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Abstract: Many healthcare improvement approaches originated in
manufacturing, where end users are framed as consumers. But in
healthcare, greater recognition of the complexity of relationships

between patients, staff, and services (beyond a provider-consumer

exchange) is generating new insights and approaches to healthcare
improvement informed directly by patient and staff experience. Co-
production sees patients as active contributors to their own health and
explores how interactions with staff and services can best be supported.
Co-design is a related but distinct creative process where patients and
staff work in partnership to improve services or develop interventions.
Both approaches are promoted for their technocratic benefits (better
experiences, more effective and safer services) and democratic
rationales (enabling inclusivity and equity), but the evidence base
remains limited. This Element explores the origins of co-production and
co-design, the development of approaches in healthcare, and
associated challenges; in reviewing the evidence, it highlights the
implications for practice and research. This title is also available as Open
Access on Cambridge Core.
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1 Introduction

The values and assumptions intrinsic to healthcare improvement are coming
under greater scrutiny.'> Many healthcare improvement approaches originated
in the manufacturing sector where ideas of products and customers typically
dominate. However, a belated recognition has emerged that patients are not
simply consumers, but instead are active contributors to their own health and to
healthcare experiences and outcomes.” At the heart of a conscious reframing of
relationships between users and providers of healthcare services lies the prefix
‘co’. In this Element, we consider two major approaches: co-production and co-
design. Both are commonly promoted for their technocratic benefits — such as
enhancing patient (and staff) experience — as well as their potential for improv-
ing quality (e.g. clinical effectiveness and patient safety). However, as we shall
show, the origins of both are rooted in broader democratic rationales.’

We begin by briefly summarising the concepts of co-production and co-
design (Section 2) and how they are used in healthcare improvement
(Section 3). We use examples to illustrate key issues, but do not intend them
necessarily to be representative or typical. We then describe challenges and
critiques relating to the implementation of the two approaches (Section 4),
before outlining the current evidence base for each (Section 5). This Element
concludes with suggestions for future directions in both practice and research
(Section 6). Throughout, we discuss co-design in slightly more depth than co-
production, as the former has a longer history of being applied as an approach to
improving healthcare. However, we also highlight the potential implications of
broader arguments for the latter as an important and revealing lens through
which to practise and study healthcare improvement.

2 What Are Co-production and Co-design?

Though the terms ‘co-production’ and ‘co-design’ are often used interchangeably,
they are not the same and have distinct origins and features. Co-production is used
to recognise the two-way nature of services, that is, how the relationships and
interactions between those providing and using a service influence the delivery,
value, and outcomes of that service. The roles and responsibilities of service
providers and users may vary, as may the degree to which the different parties
consciously co-produce.®” For example, shared decision-making is one form of
co-production where a patient is encouraged to work with their clinician to select
appropriate treatments or management options.” In contrast, co-design is always
an intentionally applied process, used as a creative way of understanding experi-
ences and improving services through the adoption of a range of design methods,
tools, and processes that are often described as ‘human-centred’. Co-design does


https://doi.org/10.1017/9781009237024

https://doi.org/10.1017/9781009237024 Published online by Cambridge University Press

2 Improving Quality and Safety in Healthcare

not necessarily (or even typically) lead to users making an ongoing contribution
to the delivery of services.

Although they are different, co-production and co-design have important
similarities in their efforts to enable patients, families, citizens, and staff to
work together in new ways, which is why we consider them alongside one
another here. For instance, the principles of co-production (equality, diversity,
accessibility, and reciprocity”) and the human-centred principles of co-design
are enacted through similar mechanisms, such as dialogue, empathy, creativity,
and self-efficacy.

2.1 Introduction to Co-production

The term co-production first came to prominence through the work of Elinor
Ostrom in the 1970s. Seeking to explain variations in the delivery and outcomes
of police services in the USA,'""" Ostrom’s work showed differences in how
actively citizens in different localities contributed to such services — for
example, by reporting and taking precautions against crime. The concept of co-
production has subsequently been applied to healthcare to emphasise that
patients can and do play an active role not only in producing their own health,
but also in influencing the delivery and outcomes of services.”

Interest in co-production has waxed and waned over the past five decades. At
times, it appeared out of step with market-inspired reforms of the public sector,
where citizens are cast as consumers. Today there are multiple, and sometimes
contested, definitions, which has led to co-production being described as
a “fragmented set of activities, expectations and rationales’'” used in various
ways. Such ambiguities as to what constitutes co-production have led to signifi-
cant variations in practice. What unites many is a recognition that users create
value through their interaction with services and that organisations co-produce
this with them.”'*'* In contrast, when applied in health services research
specifically, the term is sometimes used to describe the co-production of
research-informed knowledge through the engagement of policy-makers and
practitioners with researchers (but, importantly, not necessarily with patients
and service users).15 16 That is not the focus here. Rather, in this Element, we
think about co-production in two ways:

e as an inherent feature of healthcare. Because care is relational, service
delivery is to varying degrees inevitably shaped by the interactions between
patients and staff

+ as a means through which to address traditional hierarchies of power and
enable patients to work together with staff to improve the design and delivery
of healthcare services.
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In a healthcare context, Batalden et al. recognise that both of these ways of
thinking about co-production are relevant: ‘healthcare services are always co-
produced by patients and professionals in systems that support and constrain
effective partnership’.'” Because co-production is an inherent property of any
system of care, not an add-on or discretionary element, the challenge is to create
‘new opportunities for innovation and improvement’ around which change and
improvement interventions can be planned, implemented, and evaluated.'’
Proponents of these new ways of improving quality and safety argue that direct
and meaningful input by citizens and service users is needed to shape services
that are of consequence to them. This, it is proposed, can lead to better value in
terms of improved quality and/or quantity of services, reflecting the needs and

preferences of those who support and rely upon them.'*!?

2.2 Introduction to Co-design

Co-design can be described both as a specific category of activity within co-

13,20,21 : .
2921 and as ‘a conscious and voluntary act . . . concerned with how

production
to create capacity within public service delivery systems and to improve the
design and delivery of a public service’.'> The approach originated in the
participatory design movement in Scandinavia in the 1970s.** In a series of
workplace technology projects, computer scientists and information systems
design researchers took the view that ‘the people destined to use the system
[must] play a critical role in designing it”.>* These projects drew on creative and
practical methods to support a wide range of people to collaboratively identify
and develop solutions to problems.”* From these beginnings — and through
subsequent developments in interaction, user-centred, and human-centred
design (among others)** — design work and research®~° have begun to focus
on healthcare.”’

One contemporary way of explaining and visualising the design process is
the Double Diamond (Figure 1),® which was developed by the Design Council
in 2005. The Double Diamond was influenced by earlier work on creative problem-

2930 (see also the Element on design creativity’"). It remains a popular tool

solving
for explaining design to non-designers,”” with the two diamonds representing
aprocess of exploring an issue more widely or deeply (divergent thinking) and
then taking focused action (convergent thinking). The first diamond is
intended to help people understand, rather than simply assume, the nature of
a problem — for example, through speaking to and spending time with those
who are affected by the issues. The insights gathered may help to define the
challenge in a different way. The second diamond encourages possible

answers to the now more clearly defined problem, seeking inspiration from
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7\
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including culture change, skills and mindset.

LEADERSHIP

Figure 1 The Design Council’s Double Diamond*®
© Design Council 2019

elsewhere and co-designing with a range of different people. Potential solu-
tions can then be iteratively tested at small scale, rejecting those that do not
work and improving the ones that do. Underpinning the various design
disciplines and practices is design thinking, which is best understood as
a human-centred mindset and approach to creative problem-solving, rather
than simply a set of tools.*

The trend for greater application of design thinking in healthcare has been
reinforced by the emergence of the discipline of service design.”’*> Described
as a ‘human-centred, creative, and iterative approach to service innovation’,*®
service design focuses on understanding human experiences and using this
understanding to design better user experiences.”* As such, new opportunities
have arisen to use co-design approaches and tools to improve healthcare
services.”’ Later in this Element (Section 3.3), we also discuss a distinct form
of co-design called Experience-Based Co-design (EBCD), which has been
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specifically developed and used as a methodology for service-level improve-
ment in healthcare since 2005.%"*°

3 Co-production and Co-design in Action

In this section, we describe how the concept of co-production has been applied
in attempts to improve quality and safety in healthcare (Section 3.1). We then
provide illustrative examples of both designer-led co-design practices
(Section 3.2) and EBCD (Section 3.3) in healthcare. Key resources that
explore co-production and co-design approaches in more detail are suggested
in Section 7.

3.1 Using Co-production in Healthcare Improvement

Co-production has become increasingly prominent over the past decade as
a new way of thinking about how to improve healthcare services.>'"!7#1:42

To date, co-production endeavours have tended to focus on either:

» modifying individual behaviours to better support patients to manage their
own health
* reshaping or creating new services and/or organisational processes.

One of the striking features of co-production is its emphasis on healthcare as
a service rather than a product. This is in contrast to many traditional approaches
to quality improvement derived from manufacturing models. In these models,
the patient—professional relationship is imagined as akin to a customer—supplier
relationship.” Critiques have proposed that this way of thinking risks diminish-
ing ‘the nature of the human relationships between a patient and a healthcare
professional, and their contribution to health’.”

Coulter et al.*> and Wagner identify the importance of active collaboration
with and involvement of people with long-term conditions in managing their own
health and care. Building on such work, Batalden et al. explain how interactions
and relationships between patients and staff are shaped not only by the formal
structures and processes of the healthcare system, but also by the actions of local
communities and wider social forces.'” For example, the COVID-19 pandemic
highlighted that while health and social care infrastructures often limited the
potential for co-producing responses to the pandemic, this did not stop people,
communities, and institutions from co-producing responses to better meet com-
munity and individual needs.*> Consistent with others,® Batalden et al. propose
that both patients and healthcare professionals can ‘shape the system’ by creating
value through new and ongoing interactions within this wider context. They give
two examples: an initiative to train patients and professionals to enable patients to
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self-manage chronic pain, diabetes, depression, and chronic obstructive pulmon-
ary disease; and the use of shared medical appointments to support effective
partnership between groups of patients and healthcare professionals.'” These
examples are typical of how co-production has more generally been interpreted
and applied in efforts to improve healthcare — that is, mostly focused at the
individual patient level through forms of ‘engagement [that] acknowledge that
patients have an important role to play in their own health care’.*

A well-known form of such engagement is shared decision-making.
Interventions to encourage or enhance shared decision-making include those
targeting individual patients (e.g. decision aids, ‘patient activation’
measures,’’ question prompt lists, and training for patients) or healthcare
professionals (e.g. educational meetings, audit, and feedback), or both.* This
focus on individual patients co-producing care through shared decision-
making has been complemented by education programmes to build patients’
knowledge, skills, and self-confidence and to promote self-management
behaviours (e.g. Gilardi et al.*").

Initiatives have also sought to enable patients to actively engage in their own
care by addressing structural issues and organisational practices. One well-
known example is the establishment of a self-haemodialysis service in the
Region Jonkoping County in Sweden — in response to patient feedback, patients
were trained and provided with facilities to perform dialysis on themselves.**
Attempts to scale up the co-production of healthcare services include the
development of learning health systems (see the Element on learning health
systems*”). A learning health system recognises that ‘humans are predisposed
to be cooperative and prosocial and that an appropriately designed organisation
can facilitate these predispositions, thereby facilitating cooperation and co-
production, at scale, to improve health, care and outcomes’.”” A few published
functioning examples now exist,”’ including the collaborative community
ImproveCareNow’s work with children and adolescents with Crohn’s disease
and ulcerative colitis’' and an initiative to develop a learning health system for
palliative care.’”

Co-production initiatives have reported some positive results but also
raise questions of equity. For example, some patients may be more able to

*! and governments

access and engage in such programmes than others,
may use co-production to transfer the costs and responsibilities of previ-
ously publicly provided services to patients themselves.”® Closer consider-
ation of the rationales for co-production may help to address such
concerns. But such consideration is rare, particularly in the context of
improvement practice aimed at enhancing organisational processes (albeit

. . 5
with some exceptions™*°).
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3.2 Co-design: Designer-Led Improvement Initiatives
in Healthcare

In the past decade, several initiatives have enabled professional designers to
work in a direct, sometimes embedded, way within healthcare systems and
organisations (Box 1). These projects are referred to as ‘designer-led’ to distin-
guish them from design-based approaches, which are initiated and implemented
by healthcare staff, academic researchers, and/or service users who have not
received formal design training.

Box 1 EXAMPLES OF DESIGNER-LED INITIATIVES IN HEALTHCARE

» At the Mayo Clinic in the USA, the Centre for Innovation is under-
pinned by design thinking and the staff members include service
designers. One project explored ways to supplement existing prenatal
care and provide patients and families with more ways to interact with
their care team from home. The goal was to improve the patient and
provider experience by designing a new model of care. A design team
created 14 experiments introducing patients to new experiences and
environments, such as in-home monitoring, patient-driven appoint-
ments, online communities for patients, and appointments from
a distance. The team used the insights from these experiments to create
a single cohesive model of care.”®

» Lab4Living is a transdisciplinary research group at Sheffield Hallam
University, comprising a collaborative community of researchers in
design, healthcare, and creative practice.”’”* The group applies design
skills and creative practices to identify and formulate questions, build
understanding, and create solutions. An example project developed
a participatory design process for a supportive neck collar with flexibil-
ity to allow functional head movement for patients with motor neurone
disease. Co-design workshops brought together people living with the
disease, carers, clinicians, and designers to build understanding of
optimal requirements for the collar. The project used participatory
methods including qualitative interviews, 2D visualisation, and 3D
mock-ups. A prototyping process led to a patented medical device:
the HeadUp Collar.””

* The Helix Centre — an interdisciplinary group of designers, technolo-
gists, clinicians, and researchers, based at St Mary’s Hospital, Imperial
College London — uses human-centred design to develop clinically
evaluated digital solutions for early detection of disease, effective
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treatment, and holistic care. An example project involved collaborating
with a working group of over 30 national organisations to redesign the
way in which difficult conversations about life-sustaining treatments
are conducted and recorded, with a new form and process called the
Recommended Summary Plan for Emergency Care and Treatment (also
known as ReSPECT). A combination of design research insights and
information design expertise enabled the co-design of a new plan,
process, and visual device that brings the patient to the centre of
emergency care decisions. To provide accessible training and support
to clinicians, a new digital tool to help healthcare professionals learn
about the ReSPECT process — through interactive training scenarios and
discussion tips — was also prototyped and tested.*’

One of the most comprehensively described and evaluated designer-led
projects aimed to reduce violence and aggression towards staff in accident
and emergency (A&E) departments in England.®' Prior to the project, as
many as 59,000 physical assaults were recorded to have occurred annually,
with violence and aggression estimated to cost the National Health Service
(NHS) in England at least £69 million a year in staff absence, loss of
productivity, and additional security. The project used design practices to
tackle this widespread and pressing healthcare priority. The design process
was based on the Double Diamond (Figure 1) and involved extensive
ethnographic fieldwork; multistakeholder work to establish priorities and
how designers might best contribute; design work based on models, mock-
ups, and prototypes; and the delivery of solutions via a toolkit and
evaluation framework.

The design team collaborated with staff at the three hospitals to develop
solutions aimed at improving the experience of both patients and staff,
reducing anxiety, and promoting a positive hospital culture.®’ These included
comprehensive information packages for patients and others, and a programme
of reflective practice designed to better support NHS frontline staff to manage
and learn from incidents of violence and aggression. The solutions were then
piloted in two A&E departments. An evaluation found that staff and patients
experienced less non-physical aggression, particularly threatening behaviour.®*
Patients’ experiences were reported to have improved through clarifying the
A&E process and improving the physical environment, thereby reducing frus-
tration and potential escalation into hostility. Complaints regarding poor infor-
mation and communication with patients fell by 57% (from 49 complaints
during April-September 2012 to 21 complaints during the same period in
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2013). A cost-benefit analysis found that the benefits of the solutions were
estimated to outweigh their costs by a ratio of 3:1. Staff also reported that the
project had catalysed a cultural change through prioritising and formalising
initiatives to learn from and improve staff experience, which had further
positive impacts. Although the project focused on patients’ experiences,
patients were not directly involved as co-designers throughout this designer-
led change process.

3.3 Co-design: Using Experience-Based Co-design to Improve
Healthcare

EBCD was developed in the mid-2000s as interest in design-based approaches
in healthcare services was growing. In contrast to designer-led initiatives such
as the A&E project, EBCD typically sees healthcare staff facilitating a co-
design process in partnership with patients. In this section, we describe the
original aims and form of EBCD (Section 3.3.1), before outlining an important
adaptation to the approach (Section 3.3.2) and illustrating the use of the
approach as part of the Medical Research Council framework for developing
and evaluating complex interventions (Section 3.3.3).%

3.3.7 EBCD of Services

EBCD was initially developed and piloted in a head and neck cancer service in
an acute hospital in England.”’** The originators were academic researchers
and designers who were seeking to draw attention to what they described as ‘the
burgeoning and ... exciting multidisciplinary field of interactive or “user
centric design” and to the whole concept of “co-designing for user
experience”.*® The aim was to highlight the three elements of good design —
performance (efficiency), engineering (safety), and aesthetics (experience) —
and to consider how these should be combined in the context of high-quality
healthcare services.®

Fundamental features of the approach include a focus on the experiences of
patients and staff, and the transformative potential of participating in co-design
to create broader forms of value (e.g. wider health and well-being impacts).
Maintaining focus on these features is seen as more important than advocating
stringent adherence to a set of steps regardless of context.*’ The originators’
intention was that the mindsets and behaviours that are encouraged and prac-
tised through implementing the approach (e.g. perspective sharing, dialogue,
collaboration, and empathy) would become part of how participants seek to
improve services in the future. For this reason, the approach is typically
described and represented as a cyclical process.
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Box 2 THE six PHASES oF EBCD*°

(1) Setting up the project.

(2) Gathering staff experiences through observation and in-depth
interviews.

(3) Gathering patient and carer experiences (typically through 1215
filmed narrative-based interviews).

(4) Bringing together staff, patients, and carers to share experiences of
the service and identify shared priorities for improvement, prompted
by an edited film of patient narratives illustrating significant ‘touch-
points’* of service experience.

(5) Working on identified priorities in small co-design groups of patients
and staff, using design methods (typically between four and six
priorities, over three to four months).

(6) Holding a celebration and review event.

* A touchpoint is a point of contact or interaction between a patient and
a service.

Implementing EBCD is resource intensive. Healthcare service staff usually
lead its implementation alongside their usual roles. Projects typically take 9—12

0 (Box 2) that relate to core service

months and comprise six broad phases
design practices, which involve understanding the user’s perspective, making
things visible, managing risk through prototyping, trying things out, and iterat-
ing ideas rapidly.®* Guidance and advice on using the approach is available via

a free online toolkit.®’

3.3.2 Accelerated EBCD of Services

Evaluation found that although practitioners found the EBCD process to be
innovative and impactful, they expressed concerns that it took too long to
66

implement.”” The original developers responded by making purposeful adapta-
tions to stage 3 of the usual approach (Box 2). In the resulting accelerated EBCD
(AEBCD) process, the edited films are generated by drawing upon a publicly
available, extensive, and growing national archive of filmed interviews focusing
on people’s experiences of their health-related conditions (www.healthtalk.org)
rather than by conducting and editing filmed narrative patient interviews.

This important modification was evaluated in two intensive care units (ICUs)
and two lung cancer services. It proved acceptable to staff and patients.®” Using
films of national rather than local narratives did not adversely affect local staff

engagement and indeed might in some cases have enhanced the process; critical
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comments might be perceived as less threatening when they are not directly
about the people or services involved, but could still be drawn on to inform
a more collaborative approach. The researchers concluded that:

When staff — as they did in this study — volunteer the information that this is
the first time in 20 years that they have really talked to patients in this way or
that it is the most rewarding thing they have ever done in their careers, the full
potential of EBCD to reconnect staff with their fundamental values of care
and compassion is striking. Patients, too, report a different level of appreci-

ation for staff, a belief that they will be listened to and that change is possible,

and a renewed sense of trust in local NHS services.”’

Compared with two earlier EBCD projects in lung and breast cancer path-
ways, the scale of change for the accelerated process was similar. The activities
resulting from AEBCD were identified and implemented more quickly and at
lower cost.®” Improvements were predominantly small-scale changes (e.g.
providing clocks to aid patient orientation in the ICU) and involved redesigning
team processes (providing a new private room for receiving support after
diagnosis of cancer). However, a few larger-scale processes were also
redesigned, including those operating between services (changing the timing
of when waste was removed to avoid ICU rest times) as well as between
organisations (improving the cross-site information booklet for patients trans-
ferring to another hospital for surgery).

3.3.3 EBCD of Complex Interventions

An influential and widely used framework developed by the Medical
Research Council outlines five key stages in creating a complex intervention:
developing, piloting, evaluating, reporting, and implementing.®’ The Medical
Research Council emphasises that ‘before undertaking a substantial evalu-
ation you should first develop the intervention to the point where it can
reasonably be expected to have a worthwhile effect’. EBCD and other co-
design approaches are increasingly used for the purpose of developing
such interventions.®®

Box 3 describes a study that followed the Medical Research Council frame-
work, where EBCD was used to inform the development phase of a complex
intervention to support carers of family members having outpatient chemother-
apy. The resulting intervention, Take Care, comprised three components (DVD,
booklet, and group consultation), and its impact, acceptability, and feasibility

1.°” Encouragingly, the

were tested in an exploratory randomised controlled tria
study processes were acceptable to both professionals and carers, and Take Care

demonstrated promise in practice.
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* Focus groups with healthcare professionals and carers confirmed
these findings.

» The researchers conclude that these findings justified assessment of the
intervention’s effectiveness and cost-effectiveness through a fully
powered randomised controlled trial.

3.3.4 Dissemination of EBCD

Since 2011, dissemination of EBCD has been supported by a free online
toolkit, which provides a wide range of resources and incorporates several

5 ) .
%5 (Some concerns regarding ‘toolboxes’ are discussed later

case studies.
in Section 4.2.4.) The toolkit is hosted by a charity that also provides
regular training for healthcare practitioners interested in the approach.
Through this and other dissemination mechanisms, EBCD has become an
established method for achieving and studying healthcare improvement.
The ongoing dissemination of EBCD as an improvement approach is itself
a case study, both of scaling up and of developing an evidence base for
applying a service design perspective. In the years following the initial pilot
project, the approach was adopted in healthcare settings both in the UK and
internationally.**:°® Between 2005 and 2013, at least 59 EBCD projects were
implemented in Australia, Canada, the Netherlands, New Zealand, Sweden,
and the UK, and at least a further 27 projects were in the planning stage.®®
More recently, projects were undertaken with mothers or caregivers of mal-
nourished or HIV-positive children and healthcare workers in a South

0 . . . .
7 and with formerly incarcerated prisoners in Los

African township,
Angeles focusing on better integrating local health and social care services
to support re-entry into the community.”

Green et al.’s systematic review of EBCD found increasing reports in the
peer-reviewed literature from 2014 onwards.”” The majority of the 20 studies
in the review were conducted in hospital settings in the UK, mostly in mental
health, cancer, and paediatrics. Eleven studies listed improvement activities
undertaken as part of an EBCD process; among these, the number of improve-
ment activities implemented (per site, service, or care pathway) ranged from 1
to 38. The impressive scale of the uptake of EBCD in the healthcare sector has
been ascribed by professional designers to the framing of the approach as part
of the wider healthcare improvement ‘movement’ (rather than as one-off

designer-led projects).””
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4 Challenges and Critiques of Co-production and EBCD

The democratic ethos and promising results of co-production and co-design are
not always realised. The potential for unintended or detrimental outcomes
means the need for critical thinking remains — or what Dudau et al. call
‘constructive disenchantment with the magic that surrounds co-design, co-
production and value co-creation in public services’.'® Challenges to imple-
mentation are common, and loss of fidelity to underlying principles can lead to
disillusionment and loss of trust and, ultimately, to poor, harmful, or inequitable
service design and outcomes. In this section, some of the critiques and the
challenges in applying co-production (Section 4.1) and co-design (Section 4.2)
in healthcare improvement are discussed.

4.1 Co-production

Having recognised that healthcare services are by their nature co-produced, this
section highlights common challenges faced when planning improvement ini-
tiatives accordingly. Foremost among these are existing power imbalances
between staff and patients, the risk of inadvertently increasing inequalities,
and the uncritical adoption of the language of co-production without attention
to its democratic rationale.

4.1.1 The Language of Co-production

A particular challenge arises from the appropriation of the language of co-
production in the context of (sometimes tokenistic) patient and public
involvement in service design and research processes.”*":’*7> While different
approaches to involving patients as partners in research have considerable
overlap and often similar intentions,”® ‘co-production’ is also being increas-
ingly used to describe the production of research-informed knowledge
through collaborations between policy-makers, practitioners, and researchers
(in the absence of service users and public contributors).'>'® Such ambigu-
ities disregard significant differences in processes and aims, particularly in
relation to the negotiation of power.*'’” It is argued that without clear
distinctions, the field is left with a variety of ‘co-> words being used inter-
changeably without fidelity to core principles of any given collaborative

*77). This makes meaningful

method (a phenomenon labelled ‘co-biquity
comparison among studies — and therefore any theory-building — difficult.”’
The outcomes may also be potentially misleading if the terms used
to describe the project suggest more inclusive, equitable, or emancipatory

practice than is or was the case.’’
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4.1.2 Power Imbalances

Both co-production and co-design explicitly acknowledge and attempt to
redress the significant power imbalances that can exist between staff and
patients. However, seeking to work in more inclusive and collaborative
ways can be difficult’® because of existing structures, traditions, and cultures

() . . .
7779 In a systematic review focusing

that inhibit more equitable collaboration.
solely on the healthcare sector, Palumbo suggests that conflicting priorities
and beliefs between service providers and service users, as well as their
different types of expertise, are major barriers to co-production.*’ In one
case study, people with cystic fibrosis in Italy were encouraged not only to
self-manage their antibiotic treatment at home but also to help deliver parts of
the outpatient parenteral antibiotic therapy service. However, several chal-
lenges emerged, including different or conflicting staff and patient priorities,

which led to:

... tensions between the interest of professional regular producers intent on
ensuring stability, avoiding risks, meeting commitments to cost, efficiency
and quality standards versus the potential or actual contribution of the citizen
co-producer in terms of ideas, expertise, knowledge and resources.®!

As in this case, in the absence of enabling organisational conditions and
ongoing senior management support, co-produced practices can increase both
the complexity and uncertainty of the care process and have negative outcomes
for staff and patients.

4.1.3 Challenges to Co-producing Healthcare and Key Success Principles

McMullin and Needham specify further challenges of personalisation,
expertise, and legal liability.”® These challenges overlap with a more com-

1."” Box 4 provides a summary of

prehensive list compiled by Batalden et a
the known challenges.

Encompassing co-production and co-design involving service users,
Greenhalgh et al. conducted a review of the impact of different models of
‘co-creation’ for community-based health services.*” In the review,
Greenhalgh et al. define co-creation as ‘the collaborative generation of
knowledge by academics working alongside stakeholders from other sec-
tors’. Their findings point to possible ways in which collaborative participa-
tory approaches to change in healthcare might overcome implementation
challenges.® They identify three key success principles, outlined in Box 5,

though they note that societal impact is ‘by no means guaranteed’.
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4.1.4 The 'Dark Side’ of Co-production

Fundamental to critiques of co-production are questions concerning the goals of
any given project, who is involved, and who benefits from their wider adoption.
Academic critiques have consequently highlighted a potential ‘dark side’ of co-
production.”” Projects may, for example, be inequitable in design and appeal,
potentially only involving the usual suspects (already privileged population
groups) and thereby further marginalising others.””-”® The potential for value ‘co-
destruction’ or the co-production of ‘dis/value’ has also been acknowledged.® ™
These unwanted outcomes can emerge from policy-makers using the language of
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co-production to abdicate their responsibilities to the public by, for
example, promoting self-management over resourcing adequate service
provision in a context of austerity’> and therefore potentially reinforcing
existing structural inequalities.

4.2 EBCD

Several challenges have been identified when implementing EBCD and
AEBCD approaches. They include resourcing projects, facilitation, leadership
support, role of professional designers, fidelity to principles and mechanisms,
and the political nature of the process.

4.2.1 Resourcing Projects

A rapid evidence synthesis by Clarke et al. highlights that initiating and
implementing time-intensive approaches such as EBCD and AEBCD in busy
clinical environments can be challenging.*® They emphasise that sustaining
formal, practical, and financial provision for staff, patient, and carer involve-
ment at an organisational level is key to success, but none of these is straight-
forward. EBCD is especially at risk of being seen as costly, particularly in view
of the financial pressure that healthcare organisations work under and the
absence of external research (or other) funding. Locock et al. report that the
two hospitals in which they tested AEBCD subsequently decided to invest in
adopting co-design more widely.®” Their study includes a detailed cost analysis
that took account of the previously hidden staff-time costs of individuals
released from clinical duties over the duration of this highly participatory
project. AEBCD cost an average of £28,565 per service across the four services
they studied (reduced to approximately £20,000 where an edited film of patient
narratives already existed). This — though about half the cost of a full EBCD
project — would still be a significant investment for a local improvement project
if no external funds were available. Importantly, no studies have yet compared
the relative costs and benefits of service co-design with those of other improve-
ment approaches, such as Lean (for further discussion, see the Element on Lean
and associated techniques for process improvement®”).

4.2.2 Facilitation

The success of EBCD is highly dependent on the quality of the facilitation
underpinning the process.’”*® As discussed in Section 4.2.4 on the role of
professional designers, EBCD is often (although not always) conducted without
professionally trained designers, in part to help build internal capacity in
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healthcare organisations.®” Facilitators must, therefore, be carefully selected
and supported in their role. They can be trained in design methods and tools, but
they also require strong interpersonal skills and an understanding of — and
willingness to embrace — the creative and emergent nature of the co-design
process. Some people are more suited to or more capable of working in this way
than others. Facilitators benefit from participating in wider networks to learn
from experiences of peers in similar roles.

4.2.3 Leadership Support

It is important to secure support from senior colleagues and management not
only at initiation but also throughout all stages of an EBCD project. The
importance of leadership support was highlighted in a project to improve
a learning disabilities service in England.*® On completion, participants
regarded the project as highly successful. Some three years later, the facilitator
was asked for her reflections on what had been achieved:

Ultimately, I feel that this project was one of the best and one of the worst
things 1 did. The process itself was great, we had fun, everyone felt respected
and we got really good information. The process also took us into the
planning stages in a really inclusive way and we were able to give feedback
on the initial changes that we made. However, this led to a period of intense
frustration as the leadership was not there to continue and make a real
difference which I thought then let down all the people involved. I think
some of the warning factors were the lack of clear, agreed vision for the
service, new leadership with a focus on keeping their heads down, not taking
risks and doing what they were being performance managed on.

This response is consistent with other evidence suggesting that a lack of
sustained engagement of senior executives — and, in this case, of effective
communication with community services networks — can stifle the impact of
a co-production or co-design process initiated by an operational unit.*'
Similarly, from a service design perspective, there are risks that the ‘siloed
nature of healthcare services’ may hamper the realisation of more transforma-
tive outcomes in health and social care.*’

4.2.4 Role of Professional Designers

Though healthcare metrics are not well suited to identifying the contribution
of designers,®” some professional designers have argued that much can be lost
from a co-design process that lacks trained expertise, particularly regarding
creative and ideational methods.””** They question the utility of popularised
management versions that often equate design thinking with creativity (which
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is only part of a designer’s work) and a ‘toolbox’ (without acknowledging
that design-based knowledge, skills, and training support the effective use of
these ‘tools’).”” For example, reflecting on an EBCD project aiming to
improve outpatient services for older people, Bowen et al. propose that the
limited involvement of designers in generating, developing, and communi-
cating ideas meant that participants were insufficiently involved in the co-
design of the service improvements.’” Clarke et al. recognise that the direct
involvement of professional designers typically introduces new ways of
thinking and working, which successfully challenges staff and patients to
think about everyday processes and activities differently.*® However, profes-
sional designers need to be recruited and resourced, and questions about how
best to embed their skills and approaches remain largely unanswered.”> For
now, the most effective role for professional designers is likely to be highly
contingent upon the aims, scope, and available resources of any given project
as well as its context.

4.2.5 Fidelity to Principles and Mechanisms

As with any improvement approach, adaptations to EBCD may affect fidelity by

2
672 Green et al.’s

compromising its underlying principles and mechanisms.
systematic review of 20 published EBCD studies reports that fidelity to the
activities, as described within the online toolkit,(’5 ranged from 40% to 100%,
with only three satisfying 100% fidelity.”* They highlight the importance of
individual interviews over focus groups when gathering experience data from
patients and staff, as well as the need to limit the time between the information
gathering and co-design phases. More generally, Green et al. conclude that the

following may contribute to loss of fidelity:

* (mis)perceptions of the inflexibility of the approach

* barriers to implementing co-design (lack of resources, managerial support,
staff turnover, logistical issues, cohort retention, and information asymmetry)

* lack of evidence demonstrating that higher fidelity leads to better service
user experiences.’

Deviating too far from core principles in co-design — or omitting them entirely —
may be problematic for processes and outcomes. The original version of EBCD
includes a substantive observational phase, allowing an additional view of how
staff and patients ‘go about their business in real time’ as well as providing
context to participants’ narratives and their co-design work.?” Observation is also
cost-effective in that it can generate valuable insights relatively rapidly and with
little resource. The celebratory/review event is also integral to the co-design
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process:“? it offers an opportunity to recognise both the concrete achievements
of a project and the practices and processes that need further work or consid-
eration, thereby contributing to project evaluation. The event further functions
as an opportunity for participating staff and patients to share and discuss
achievements, learning, and ongoing challenges at the end of an often emo-
tionally demanding collaboration. As well as closure, it provides a platform
for future co-design work and continuing involvement in improvement work.
Problems may arise if non-participant observation or a celebration/review
event are omitted, yet this does occur.®®

Similar limitations can occur if, instead of filmed narratives, other less rich
methods are used to explore the experiences of service users. For example,
Mental Health Experience Co-design is an approach based on EBCD that was
developed and piloted by a service user-led organisation in Victoria, Australia,
which employed computer-assisted telephone interviews rather than filmed
interviews.”* More starkly, relying solely on anonymous surveys to understand
experiences of patients and staff can undermine the defining features of EBCD,
rendering it unrecognisable and limiting its impact.*’

The most commonly reported struggles are with a fundamental principle of
the approach: enabling patients to fully participate as co-designers.®°” The co-
design process is deliberately intended to reimagine and reformulate the trad-
itional roles and relationships of staff, patients, and family members. Where
successful, a carefully facilitated process not only generates collective owner-
ship of the change process but can also prompt changes in underlying behav-

°® However, if the nature of the involvement of patients and

iours and values.
family members regresses to consultation rather than co-design, much of the

transformational potential can be lost.

4.2.6 Political Nature of the Process

Iedema et al. suggest that co-design may challenge how healthcare profes-
sionals and service users typically relate to each other and so lead to new,
more equitable forms of interaction.’” But within these new relationships, value
must be placed on the design process itself as providing a space for different
conversations between patients and staff, and the possibility of change. In
a study of a Swedish participatory design project in primary healthcare,
Sjoberg echoes and elaborates on this sentiment:

The design process is a political one and includes conflicts at almost every
step of the way . . . if the inevitable conflicts are pushed to one side or ignored
in the rush toward an immediately workable solution, that system may be

dramatically less useful and continue to create problems.”®
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Additionally, it is important to acknowledge that this challenge is not an
inherent flaw of working collaboratively.”””” Rather, it highlights how existing
structures and norms in healthcare make it difficult to work in this way and often
avoid potential conflict or challenge only by failing to bring together
a sufficiently diverse group of people, including people who are typically
marginalised. It has been said that: ‘If it feels too easy, you probably aren’t

doing it right.””®

5 The Evidence Base

As set out in Section 1, co-production and co-design approaches to healthcare
improvement are promoted both for their technocratic benefits (making services
more efficient, safer, and improving clinical outcomes) and broad democratic
rationales (making services fairer for, and more transparent and accountable to,
those they are there to serve).” > Given these goals, it is perhaps unsurprising
that the published literature demonstrates a strong positive bias. In this section,
we review the more critical evidence for co-production and co-design and
consider how the value of these approaches might be explored in the future.

5.1 Co-production

The evidence base for the theorised benefits of service co-production remains
relatively weak. The originator of the concept of co-production, Elinor Ostrom,
herself noted:

Designing institutional arrangements that help successful co-productive
strategies is far more daunting than demonstrating their theoretical
existence.”’

A number of systematic reviews have analysed co-production across the
public sector. Voorberg et al.’s review of studies between 1987 and 2013
found that the studies were limited to identifying influential factors or
creating general study classifications, with hardly any attention paid to
outcomes, impacts, or benefits.'” Others have drawn similar conclusions
regarding the paucity of research. Loeffler and Bovaird remark that ‘the
actual and potential impact of co-production on citizen outcomes is as yet
only sketchily researched’.'”!

Historically, studies have explored single projects and focused on motiv-
ations for participating in co-production of a public service, or they have
explored barriers to co-production for both providers and users of a service.
However, in the specific context of healthcare services, Gilardi et al. found little
evidence — either in relation to motivations or the effectiveness of approaches —
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that can shed much light on how to enhance the co-production of healthcare.*'
Most studies of co-production in healthcare settings focus on changes in the
behaviour of individuals, and most use quantitative methods to assess the
degree and type of patient engagement. However, a Cochrane systematic review
concluded that because of the low quality of the evidence, it was uncertain
whether such shared decision-making interventions are effective.® A small
number of studies of learning health systems provide some evidence,”'%%!%
but few have explored the organisational and managerial implications
of co-production.

Enhancing the evidence base presents formidable evaluation challenges. Co-
production is inherently emergent, creative, and unpredictable and, conse-
quently, it is often unclear from the outset which outcomes to measure and
how. Durose et al. propose three ‘good enough’ methodologies that might be
used to assess the potential benefits of co-production in relatively small-scale
settings: appreciative inquiry, peer-to-peer learning, and data sharing.'®*
Although cross-national, comparative case studies, experiments, and longitu-
dinal studies across all sectors are underway,”' outcomes that are perhaps less
tangible but nonetheless important components of quality (including collective
and long-term outcomes such as inclusivity and equity) are typically harder to
link causally to co-production processes, especially within typical timelines of
evaluation (i.e. conducted shortly after an intervention).

While evaluation of outcomes is important, the democratic basis and reason-
ing for co-production mean that even without a sound evidence base, a sound
ethical rationale can be offered for co-production.”’” Without such an evidence
base, however, arguments for the benefits that can be achieved through co-
production in healthcare contexts are liable to be undermined.

5.2 Designer-Led Initiatives and EBCD

The evidence base for design-based approaches in healthcare (whether led by
professional designers or EBCD) is arguably more robust than that for co-
production. Here too, though, challenges remain.

Some designer-led projects have received positive evaluations, such as the
carlier example of reductions in violence and aggression in A&E departments
(Section 3.2). But commentators recommend that ‘a programmatic approach
covering a series of related studies [is required] to build legitimacy, to avoid
duplication and one-off standalone studies, many of which are currently poorly
reported and lack robust evaluation’.”

Most EBCD projects are undertaken with the aim of improving local ser-

vices, are similarly small scale and heterogeneous, and typically do not undergo
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rigorous evaluation. However, EBCD is increasingly used in studies employing
experimental methods. The first randomised controlled trial of a co-design
approach (albeit one that was significantly adapted) — the Australian Mental
Health Experience Co-design approach to improve psychosocial recovery out-
comes (mentioned in Section 4.2.5) — found no difference between the inter-
vention and control arms.”* Several feasibility trials of co-designed
interventions have been published, including the Take Care intervention
described in Box 3.%° Service design academics have, in turn, called for more
robust considerations of the contribution and impact of design thinking to such
work, including how non-designers apply design skills and approaches.**”*
Systematic reviews of EBCD in healthcare settings,”” as well as broader
reviews of the co-production of public services encompassing co-design

#3-84 are starting to appear. Clarke et al.’s rapid evidence synthesis

approaches,
of outcomes associated predominantly with the use of EBCD or AEBCD in
acute healthcare settings identified three categories of reported outcomes from

11 studies:*¢

* patient and staff involvement in the co-production or co-design processes

* the generation of ideas and suggestions for changes to processes, practices,
and clinical environments that affect patient or carer experiences of a service,
and (indirectly) the experiences of staff members

» tangible changes in services and impact on patient or carer experiences.

Co-design approaches have proven particularly helpful in engaging nursing
staff in improvement work, overcoming lack of motivation and engagement
by reconnecting them to their core professional values.’® Greater engagement
has enabled new, positive staff and patient interactions, which have helped to
rebalance traditional power hierarchies to the benefit of all parties.””*> Clarke
etal. acknowledge a ‘real value placed by patients and staff on such changes in
the personal behaviour, attitudes and culture of healthcare teams’, but none-
theless report a lack of rigorous effectiveness and cost-effectiveness studies at
both the service and system levels.*® Disappointingly, little quantitative evi-
dence exists of substantial improvements in patient or staff experience result-
ing from the use of EBCD. In some cases, it may be that commonly used
patient satisfaction measures are simply too broad to identify the impact of
specific changes (such as a new welcome pack for patients or a redesigned
discharge process).

The essential ‘active ingredients’ in co-design and EBCD processes that
might yield beneficial changes remain unclear. For example, which combin-
ations of narrative interviews, observations, visualisation/films, facilitation,
creative workshops, co-design work, and prototyping provide these benefits?
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Process evaluations of EBCD and co-production initiatives in the healthcare
context are just beginning to explore and suggest key mechanisms for
positive impact. Dialogue, creativity, and enactment may all be

105.1 . . . . . .
05:19 and consistent with the service perspective underpinning

important
such initiatives, as outlined.

Important questions relating to how to scale up any benefits of co-design
across healthcare systems are beginning to be addressed. As part of a research
process to identify an intervention for subsequent testing in a randomised trial,
EBCD has been successfully adapted and used across a patient pathway span-
ning nine healthcare providers (including both primary and secondary care
sectors) covering four distinct geographical areas in the UK.'”” In another
example, the Collaborative Rehabilitation in Acute Stroke (CREATE) study
(Box 6) adopted a mixed-methods approach that included surveys and behav-
ioural mapping as well as interviews and observations.'”® Documenting
tangible improvements in all four services, the authors report that transferring
co-designed interventions developed using EBCD in two initial stroke services
into two subsequent services (using AEBCD) was feasible. However, they also
highlight how staff tended to focus on tasks that led to immediately demon-
strable change rather than on considering the behaviours and values underpin-
ning the rationale for those changes.

In summary, the evidence base includes many cases where the implementa-
tion of EBCD deviates from key principles and must be viewed critically.
Improvements are needed both when implementing and when evaluating co-
design efforts.

Box 6 CASE STUDY OF A MULTICENTRE, MIXED-METHODS EVALUATION ofF EBCD IN
INPATIENT STROKE UNITS'*°

Aims: To evaluate the feasibility and impact on patients, carers, and staff

of using EBCD to increase supervised and independent therapeutic patient

activity in stroke units. A secondary aim investigated methods for scaling

up the impact of co-design approaches by exploring whether AEBCD

could be used to transfer the interventions developed and implemented in

the initial two units to two further units.

Setting: Two stroke units (acute and rehabilitation) in London and two in
northern England.

Methods: A mixed-methods (interviews, observations, behaviour map-
ping, and patient self-report surveys) case comparison, before and after
implementation of EBCD cycles.
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Participants: A total of 76 staff, 53 stroke patients, and 26 family members
(carers) were recruited to the evaluation. Several of these participants and
additional staff, patients, and family members took part in various stages of
the EBCD cycle. Across all sites, 43 co-design meetings were held, involv-
ing 23 stroke patients, 21 family carers, and 54 staff (all roles and including
support staff such as rehabilitation and healthcare assistants).

Results: Co-designing and implementing interventions to increase thera-
peutic activity was feasible. Units one and two together co-designed and
implemented more than 40 improvements over nine months. Filmed patient
narratives from these units proved powerful triggers for action in units three
and four where a similar number and range of improvements were imple-
mented over an accelerated time period of six months. However, while
observations and interviews confirmed use of new social spaces and
increased activity opportunities, staff interactions remained largely task
focused, with limited focus on prompting or enabling patient activity.
Such findings echo a tendency in service design projects to place too great
an emphasis on specific, observable changes (often to physical environ-
ments) rather than underlying behaviours and values.

6 Conclusions

The distinctive origins and features of co-production and co-design mean that
they may be able to deliver on improvements in quality, safety, and efficiency at
the same time as also generating broader, democratic forms of value (e.g. equity
and inclusivity). Emerging evidence suggests that co-production and co-design
can encourage new positive and productive relationships between staff and
patients. The approaches may have merit in addressing several commonly
identified challenges in improvement,'*” including, for example, staff engage-
ment. Staff who participate alongside service users in these new ways often
comment that this has ‘re-connected’ them with the values that initially led them
to a career in healthcare. Issues of power and dominance can and must be made
explicit and discussed as part of decision-making processes.™' ' Co-production
and co-design offer ways to achieve this by potentially reconfiguring power
relations for both staff and patients and creating the possibility for change,''’
though close adherence to the democratic and moral rationales central to the
concepts of co-production and co-design is essential.
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Such reflections and the potential for a more equitable way of undertaking
improvement work suggest the field of improvement studies should broaden its
definition of what constitutes value.''' Where appropriate, this could include
making decision-making processes more democratic, being more transparent
about how and why decisions are made, increasing diversity of experiences and
views, and designing systems that are better capable of responding to the needs and
preferences of those who use or need them. Broadening the methods and scope of
evaluation efforts to include such outcomes will help to avoid diluting the demo-
cratic and moral rationales for co-production and co-design. The potential for
undertaking healthcare improvement work that benefits staff and patients alike
should motivate appropriate adoption of such approaches and underpin
a commitment to find better ways of understanding their additional value.

6.1 Implications for Improvement Practice

Box 7 summarises the most significant implications of co-production and co-
design in healthcare improvement practices discussed by us in this Element and

by other authors.'’#"!2

Box 7 IMPLICATIONS OF CO-PRODUCTION AND CO-DESIGN FOR IMPROVEMENT PRACTICE

* Think more critically about which quality and safety problems might
benefit from being addressed through participatory approaches.
Although primarily of relevance to efforts to improve patient (and
staff) experience, such approaches may also potentially help address
other dimensions of quality, such as clinical effectiveness and
patient safety.

» Appreciate that democratic outcomes (e.g. increased equity, inclusivity,
and diversity) have been overlooked in healthcare improvement, which
has traditionally focused on technocratic outcomes (efficiency and cost-
effectiveness) that are easier to measure.

* Ensure that democratic and moral imperatives are accounted for in
improvement practices, extending beyond just the short-term priorities
of healthcare organisations.

* Remember to:

* recognise the importance of building trust with staff and patients, and
be aware that this takes time

* ensure training/education models prepare staff and patients for work-
ing in the empathetic and equitable ways that co-production and co-
design encourage and rely upon, and address any staff and patient
anxieties so they can collaborate in genuine partnerships
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6.2 A Future Research Agenda

Despite growing interest in both co-production and co-design, the relevant
academic literature is dominated by descriptive summaries, reports, and com-
mentaries rather than by research studies or evaluations.*® Box 8 presents key
research priorities in co-design and co-production.
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Critically assess different approaches in co-design practices and co-
production processes that seek to mobilise and equalise power relations
among participants.

Explore which ‘publics’ are being engaged and/or excluded by current
practices, how these practices affect social inequalities, and their ethical
and political implications.

Explore how government funding, regulation, and evaluation of third
sector organisations affect co-design and co-production processes.
Form, develop, and explore collaborations and partnerships between
healthcare organisations and community-led, patient-led, and
user-led organisations.

Further explore how, if at all, these approaches can be scaled up. Are
they necessarily always service-specific, context-bound, and local?

7 Further Reading

Co-production

Batalden et al.'” — an overview of the origins and evolution of the concept of

co-production, outlining how it might be applied to the work of improving

healthcare services.

A number of online networks encourage and support the co-production of

public services generally and within the healthcare sector.

o

In the UK, the Co-production Network for Wales''* and the Scottish Co-
production Network''* provide opportunities to share case studies, les-
sons, and resources from co-production practices and projects across the
public sector.

Specific to healthcare, the Health Foundation hosts a co-production Special

"5 and the International Coproduction Health Network''®

Interest Group,
is a collaborative learning system to support existing and new communities

of practice in this area of improvement studies.

Loeffler and Bovaird''” — an edited handbook that provides a comprehensive

and authoritative account of the movement towards co-production of public

services and outcomes.

Brandsen et al.”' — an edited collection offering a theoretical and empirical

examination of the concepts of co-production and co-creation and their

application in practice across the public sector.
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Co-design and EBCD

s L .
252 _ explores the evolution in design research from

Sanders and Stappers
auser-centred approach to co-designing, and provides a toolbox of generative
research methods, creative tools, and techniques.

Sangiorgi and Prendiville’” — an edited, international collection that maps the
field of service design and identifies key issues for practitioners and researchers.
IDEO.org'"® — a design kit providing a comprehensive compendium of
human-centred design tools.

The Point of Care Foundation’s EBCD toolkit® — a toolkit with accompany-
ing case studies that provides a guide on how to use EBCD to improve
experiences of healthcare.

Robert et al.*” — a brief introduction to EBCD with illustrative case studies
and testimonies from patients and healthcare professionals.
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