patient, staff and student experience and ultimately the aims of the
organisation.
Clinical – as part of a recovery plan. Important as a therapeutic intervention.
Educational – to develop current and future workforce with ‘patients as partners’.
Important because this knowledge together with professional and clinical knowledge
supports the learner in achieving informed care decisions with the individuals they care
for and individualised care in their respective healthcare settings. Supports Education
Standard requirements for healthcare professionals e.g. General Medical Council,
Nursing and Midwifery Council
! Caveat
Stories are not suitable for all situations. Other means of gathering information could be used e.g.
use of questionnaires, structured/semi-structured interviews, focus groups, use of diaries.
Coulter, A., Fitzpatridck, R., Cornwell, J. (2009). The Point of Care Measures of patients'
experience in hospital: purpose, methods and uses. London: The King's Fund.
Differing ways of collecting patient information
de Silva, D. (2013) No. 18 Measuring patient experience. London: The Health Foundation.
Identifies strengths and limitations of Evidence Based Co-Design strategies.
Donnetto, S., Pierri P., Tsianakas, V., Robert, G. (2017) Experience-based Co-design and
Healthcare improvement: Realizing Participatory Design in the Public Sector. The Design Journal
18:2 227-248.http://doi.org/10,2752/175630615X14212498964312
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Ethical consent
Story gathering can be a data collection method within a research study. In this situation a research
protocol will exist which includes the required ethical process for achieving consent for the story
teller who would be a participant of the research project.
However stories are increasingly used for service improvement, healthcare education and the
transfer of research findings into everyday practice that are not achieved within the boundaries of
research governance. In these situations ethical consent should be achieved. You should ensure
that ethical processes occur throughout the process of obtaining stories. The story teller should be
given the opportunity to discuss the possible outcomes of their story being shared and how wide.
Think of the consent form as a right of use. The story teller should be given time to consider consent
and it is good practice to give them supportive information similar to a participant information sheet
that is used in research.
Ownership of the story being told should be explicit in the consent procedure. Consent should also
be clear as to who can use the data from the story, for example if approval is granted by the ethics
committee for other organisations to re-analyse data.
You will need to consider early on in your process of story gathering the detail of the consent forms
even if not requiring an ethical approval committee i.e. in service improvement
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Checklist
Consent should be:
√ 0btained from the start and returned to at the end of the story telling (during the story
telling process information may have been recalled that the story teller may now choose
not to share and finally before wider dissemination e.g. digital story telling).
√ informed
√ explicit
√ state anonymity, at what point will be achieved or reason why not
√ permission of use e.g. visual image, oral, use of written quotes
√ state boundary of use e.g internal, external, wider public, social media
√ a right to withdrawal detailing how and the cut off point
√ whether the organisation using the story has permission for its future use and how it
can be used e.g. to link to other stories
√ where, how and for what duration of time the story will be stored.
And
√Signed by the story gatherer and the story teller
√ Two copies, one given to the story teller

Greenhalgh, T., Wengral, T. (2008). Collecting stories: is it research? Is it good research?
Preliminary guidance based on a Delphi study. Medical Education 42 242-247.
Hardy, P. (2015). First do no harm: developing an ethical process of consent and release
for digital storytelling in healthcare. Seminar.net - International Journal of media,
technology and lifelong learning 11 (3) pg161-179.
McLean, L & Tuite, E. (2016). Stories and their value: Exploring the role of storytelling in
social care practice. Scottish Journal of Residential Child Care15 (2) pg 29-45.
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Early preparation things to
consider
The budget
If the story is used effectively then the process of achieving the story becomes cost
efficient
Getting processes into place may initially be cost and time intensive with your first
project but evidence suggests long term savings
Don’t forget to include any costs incurred by the story teller who should be reimbursed
Investment in people
Preparation of story gatherers considering skills and training
(formal/accredited/informal)
Giving time and providing appropriate environments for story tellers to share their
story
Responsibilities
Clear aim for the use of the story
Process for ethical consent
Support available for story gatherer and story teller
Organisational commitment to action findings from stories.

Cost effectiveness of Evidence Based Co Design
Locock, L., Robert, G., Boaz, A., Vougioukalou, S., Shuldham, C., Fielden, J., Ziebland, S.,
Gager, M., Tollyfield, R., Pearcy, J. (2014). Testing accelerated experience-based codesign: a qualitative study of using a national archive of patient experience narrative
interviews to promote rapid patient-centred service improvement. Health Service Delivery
Research 2014 2 (4) DOI: 10.3310/hsdr02040
Things to consider with reimbursement
NHS England (2017) Working with our Patient and Public Voice (PPV) Partners –
Reimbursing expenses and paying involvement payments V2 –intranet version. Public
participation team, NHS England.
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Getting the best use out of the story
Achieving buy in
Health and social care related stories need to make a difference, either to the delivery of care or the
experience of care, or both.
If not done for a justified purpose and in an appropriate manner, the collection of stories might be a complete
waste of time and effort, both for the person gathering the story and the individual whose story is being
collected
Build a multi-disciplinary team to support the case for and get the best use of stories. Work with within the
team to ensure that stories have a chance of making a difference by ensuring that:
stories are collected for a specific and justified purpose(s),
the use of stories is linked with quality improvement in service delivery
stories lead to an agreed action plan to drive forward quality improvement
To increase the prospect of success:
get support from colleagues, senior staff and budget holders
talk to other staff to identify where and why efforts should be focused– where is change most needed; what
in it for them?
be positive! Emphasise the potential benefits of capturing and sharing stories to improve care quality, whilst
being open that working methods and processes may need to change
work with your team to maximise experience, networks,
acknowledge success experiencing the benefit of change
informed by the stories.

“Getting buy-in at senior level will
significantly increase the prospect of
success”
The Point of Care Foundation:
Evidence Based Co-design. Step by step
guide. Section 3 Making the case for
the project. Online resource
https://www.pointofcarefoundation.or
g.uk/resource/experience-based-codesign-ebcd-toolkit/

Take home message
1.
2.

3.

Identify where stories can help drive quality
improvement
Build a positive and compelling argument to
get buy-in and support from colleagues
and senior staff
Take a team approach increase the prospect of
success

Donnetto, S., Pierri P., Tsianakas, V., Robert, G. (2017) Experience-based Co-design and Healthcare
improvement: Realizing Participatory Design in the Public Sector. The Design Journal 18:2 227248.http://doi.org/10,2752/175630615X14212498964312
Lees, C. (2011). Measuring the patient experience. Nurse Researcher 19 (1) 25-28.
NHS Wales Tools for Improvement 6. 1000 Lives Making
patient safety a priority. Learning to use Patient Stories Section 1 Identify the aim
of your project and Section 2 Identify the multi professional team pg 9.
The Point of Care Foundation: Evidence Based Co-design. Step by step guide. Section 3 Making the
case for the project. Online resource https://www.pointofcarefoundation.org.uk/resource/experiencebased-co-design-ebcd-toolkit/
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How to analyse the story
A plan for analysis needs to be determined at the start of the story gathering exercise and an
analysis protocol will guide the story gatherer and broader team. Both quantitative (e.g. survey
data) and qualitative (e.g. interviews and observations) can be analysed.
If ethical approval has been sought, then analysis will be undertaken according to the endorsed
protocol. Previously collected stories can also be analysed without the need for new story
gathering if consent to do so was confirmed at the outset, allowing reanalysis of existing data for
new questions.
Data should be handled and stored according to the organisation’s Standards Operating
Procedures e.g. data are not held and archived by the story gatherer but the organisation.
Consider various viewpoints throughout the analysis e.g. improvements may reach a global
audience, or may lead to National innovations; stories on individual experiences can be
strengthened by collecting stories from multiple views (including media and online) and can build a
bigger picture for holistic care.
Consider whether you need training to undertake the analysis
Consider a model to apply to the story that will help analysis. For example, a health
improvement model e.g. Plan Do Study Act, a Co-Design Toolkit, Mind Mapping.
Analyse jointly and preferably with a multidisciplinary team, and patient, carer and public
involvement. Working together on the analysis helps to capture different perspectives.
Data may be about processes (functional) or about people (relational) or both
Recorded stories may be easier to analyse. The need to fully transcribe interview data is not
indicated unless part of a research study. Making a record of the timing of key quotes can be
helpful.
Consider whether data can be ‘triangulated’ with other sources e.g. online, interview and survey,
and remember that consent and ethics approval are gained before linking any data.

Take home message
With the team consider common themes in the data, positive and negative
Identify areas of good practice and quality improvement, and refer to organisations’ relevant
organisational policies
Offer feedback to the story teller and the organisation
Consider consent to share stories with other organisations
ANALYSIS The Experience-Based Co-Design Toolkit has a helpful page on how to analyse video
narratives. This could be adapted for audio or written transcripts.
Point of Care Foundation: Evidence Based Co Design Delivery Section 9 Editing film.
https://www.pointofcarefoundation.org.uk/resource/experience-based-co-design-ebcd-toolkit/step-by-stepguide/9-editing-film/
A MIND MAP can help the identification of key points, where they sit in relation to the story teller
and further detail can be built on the Map on subsequent listening to recordings.
1000 Lives Tools for Improvement (2014), Learning to use patient stories Section 9 Learning from your
experience. 1000 lives NHS Wales.
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What format to use to share
the story
Sharing the story is an essential stage of the story gathering process. You will want to ensure
that the story makes a difference is shared in a way that will make the people you want to
influence ‘sit up and take notice’. The format you use will depend on the audience you want to
reach and how they will want to access and use the story. Whatever format you choose,
ensure that you make the story:
1.
2.
3.

Accessible
Engaging
Inspiring so people will want to act on the story

Types of formats
There are a whole range of formats you can use to share the story, including:
Videos
Audio
Written accounts
Meetings and events, either face-to-face or virtually (including presentations or direct
accounts from the story teller)
Animations
Posters and graphics (e.g. infographics)
Using social and broadcast media to reach a targeted and/or wider audience
Visual and in-person formats are more engaging than text-based, especially if the story teller
provides their own account. However, considerable care must be taken to ensure that the story
teller is comfortable to be video recorded or talk at a meeting or event, and will not be unduly
distressed. Counselling support may be required, if necessary. If possible, involve the story
teller throughout the planning production of the story to ensure that it truly reflects their
experiences
Things to remember when planning story sharing:
Find out which format(s) are most appropriate for your intended audience
Build in sufficient time, money and resource to produce the story in whichever format
chosen
Seek external professional expertise, if needed, to produce the story to ensure a quality
output
Involve the story teller in the process and consider the impact of the story sharing process
on the story teller
If choosing re-useable formats e.g. videos, consider how changes in healthcare over time
impact on the overall aim of the story being shared.
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Adams, M., Robert, G., Maben, J. (2015). Exploring the Legacies of Filmed Patient Narratives:
The Interpretation and Appropriation of Patient Films by Health Care Staff. Qualitative Health
Research 2015. Vol 25 (() 1241-1250 DOI:10.1177/1049732314566329
Drew, S.E., Duncan, R.E., Sawyer, S.M. (2010). Visual Storytelling: A Beneficial But Challenging
Method for Health Research with Young People. Qualitative Health Research 20(12) 1677-1688
DOI: 10.1177/1049732310377455
Fenton, G. (2014) Involving a young person in the development of a digital resource in nurse
education. Nurse Education in Practice 14 49-54 http://dx.doi.org/10.1016/j.nepr.2013.04.014
Fix, G.M., Houston, T.K., Barker, A.M., Wexler, L., Cook, N., Volkman, J.E., Bokhour, B.G. (2012).
A novel process for integrating patient stories into patient education interventions: Incorporating
lessons from theater arts. Patient Education and Counseling. 88 455-459.
http://dx.doi.org/10.1016/j.pec2012.06.012
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How the story impacts
Each story can have a powerful impact on the story teller,
the story gatherer, and other stake holders. This has the
potential to affect organisations involved, both at board
level and at individual staff level and the impact on the
storyteller and their family members should not be under
estimated. Negative stories may have implications for
future clinical practice, opportunities for learning through
better student education, or just the moral recognition that
they need to address what went wrong. However, it is just
as important to celebrate positive stories that encapsulate
examples of good practice. These too can have a
powerful effect on staff and patient’s moral.

"If a picture paints a thousand
words, the worth of a patient story
has the same capacity to make a
significant impact for those who
view it"
Poster Cooper and Puntoni Learn
to use Patient Stories to improve
and communicate effectively. 1000
Lives Pluse NHS Wales.

Take time to think about the impact that the story will have.
Sharing can result in a period of healing for the:
Story teller
For some people just sharing their story is enough, for others it is important that it results in
actions for change. However, for some retelling their story may have an unexpected emotional
impact on them and they will need support to deal with this. See Section ‘Ongoing Support’
Story tellers family
In palliative care recorded stories have ‘saved loved one’s voices’ for the family after they have
passed away, having a therapeutic value and helping the family to express their emotions and
move on.
Sharing raises awareness for:
Story gatherers
Understanding that different people will hear different things from the same story. For
clinicians – listening to patient stories is fundamentally different to taking clinical case histories
Receivers of the story – all stakeholders
Any partner organisations will require reports back on the outcomes and the sustainability of
the improvements achieved
The organisation involved
Stories can celebrate good practice moving from complaints to compliments and can also be
used in staff recruitment and as powerful tools when bidding for new tenders
Board Meetings
Listening to patient /staff stories helps to remind the Board of the diversity and complexity of
care and the services provided – ‘Everyone can benefit from listening to stories from Ward to
Board’
Clinical Teams
Clinical teams will need time to reflect on what they have heard, this takes training time and a
team approach – if the end product that comes from this is used effectively then it also
becomes cost efficient

22

Benefits of storytelling:
Staff
Experiences have the potential to affect their wellbeing and the quality of care that they offer –
they need to feel valued and listened to.
Students
Students who viewed patient experience video clips performed significantly better in clinical
exams and reported more confidence in communicating with patients on sensitive topics
(Snow et al 2016).
Media
Be aware of the connection between patient stories and media pieces. By engaging the media
with positive stories you can help shift negative press and bring the NHS closer to the
community.

Callanan C. (2012). Recording patient stories as an aid to training and service improvement. Nursing
Management 9 (8) 20-22.
Engler, J., Adami, S., Adam, Y., Keller, B., Repke, T., Fὓgermann, Lucius-Hoene, G., MὓllerNordhorn, Holmberg, C. (2016). Using others' experiences. Cancer patients' expectations and
naviatgion of a website providing narrativs on prostate, breast and colorectal cancer. Patient
Education and Counseling 99 1325-1332. http://dx.doi.org/10.1016/j.pec.2016.03.015
Gidman, J. (2013). Listening to stories: Valuing knowledge from patient experience. Nurse Education
in Practice. 13 192-196 http://dx.doi.org/10.1016/j.nepr.2012.09.006
NHS Wales Tools for Improvement 6. 1000 Lives Making patient safety a priority. Learning to use
Patient Stories pg 22-23.
Shaffer, V.A., Hulsey, L., Sikmund-Fisher, B.J. (2013). The effects of process-focused versus
experience focused narratives in a breast cancer treatment decision task. Patient Education and
Counselling 93 (3) 255-264. http://dx.doi.org/10.1016/j.pec.2013.07.013
Shropshire Community Health NHS Trust.
Using stories to improve patient carer and staff experiences and outcomes: Shropshire Community
Health NHS Trust.
https://www.england.nhs.uk/6cs/wp-content/uploads/sites/25/2015/09/scht-storytelling-toolkit.pdf
Snow R., Crocker, J., Talbot, K., Moore, J., Salisbury H. (2016) Does hearing patient perspective
improve consultation skills in examinations in examinations? An exploratory randomized control trial in
medical undergraduate education. Med Teach 38 (12) 1229-1235 DOI:
10.1080/0142159X.2016.1210109
Standard operation procedure for patient stories at Board Level: Protocol for Hearing Patient Stories
at the Governing Body NHS Nottingham City Clinical Commissioning Group
https://www.nottinghamcity.nhs.uk/media/1193/patient-stories-at-governing-body.pdf
Wong, C., Hogan, B. (2013). The Value of Patient Narratives in the Assessment of Older Patients
Presenting with Falls. Canadian Geriatrics Journal 16 (2) 43-48.

23

Actions resulting from stories
For many who tell their story, it is because they
believe that they can influence future care. A
frequently heard phrase is, ‘If I can just stop it
happening to someone else….’
There is a responsibility to turn listening into
actions!

‘The story is not the outcome,
what you do with it is the
outcome’
Poster Cooper and Puntoni Learn
to use Patient Stories to improve
and communicate effectively.
1000 Lives Pluse NHS Wales.

Turn Listening Into Actions
Create an Action Plan considering:
1. Who owns the actions and is responsible for
carrying them out?
Even stories told at Board level need designated
staff members responsible for taking forward the
actions generated.
2. How will any resulting changes be sustained?
Although we cannot escape organisational
change it is good practice to consider what would
be needed to sustain the actions over time.
3.How will you keep all involved on progress
made?
4.How will you share the lessons and spread the
learning?

A variety of ways can be used e.g. newsletters/reports to board/student curricula/social media.
See section ‘Feedback mechanisms and sustainability

Charon, R. (2007) What to do with stories The sciences of narrative medicine. Canadian
Family Physician 53 (8) 1265-1267.
Keshet, Y., Schiff, E., Samuels, N., Ben-Arye, E. (2014). Giving voice to cancer patients:
assessing non-specific effects of an integrative oncology therapeutic program via short
patient narratives. Psychooncology. 2015 Feb;24(2):169-74. doi: 10.1002/pon.3621. Epub
2014 Jul 15.
Locock, L., Robert, G., Boaz, A., Vougioukalou, S., Shuldham, C., Fielden, J., Ziebland, S.,
Gager, M., Tollyfield, R., Pearcy, J. (2014). Testing accelerated experience-based codesign: a qualitative study of using a national archive of patient experience narrative
interviews to promote rapid patient-centred service improvement. Health Service Deliv Res
2014 2 (4) DOI: 10.3310/hsdr02040 . Add to list above
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Board minutes reflect actions:
Creating a Revolution in Patient and Customer Service Experience - Using Patient Stories
NHS Midlands and East https://www.england.nhs.uk/6cs/wpcontent/uploads/sites/25/2015/08/using-patient-stories.pdf
Ownership of actions: Patient Safety First. Leadership for Safety, ‘How to’ guide
supplement:
Using patient stories with boards. NHS Patient Safety First – Emphasis on Actions,
Reviews and Feedback https://patientsafety.health.org.uk/resources/using-patientstories-boards
Listening into Actions Process Patient Experience and Involvement Top Tips:
Leicestershire partnership. https://www.leicspart.nhs.uk/Library/LIATipCards.pdf
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Feedback mechanisms
differing levels
Always feedback to all stakeholders involved in the
story. This is particularly important to the storyteller
who will need the reassurance of knowing that they
have been listened to, and will want to know how their
story is taken forward, who else will listen to it and any
actions taken as a result of hearing it.
Organisations involved will want to know how any
actions generated by the telling of the story have been
operationalised. Have these made a difference, what
organisational policies /procedures have had to be
amended and if so, how can the learning from this
process be shared with other members of their
organisation and within their wider networks.

"Staff who work in the system, at
all levels, need to be engaged in the
improvement process for it to
work". NHS Institution for
Innovation and Improvement. (2013)
The Patient Experience Book.
Coventry: NHS Institute for
Innovation and Improvement. Pg 14

Instigating change takes time so feedback is not just a one off action, you will need to continue to
feedback on the progress and any changes made over time. In some organisations this will follow a
detailed reporting procedure between the patients, staff and/or the board as well as any external
organisations/partners involved.
In a much smaller setting it is still the right thing to do to show acknowledgement for the time and
effort that the storyteller has put in to sharing their story with you.

ALWAYS FEEDBACK TO ALL INVOLVED
Create a FEEDBACK PLAN:
List all those involved that you will need to feedback to
The lack of feedback is not usually intentional, rather a result of too many other deadlines to meet. A
simple detailed list helps to keep this forefront in your mind.
Jot down points in time when an update on the progress of the story will be needed.
This may be a timely process, but just touching base with the story teller from time to time, helps them
to know that their story is important, still being taken forward and that you are supporting them through
this process
Consider the legacy some stories can create and the value of the story to others related to the story
teller.
Some charities train volunteers to audio record the life story of terminally ill patients. These stories have
a therapeutic value for both the story teller and support family members after their death.
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EXAMPLES OF FEEDBACK
Inspire, educate, learn and improve: 1000 Lives Improvement (2014), The Quality
Improvement Guide: The Improving Quality Together Edition Cardiff: 1000 Lives
Improvement.
Implementable solutions which can result in long lasting change: Point of Care
Foundation: Evidence Based Co Design Delivery
https://www.pointofcarefoundation.org.uk/resource/experience-based-co-design-ebcdtoolkit/?gclid=EAIaIQobChMI-MK-uM-p4AIVbhHTCh1RxQ3oEAAYASAAEgJb5PD_BwE
Emphasis on Actions, Reviews and Feedback: Patient Safety First. Leadership for
Safety, : Using patient stories with boards. Case studies pg 10-11.
https://www.england.nhs.uk/6cs/wp-content/uploads/sites/25/2015/09/scht-storytellingtoolkit.pdf
Share the lessons and spread the learning: Shropshire Community Health NHS Trust
Using stories to improve patient carer and staff experiences and outcomes Sections 7.4
-7.12 https://www.england.nhs.uk/6cs/wp-content/uploads/sites/25/2015/09/schtstorytelling-toolkit.pdf
Voices for Families: Hospice Biographers https://www.thehospicebiographers.com/
EXAMPLE EVALUATIONS
Hiefte , K., Duncan, L.R., Fiellin, L.E. (2014). Novel Methods to Collect Meaningful Data
from Adolescents for the Development of Health Interventions. Health Promotion
Practice. 15 (5) 714-722. DOI: 10.11778/1524839914521211
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Ongoing support
Both Story tellers and gatherers will need support as they venture
through this journey. Some types of support may have been
anticipated at the beginning but in reality it is likely that there will
be areas where support is needed that are only identified as the
journey of the story progresses.
ACTION
When making plans it is good to consider a timeline from the initial
contact to the predicted outcome. Then fill in particular points in
time where you may need to consider either giving or receiving
more support

"Care of the story tellers
within an ethical
framework is of paramount
importance"
Kirk et al 2013 pg 518

Areas to consider:
Storytellers
Direct support to help them tell their story and deal with any emotional distress it brings
from initial approach to feedback relating to actions taken forward from the story.
TIP – Some organisations train volunteers to do ‘peer to peer listening’ e.g. stories shared in
relation to Mental Health – where trust can be an issue. Others use a different clinical team to
listen to the story so as not to worry the patient that their care may be affected.
TIP – It may help some story tellers to keep a reflective diary for themselves
Initial reasons for sharing their story may change over time and they need to know that they
can withdraw their consent at any time. However in some areas of care they must be
supported to know that staff have an obligation to report what happened regarding
patient/staff safety issues.
If the story teller is a member of staff, they will need to be reassured that they will continue
to be supported to tell their story particularly if it involves an area of legal discrimination and
they fear it will affect their future employment.
A story teller may agree initially to telling their story at a Board meeting but may later
decide that they would be too intimidated and uncomfortable.
TIP – Support could be offered by finding a different way to share their story either by audio or
film or through the written word and pictures whatever communication method they are
comfortable with.
Story gatherers
Building confidence is gathering stories, may need training in:
Interviewing and collecting stories through different forms of digital media
How to edit an interview into a time limited audio/visual resources
How to analyse a story and produce themes (e.g. using story board technique,
mindmapping)
How to produce an action plan
TIP – Ask story gatherers to keep a reflective diary on the process and any learning outcomes
from the process.
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Depending on the content of the story they may also need a mentor to collaborate
TIP - Ensure debrief time with a colleague is recognised as a resource.
Organisation
Team leaders and managers will need to be kept in the loop considering wider sharing of the story
e.g. at Trust Board. Support will be required to feedback the story to relevant staff that will need to
take forward any resulting actions from the Board meeting.
TIP - Failure to do this will be demotivating for staff. To create a patient and consumer service culture
embed ethical use of stories at all levels through a co-ordinated approach including strategic support for
staff to learn how to be inclusive i.e. not excluding those with communication difficulties or extra needs.
At board level support will need to be at hand not only for the storyteller but also for those listening
to the story i.e. the board members, any family accompanying the storyteller, any external staff from
other organisations involved in the story attending the meeting.
TIP - Determine who will be present at the board meeting in advance and prepare appropriately
considering differing perspectives of how the story may impact on roles and relationships to best place
the organisation in facilitating a productive way forward for all involved.
Current staff and students who will make up the future workforce education need to be educated on
the importance of ‘patients as partners’ .
TIP – Check out what is happening across your local health economy and education providers to share
good practice and form networks. Digital platforms are a good way of creating accessible information
that has a local focus.

Kirk, M., Tonkin., Skirton, H., McDonald, K., Cope, B., Morgan, R. (2013). Storytellers as
partners in developing genetics education resource for health professionals. Nurse Education
Today 33 (5) 518-524. https://doi.org/10.1016/j.nedt.2011.11.019
Patient Safety First . Leadership for safety, ‘How to’ guide supplement: Using patient stories with
boards. https://patientsafety.health.org.uk/resources/using-patient-stories-boards
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Sustainability and maintaining
momentum
It is often enough that the story has been
heard and acknowledged particularly if it has
been taken to a board of governors,
however to create real sustainable change in
practice an action plan needs to be drawn up
and a system needs to be put in place to
track this over time (See section ‘Actions
resulting from stories’).

"Stories have the potential to inspire
us to make successful changes to
educate our current and future
workforce, to support learning about
what works well and to promote
excellence within the media."
NHS Wales Tools for Improvement
6. 1000 Lives Making patient safety
a priority. Learning to use Patient
Stories. pg 20

Plans need to be drawn up to look at the
sustainability of the actions over time and
how to maintain motivation for this within the
team/service.

Action Plan
Suggestions for Sustainability:
At Board Meetings: Some trusts keep an ongoing log of issues raised at the meeting following a
story. They then have an annual review where the outcomes from the story come back to the
board to reflect on and the service experience team update the story teller.
Reuseable learning resources created may become outdated over time as organisations
develop responding to research findings and innovation. Consider how you sensitively bring
closure to the use of these resources and communicate this to the storyteller with appropriate
archiving.
Work with local community and third sector organisations: Consider the help of volunteers and
local Healthwatch members
Use of Social Media: This can be used to share good practice and quality improvements
however there are pro’s and con’s to using this. Always ensure sufficient consent has been
granted to cover this media and consider the anonymity of the story teller.
Evidence Based Co-production Delivery: This is a detailed formalised process with a
comprehensive appendices of forms and tools which is used across the NHS with a growing
evidence base. ‘Niggles in the patient care pathway’ are identified through filmed interviews
followed by a staff feedback event and a patient feedback event culminating in a joint patient
staff event to agree areas for improvement and co create solutions. Continuous feedback is
encouraged in the form of reports back to management and partner organisations interested in
outcomes and the sustainability of the improvements actioned. This is adaptable to different
settings and a more cost effective accelerated version uses archive films
Remember to Celebrate success : A celebratory event for all involved can be a powerful
motivator and an encouragement to others to co-create solutions together

30

Take home message
Be aware that circumstances change – people move roles – so you also need to
remember the reason for telling the story in the first place and plan for
sustainability of the actions, and creation of an environment where those involved
continue to feel motivated and inspired by the resulting changes.

SOP for patient stories at Board Level: Protocol for Hearing Patient Stories at the Governing
Body NHS Nottingham City Clinical Commissioning Group
https://www.nottinghamcity.nhs.uk/media/1193/patient-stories-at-governing-body.pdf
NHS Scotland Listen Learn Act. Harnessing the power of personal stories to drive service
improvement Information and guidance for staff on story-gathering NHS Education for Scotland.
Co creation –motivates staff and patients Point of Care Foundation Evidence Based Coproduction
Delivery (EBCD)
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