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What is Experience Based Co-design, and why do it?
Method
Evidence base in physical health
‘Patient porn’?
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A participatory action research approach that
combines: a user-centred orientation (EB) and a
collaborative change process (CD)

What is
Experience-based
Co-design … and
why do it?

Online toolkit

Design theory
• draws its inspiration from a subfield of the
design sciences such as architecture and
software engineering
• distinctive features are:
– direct user and provider participation in a face-toface collaborative venture to co-design services,
and
– a focus on designing experiences as opposed to
systems or processes (thereby requiring
ethnographic methods such as narrative-based
approaches and in-depth observation)
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What makes a good service: designing experiences

Performance

Engineering

The
Aesthetics of
Experience

Is it
functional?

Is it safe
and
reliable?

What does
it feel like?
Physical
environment

Lean

Safer
Patients
Initiative

Human
environment

EBCD
Berkun, 2004 adapted by Bate

Healthcare quality improvement from
a design perspective
• must obviously fulfil the core task and be safe
(performance and engineering)
• must ‘appeal’ at the emotional and sensory
level (aesthetic)
• patients & carers need to be active rather
than passive, using their specialist form of
knowledge (experience)

Features of EBCD

The biggest untapped resources in the health system are not
doctors or nurses but users. We need systems that allow people
and patients to be recognised as producers and participants, not
just receivers of systems… At the heart of [co-design], users will
play a far larger role in helping to identify needs, propose
solutions, test them out and implement them, together.

Cottam H, Leadbeate, C (2004). Health: Co-creating services. RED Paper 01. London: Design
Council. Available at:www.designcouncil.info/mt/red/health/redpaper01.pdf

Different ways of involving patients

 A focus on designing experiences, not just improving
performance or increasing safety
 Putting patient experiences at the heart of the quality
improvement effort – but not forgetting staff
 Where staff and patients do the designing together (co-design
rather than re-design)

Complaints

Information

Surveys

Patient blogs and
web-based
Consulting &
stories
advising

Staff & patients
working together to
redesign services

ExperienceBased CoDesign (EBCD)

 And, in the process, improving day-to-day experiences of
giving and receiving care
Adapted from Bate & Robert, Quality & Safety
in Health Care, (2006)
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For me, this is about ‘Oh God, they’re our patients, aren’t
they?’ When people watch the film, they might think ‘I
remember that lady.’ They know they’re our patients – they
can’t get away from the fact – but it actually makes it more
real for them.
Whatever way they’re captured, it’s about capturing it so
that people recognise ‘These are patients I have cared for,
nursed, met, who are saying this’… and I think that’s what is
so different from other improvement work. in terms of things
like discovery interviews and focus groups. It’s that direct
connection between them.

The method

Methods
• Value of patients, carers and staff experiences
• Stories not surveys
• ‘Deep dives’ and direct observation
• ‘Touchpoints’ and emotional mapping
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Experience ≠ sa9sfac9on
Patient survey
Overall, did you feel you
were treated with respect
and dignity while you were
in hospital?
Yes, always

Overall, how do you rate
the care you received?
Excellent

“The other thing I didn’t raise and I
should have done because it does
annoy me intensely, the time you have
to wait for a bedpan. ….elderly people
can't wait, if we want a bedpan it’s
because we need it now. I just said to
one of them, ‘I need a bedpan please.’
And it was so long bringing it out it was
too late. It’s a very embarrassing
subject, although they don't make
anything of it, they just say, ‘Oh well, it
can't be helped if you’re not well.’ And
I thought, ‘Well, if only you’d brought
the bedpan you wouldn't have to strip
the bed and I wouldn't be so
embarrassed.’

Staff: a ‘deep dive’

Reception – staff experience

Reception – staff experience

Reception – patient experience

Carrying out observations

http://www.kingsfund.org.uk/projects/ebcd
/carrying-out-observations
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Sequence of feedback events

Emotional mapping exercise

Carrying out patient interviews

http://www.kingsfund.org.uk/projects/e
bcd/interviewing-and-filming-patients

Touchpoints

Some typical touch points of head and neck cancer patients

• Critical points
• ‘Big’ moments (good and bad)
• Moments of truth
• Emotional ‘hotspots’
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Extract from patient film – a touchpoint

Running the co-design event

http://www.kingsfund.org.uk/projects/
ebcd/running-joint-patient-staff-event
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Prototyping
Building prototypes helps a group to move beyond talking and
thinking about a problem to actually making progress toward
action. Perhaps most important, they are real and physical –that
is, they assume some material manifestation.
• Building to think
• Learning faster by failing early (and often)
• Giving permission to explore new behaviours

Coughlan P, Suri JF, Canales D (2007). ‘Prototypes as (design) tools for behavioral and organisational change: a
design-based approach to help organizations change work behaviors’. The Journal of Applied Behavioral Science, vol
43, pp 122–24

Testing solutions – personas

Multiple models of emergency and short-stay
services: Luton and Dunstable

Do the second design solutions work for:
•
•
•
•

an old person with dementia
a car accident victim in and out of consciousness
a person for whom English is not the native tongue
a young adolescent (or others)

It was quite funny to see them
lifting up their chairs … It’s a symbol
of the project that those chairs are
those patients’ seats, and it’s about
the staff and the patients together,
just moving everything around, so it
becomes the symbol for the whole
project.
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Where user and provider can work together to optimise the
content, form and delivery of services. At its most highly
participative extreme, this process is referred to as co- design and
entails service development driven by the equally respected voices
of users, providers and professionals.

The evidence
base in physical
health

Bradwell P, Marr S (2008). Making the Most of Collaboration. An international survey of public
service co-design. London: Demos.

Survey summer
2013

Survey, 2013
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• Online survey to 107 practitioners and researchers
• 18 follow-up telephone interviews
• 59 EBCD projects implemented in 6 countries worldwide
(2005–13) and further 27 in planning
• Implemented in a variety of clinical areas (including
emergency medicine, drug and alcohol services, cancer
services, paediatrics, diabetes care and mental health
services)
• Projects typically take 6–12 months to complete
• Free-to-access online toolkit ‘a helpful resource’
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Donetto S, Tsianakas V and Robert G (2014). Experience-based Co-design: Mapping where we are
now and establishing future directions. London: King’s College London.

Thinking about your project/s, what were the weaknesses of the
EBCD approach?

Thinking about your project/s, what were the strengths of the EBCD
approach?
Answered: 41

Answered: 41

Skipped: 20

It really engaged patients/carers

It took too long

It really engaged straff

It was too compilicated

It allowed discussion of difficult topics in a supportive environment

It cost too much

It led to clear improvement priorities

Staff did not engage with the project

It really made a difference to the way we do things around here

Skipped: 20

Patients/carers did not engage with the project

0%

10%

20%

30%

40%

50%

60%

70%

80%

90%

100%

0%

5%

10%

15%

20%

25%

30%

35%

40%

45%

50%

8

15/11/2014

Survey findings
• Training and support: 50% of those who have led
EBCD projects did not receive any formal training
• Role of non-participant observation: relatively under
used as an approach
• Role of film: 50% of projects included filming patients
• The scale of change: ‘sweating the small stuff’
• Co-design: a complex social intervention that is
challenging to implement & whose impact and
outcomes are difficult to evaluate
• Evaluation: less than half were aware of the costs of
their project(s); no formal cost-benefit or costeffectiveness studies of EBCD have been undertaken

Breast & lung cancer services, London
• Knowledge & skills transfer:
– trained 2 in-house QI specialists
– mentored through the process

• Fieldwork involved:
– 36 filmed narrative patient
interviews
– 219 h of ethnographic
observation
– 63 staff interviews
– a facilitated EBCD process over
12-month period

• Mapped quality improvements
and studied sustainability

• 7 co-design groups
• 56 quality improvements
implemented
• 19-22 months after initial
implementation, 66% of
improvements sustained
– ‘Quick fix’ solutions: 28 with 24
sustained
– ‘Process redesign’ solutions: 9
with 5 sustained
– Cross service or
interdisciplinary solutions: 14
with 8 sustained
– Organisational level solutions:
5 with 2 sustained

• Crucial role of facilitators in
determining staff experiences
of the EBCD approach

Tsianakas, V., Robert, G., Maben, J., et al. (2012). ‘Implementing patient centred cancer care: using experience-based co-design to improve patient
experience in breast and lung cancer services’. Journal of Supportive Care in Cancer, published online DOI 10.1007/s00520-012-1470-3

Evaluations of EBCD
• Suggest it is an effective way to make improvements and leave
a legacy of cultural change
• But – costly and time intensive
• Can we make it cheaper and faster? Testing the use of trigger
films made from a national archive alongside EBCD techniques
• Re-analysis of lung cancer and intensive care transcripts from
HERG/Healthtalkonline collections

Our research questions
• Is the accelerated approach acceptable to staff and patients?
• How does using films of national rather than local narratives
affect the level and quality of engagement with service
improvement by local NHS staff?
• How well do national narratives capture and represent themes
important to local patients’ own experience?
• What improvement activities does the approach lead to?
• What are the costs compared to EBCD?

‘Accelerated’ EBCD: improvement
activities and cost
• similar improvement activities to
standard EBCD projects
• 48 improvement activities in total:
– 21 small scale changes
– 21 process redesign within teams
– 5 process redesign between
services/activities
– 1 process redesign between
organisations
• costs of AEBCD are around 40% of
EBCD (excluding one-off costs of
developing a national trigger film)
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EBCD in mental health settings
• Sunshine Acute Adult Psychiatric Unit, North Western Mental
Health, Melbourne (2008)
• South London and Maudsley NHS Foundation Trust, eg selfinjecting addictions service (2011/12)
• MH ECO (2006 onwards) and CORE study in community mental
health (2013–16), Victoria
• Oxleas NHS Foundation Trust (acute mental health unit,
2012/13)

‘HANDS OFF OUR STORIES’.
EXPLORING THE LEGACIES OF PATIENT NARRATIVES
‘CAPTURED’ FOR QUALITY IMPROVEMENT

PROFESSOR GLENN ROBERT

‘Patient porn’

‘Hands off our stories’
• “ … describes a community event organized in response to the
appropriation and overreliance on the psychiatric patient
‘personal story.’ The sharing of experiences through stories by
individuals who self-identify as having “lived experience” has
been central to the history of organizing for change in and
outside of the psychiatric system. However, in the last decade,
personal stories have increasingly been used by the psychiatric
system to bolster research, education, and fundraising
interests. We explore how personal stories from
consumer/survivors have been harnessed by mental health
organizations to further their interests and in so doing have
shifted these narrations from ‘agents of change’ towards one
of ‘disability tourism’ or ‘patient porn.’”

Florence Nightingale Faculty of Nursing
& Midwifery
National Nursing Research Unit

Stories as commodities
“We all have stories. Many of our
stories are deeply personal. Some of
our stories are painful, traumatic,
hilarious, heroic, bold, banal. Our
stories connect us - they reflect who we
are and how we relate to one another.
Stories are extremely powerful and
have the potential to bring us together,
to shed light on the injustice
committed against us and they lead us
to understand that not one of us is
alone in this world.

•

“But
stories
are also
commodity
Beckyour
McFarlane,
Recovering
Our a
Stories
event, June 2011
they help others sell their products, their
programs, their services - and sometimes
they mine our stories for the details that
serve their interests best - and in doing so
present us as less than whole.”

Costa L, Voronka J, Landry D et al. (2012). ‘Recovering our stories: a small act of resistance’. Studies in Social Justice, 6(1): 85-101

Humanising healthcare
Forms of humanization

Forms of dehumanization

insiderness

objectivication

agency

passivity

uniqueness

homogenization

togetherness

isolation

sense-making

loss of meaning

personal journey

loss of personal journey

sense of place

dislocation

embodiement

reductionist body

•

Todres L, Galvin T and Holloway I. (2009) ‘The humanisation of health care: a value framework for qualitative research.
Int J of Qualitative Studies on Health and Wellbeing, 4: 68-77
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Further information
• EBCD toolkit: www.kingsfund.org.uk/projects/ebcd
• EBCD LinkedIn group:
www.linkedin.com/groups/Experiencebased-codesign-6546554
• twitter: @gbrgsy, @PointofCareFdn
• Glenn Robert email: glenn.robert@kcl.ac.uk
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