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Abstract

A Spinal Cord Injury (SCI) results in partial or complete loss of sensation and/or function
below the level of injury, affecting every aspect of daily life. SCI rehabilitation is a long,
complex process that aims to equip patients with the skills needed for the rest of their
lives. The initial aim of this study was to create more or enhanced opportunities for patient
participation within this rehabilitation process, using a mixed-methods approach to
explore and collaboratively shape the experiences of patients, family and healthcare

professionals within it.

This research began with a 12-month, in-depth contextual review of the host spinal injury
unit (SIU) to identify potential opportunities for enhanced patient participation.
Qualitative and ethnographic research methods, such as interviews with SIU staff and
observations of rehabilitation events, were found to be crucial in generating a detailed
understanding of the rehabilitation process and embedding the researcher within the unit.
Design-based methods were then used to collaboratively develop the contextual review
findings, including an exploratory pilot study with a group of the SIU community. From
this, the Goal Planning Meeting (GPM), where patients, family and SIU staff members
meet to discuss progress and set rehabilitation goals, was established as the site for

intervention.

A combination of observations, interviews and conversation mapping methods were used
to triangulate the experiences of participants in the GPM, generating four main aims, or
'Experience Goals,' for the subsequent co-design process. From this, the researcher
generated several prototype materials that aimed to support patients’ understanding of the
GPM and their role within it. The prototypes were co-developed with outpatients and STU
inpatients and staff in a series of workshops with the aim of meeting these experience
goals. The final phase of the study involved the implementation and mixed-methods
evaluation (using observations, interviews and conversation mapping methods) of the

intervention in the rehabilitation pathway of three patients.

The co-developed intervention includes a second prognosis meeting, a meeting to set long-

term rehabilitation goals (that address both staff and patient priorities) and simplified



documentation of the Goal Planning Meeting. Although each patient engaged with it
differently, evidence suggests that the intervention led to enhanced patient understanding
of their rehabilitation progress, and more opportunities for staff to incorporate the patient's

personal priorities into their practice and the patient’s rehabilitation pathway.

This study also makes three claims with regards to designing for patient participation;

1. Designing to enhance participation in rehabilitation processes should
consider the diversity of roles and perspectives involved in service
encounters like the GPM

2. Designing for enhanced patient participation needs to acknowledge that
participation is not a monolithic concept

3. Designing for enhanced participation requires an embedded participatory
design process able to guide a progressive process of adoption and change

not only with patients, but also for the key professional practices involved.

In summary, this PhD study is concerned with the complimentary relationship between
‘traditional’ and ‘design-based’ research methods to collaboratively and robustly explore,
communicate and positively shape the experience of group healthcare consultation events

for staff and patients alike.
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Preface

The study described in this thesis draws from and contributes to the fields of design and
health, in the context of SCI rehabilitation. The following preface will describe the
opportunities that both fields had previously identified in this context, and how their
complimentary aims have been consolidated into an initial research question, 'Can design
approaches be used to explore and enhance patient participation within spinal cord injury

rehabilitation?'

Rehabilitation

According to the Chartered Society of Physiotherapists (United Kingdom), rehabilitation
is concerned with 'enabling and supporting individuals to recover or adjust, to achieve
their full potential and to live as full and active lives as possible,' (2017). Rehabilitation
can take many forms and can be required for a multitude of reasons, from doing simple
physical exercises after surgery, to re-learning communication skills following a Stroke,

etc.

Rehabilitation is arguably an active form of healthcare, as patients are required to take part
in prescribed activities, rather than passively accepting a medicine (although the two can
be required concurrently). Patient participation in rehabilitation has been linked to
improved outcomes and decreased depression among patients (Baker et al., 2001), as well
as 'reduced burnout rates among physical therapists,' (Payton et al., 1990, Payton &
Nelson, 1996). Research into enhancing patient participation has become a concern in a
variety of healthcare contexts, such as in the patient-doctor interaction (Roter, 1977),
decision-making (Guadagnoli & Ward, 1998) and patient safety (Longtin et al., 2010).
Within the specific context of this study, people with a spinal cord injury have described
participation in rehabilitation as a 'necessary prerequisite for successful care and
rehabilitation,' but also stressed that staff had an important role to play in facilitating and
encouraging this (Lindberg et al., 2013). As such, research initiatives that address the roles
of patients and staff in the former's participation would have clear benefits to this

community.
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Design and Rehabilitation

In 2009, the Royal Society of Art (RSA) published the ‘Design and Society’ manifesto,
stating that design can ‘re-awaken citizens’ own resourcefulness.... and persuade them that
they know more than they think about how problems might be solved,” (Campbell, 2009,
p7). By identifying the SCI population as ‘a group of people who needed to learn to be
resourceful,” the ‘Design and Rehabilitation’ initiative was formed. This initiative began
with a three-day design workshop with eight spinal cord-injured people, which aimed to
inspire creative thinking and ‘give confidence and independence by teaching... creative
design tools and techniques,” (Campbell, 2011, p3). Michael Beirut, a peer reviewer of the
initiative, said the workshops made ‘a strong case for “the relationship between design-
thinking and having a sense of agency in one’s environment and one’s life,”” (Campbell,

2011, p25).

The RSA then developed this pilot into the ‘Design and Rehabilitation’ workshops in 2011
(Campbell, 2012). These workshops were facilitated by partnering three of the leading
spinal injury units in the UK with local universities, including a collaboration between the
host organisations of this PhD study; the Queen Elizabeth National Spinal Injuries Unit
(QENSIU) and The Glasgow School of Art (GSA).

All three universities in the ‘Design and Rehabilitation’ initiative reported positive
outcomes, despite taking different approaches to the study (Campbell, 2012). The GSA
study found that people with a spinal cord injury ‘possess at least some of the same skills
as designers,” (Macdonald, 2013, p191) as did the team working between Sheffield
Hallam University (SHU) and the Sheffield Princess Royal Spinal Injuries Centre, who
added that the patients also anecdotally described enjoying their involvement in the project
(Langley et al., 2013). Although the initiative was exploratory in nature, it also provided a
stimulus for some participants to continue exploring the potential of teaching design
methods to spinal cord-injured individuals, where Wolstenholme et al. (2014) found such
initiatives can be considered as contributing to self-management practices, as well as

enhancing patient’s experiences of being in hospital.

Following this pilot study, a strong desire emerged from both the GSA and QENSIU to
find a way to continue their collaboration, and to explore the ways in which their two
cultures could be brought together. Meanwhile, across the country, the pilot was also
inspirational for the researcher, who was then involved with the Sheffield-based team as

an undergraduate student at Sheffield Hallam University. In her role as a workshop
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facilitator, she was able to see for the first time the strength of design-led approaches in
engaging people in discussing their current and potential future experiences. It could be
argued, then, that this PhD study actually began, at least in the mind of the researcher,

several years before the work described in this thesis.

Complimentary aims

Two key arguments were drawn from the above pilot work to inform the start of this PhD
study. Firstly, if there is evidence to suggest that design approaches have the potential to
enhance one's sense of agency over one's life (Campbell, 2011), they may be beneficial in
enhancing a spinal cord-injured individual's agency to participate within their
rehabilitation, possibly leading to enhancing outcomes and wellbeing. Secondly, the
findings from the GSA and SHU studies (that patients have the capacity to participate in
design-led activities, and can enjoy doing so) provide practical and ethical rationales for
involving patients in research initiatives that affect them. It also raises questions whether
the wider spinal injury unit community (such as a patient's family members, or staff, given
they have such a supportive role) could also be engaged in such research projects, and as

such the study aimed to take a participatory approach.

Rather than take an 'outside-in' approach (i.e. entering the rehabilitation context as a
designer for the purposes of teaching ‘design’), as in the RSA initiative described above,
this scope of this study instead facilitated an 'inside-out' approach (i.e. developing an
understanding of the rehabilitation context as a researcher, then looking out to the field of
design to further refine this understanding and explore opportunities for intervention).
Given that the fields of scientific- and design-based research each have particular strengths
in exploring current situations as well as creating new ones (Rodgers & Yee, 2015), this
study began with the research question, 'How can traditional and design-based approaches
be used together to explore and enhance patient participation within spinal cord injury

rehabilitation?'
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01 Introduction

1.1 Background

There is good evidence that actively involving patients as partners in the design and
management of treatment interventions leads to improved outcomes and experience (NHS
England 2017). Policy directives within the United Kingdom have focused on developing
strategies to increase levels of patient participation, as exemplified in the Five Year
Forward View (NHS England, 2014) and the National Health and Social Care Standards
(The Scottish Government, 2017), reflecting health paradigms that give increasing
responsibility to patients to self-manage their condition. As highlighted in the preface of
this thesis, this can have particular resonance with people living with long-term

conditions, such as spinal cord injury.

However, whilst policy and evidence strongly advocate for the active participation of
patients in their treatment, it is more difficult to define how this is embodied in practice.
The Scottish Government (2015) recently reflected that whilst co-production and people
powered health were key strategies, the implementation of these approaches was ‘proving
harder to realise.” The challenge remains that whilst theoretically approaches to increasing
patient participation and self-management are posited as important things to do, current
healthcare services (as yet) lack the necessary tools and approaches to implement and

affect change.

The fields of design and design research have a strong history, and a plethora of tools and
designerly approaches, concerned with involving those not formally trained in design in
the creation of products, buildings, technology, and (more recently) in services,

experience, interventions, etc.

One of the challenges therefore is how to bring these designerly tools and approaches to
an embedded, collaborative position with healthcare contexts. As will be discussed in the
Literature Review chapter of this thesis, examples do exist, yet they are not widespread
nor are they often fully implemented. A greater understanding still needs to be developed
in relation to how patient participation in healthcare can be enhanced, how designers

might work more effectively in healthcare settings and environments, and how impact of
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these interventions might be realised (and, where successful, scaled up). This thesis
examines the role of design, most notably participatory service design, in the context of

healthcare services for people undergoing rehabilitation for spinal cord injury (SCI).

1.2 Outline of this study

In response to these challenges, there are two key aims driving this study:

e To explore how designers can operate in a participatory manner with and within
healthcare service contexts
e To explore how to design for enhanced patient participation, in particular for spinal

cord injury rehabilitation

As a researcher, addressing these aims involved becoming embedded in the unit and
working with the inpatients and their families during their rehabilitation journey following
a highly physically and emotionally challenging life-changing spinal cord injury. Of equal
importance, it also involved working with the Spinal Injury Unit (SIU) healthcare staff
(both clinical and therapy), as well as outpatients, who are considered ‘lifelong patients’

due to annual check-ups and the evolving nature of learning to live with an SCI.

As a designer by training, it also involved understanding and reconciling the two fields of
healthcare and design, carefully crafting an embedded position within the STU and
responding to the epistemological, practical and ethical challenges of designing

collaboratively with such a complex context.

1.3 Intention

This PhD seeks to build an understanding of what design, particularly participatory
approaches to service design, can offer in seeking to enhance patient participation, and the
involvement of healthcare service communities in doing so. It does not, in any way, aim to
undermine the crucial work already happening in contexts such as the SIU, instead it
hopes to offer propositions as to how such work can be reinforced and supported in new

ways.
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The work detailed in the following thesis will provide an evidence base to recommended
reframing the notion of patient participation as a non-monolithic concept that can happen
at different levels and following different strategies, as every patient is different. As will
be established in the Contextual Review, this is particularly true for the heterogeneous SITU
inpatient community. By focussing on a key SCI rehabilitation event, the Goal Planning
Meeting, it is proposed that designing for enhanced participation in rehabilitation
pathways must consider the diversity of roles and perspectives involved, where ‘co-
production’ occurs not just in traditional patient-professional dyads but among a range of
different actors, including family members. Reflections on the effectiveness (or not) of the
approach taken in the study, given in the Discussion chapters, will highlight the need to
take a mixed-methods, embedded, participatory approach to the co-development of
rehabilitation pathways, with consideration of the wider service community that events
such as the GPM affect, and are affected by. The researcher was able to cultivate such an
embedded position due to the collaborative nature of this PhD study, as detailed in the

next section.

14 Setting

The host university, The Glasgow School of Art (GSA), and the host spinal injury unit,
The Queen Elizabeth National Spinal Injuries Unit (QENSIU), Glasgow, collaboratively
applied for, and were awarded, funding for this PhD study (the Arts and Humanities
Research Council's Collaborative Doctoral Award, grant number AH/L002906/1). As
such, the researcher had equal access to both research institutions. This included a private
office in the host spinal injury unit (SIU), which allowed the researcher to become truly
embedded in the research context and adapt her methodology accordingly (as will be
detailed further in the main thesis). As part of this collaboration, the researcher also
benefitted from the supervisory support of senior staff from both sites; a Professor of
Design acting as primary supervisor at GSA, and a Consultant in Spinal Injuries acting as
co-supervisor at QENSIU, who are referred to as the design-based supervisor and

healthcare-based supervisor (respectively) throughout the main thesis.

1.5 Problematising participation
Working across the different paradigms of health and design is fraught with complexity,
not least due to the terminology. It is recognised that the terms “participation’ and

‘participatory’ have numerous meanings, both in relation to the aimed-for outcome of this
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study (enhanced patient participation) and to the aimed-for process (engaging the
healthcare community in participatory approaches to service design). Both concepts will
be explored more fully in the Contextual Review and Literature Review chapters of this

thesis (respectively), but this section aims to give some clarity from the outset.

The choice of patient ‘participation’ as the focus of this PhD is deliberate and distinct
from other terms such as ‘compliance’ or ‘activation,’ in that it is more concerned with
addressing the asymmetry of power inherent within traditionally paternalistic healthcare
structures. As will be discussed in the following chapter, ‘participation’ is not a clearly
defined concept, but this study considers it to frame the patient-professional relationship
as one of equals, foregrounded in notions of mutual learning and collaboration towards
shared health goals. In some instances, patient ‘participation’ may be considered as falling
under the umbrella of, or as a higher-level form of patient ‘engagement’, which is
understood in terms of how a person thinks, feels and acts in relation to their health and
health management. A patient may be ‘engaged’ by providing information that is relevant
to them as an individual, but the patient may be ‘participating’ in educational activities by
asking questions, providing their own information of their experience of health

management, etc.

In terms of participatory processes, the PhD draws on the Scandinavian tradition of
Participatory Design to reinforce its approaches to Service Design. The founding principle
of this tradition is the belief that those who will be affected by a design process have the
right to influence it (Schuler and Namioka, 1993), as opposed to North American
approaches, which are regarded as more akin to user-centred design (where ‘users’ are

consulted and studied, rather than actively engaged in the design process).
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1.6 Thesis structure

The chapters in this thesis can be separated into four main stages, as summarised in table

1.1 below:

Stage

Related Chapter(s)

1: Locating the opportunity for intervention

2: Contextual Review

2: Planning the main study

3: Literature Review

4: Methodology

5: Study Design

3: Conducting the main study

6: Phase One Findings

7: Phase Two Findings

8: Phase Three Findings

4: Reflecting on the main study

9: Comparing Phase One and Phase
Three Findings

10: Discussion One: Engaging the SIU
community in a participatory service

design process

11: Discussion Two: Designing to
enhance patient participation in SCI

rehabilitation

12: Conclusion

Table 1.1: An overview of the thesis structure.

Each stage of the PhD will now be described briefly in terms of its related chapters.

1.7 Locating the opportunity for intervention

1.7.1. Contextual Review

The contextual review may be considered more akin to a primary study, in that the

understandings gained from a traditional literature-based exploration of the context

(biomedical understandings of SCI and its associated rehabilitation processes) were
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reinforced by a situated, in-depth, year-long period of primary research within the host
SIU (including observations of rehabilitation activities, shadowing SIU staff on day and
night shifts, and direct contact with patients and family members). These medical and
experiential insights were then reflected back to the SIU community and collaboratively
developed using design-led methods (including the diagrammatic exploration of
qualitative data). In this manner, the researcher was able to cultivate an embedded position
within the SIU, build working relationships with the SIU staff, demonstrate the benefits of
using design-led methods to understand complex healthcare contexts, and establish the site
for intervention collaboratively with the STU community. As a result, the study continued
with the hypothesis that new or enhanced materials or processes could be introduced into
the Goal Planning Meeting (GPM - a monthly meeting between the patient and their
multidisciplinary rehabilitation team to set functional goals and review progress made

towards them) to enhance patient participation within it.

1.8 Planning the main study

1.8.1 Literature Review

After a review of the relevant literatures from design and healthcare, it was established
that both fields have undergone a simultaneous, yet separate increase in focus on
enhancing patient and/or public participation. This was found both in the topics of patient
participation in their own healthcare (see Part A of the Literature Review) and also in
healthcare service development approaches (see Part B of the Literature Review). This
review was useful in terms of highlighting methods or tools from each of the fields that
could be useful in the main study of this PhD (such as the prototyping techniques of
Participatory Design, or the visualisation methods of Service Design), and also in terms of
highlighting gaps in the literature, such as a need for rigorous evaluation of the

intervention.

1.8.2 Methodology and Study Design

The methodology chapter begins by contrasting the two seemingly disparate worldviews
of design and healthcare, and how they seek and legitimise different forms of knowledge.
A specific understanding of Design Research is given, and a case is made for its use as a
complementary approach alongside scientific research methods, particularly through the

use of prototyping and prototypes as a means and vehicle for inquiry.
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The approach taken to the main study is then summarised in the Study Design chapter, in
three linked phases. Phase One seeks to understand the GPM experience from the
perspectives of patients, family members and staff, and the opportunities for change within
that. Phase Two aims to engage the SIU community in a co-design process to enhance
patient participation within the GPM, in response to the emergent priorities for change.
Finally, Phase Three seeks to introduce and evaluate the impact of the co-designed
intervention. These three phases and their findings are discussed in the next stage of the

PhD, 'Conducting the main study.'

1.9 Conducting the main study
The three chapters located in 'Conducting the main study,' present the findings of each
phase of the study concisely, with minimal discussions or references to the related

literatures (which are located in the Discussion chapters of this thesis).

1.9.1 Phase One Findings

The mixed-methods approach taken to Phase One was found to be effective in exploring
and evidencing the multiple perspectives of the GPM (from patients, family members and
staff). The use of quantitative, qualitative and diagrammatic questions in the
questionnaire-led interview was particularly useful in highlighting opportunities for
change as well as perspectives on the current GPM format. The visual mapping of the
GPM conversation was also useful in demonstrating clearly and objectively, for the first

time, the scale of patient passivity within it.

From these findings, four Experience Goals were generated (with support from the

supervisory team) to guide Phase Two of the main study.

1.9.2 Phase Two Findings

The researcher generated three initial prototype materials in response to the Experience
Goals derived from Phase One. The SIU community was then engaged in a series of co-
design workshops to iteratively co-develop these prototypes until a resolved intervention
was ready for testing. The SIU participant groups (outpatients, inpatients and staff) were
engaged separately in order to protect their on-going working relationships and to tailor
the sessions according to their physical, emotional or logistical needs. As such, the

prototypes were considered design concepts but also vehicles to carry experiential,
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behavioural and institutional knowledge anonymously between the participant groups,

facilitating creative collaboration between them.

The co-designed intervention was named The Co-Plan Process, and consisted of several
linked activities (each supported by bespoke materials) spanning approximately 2 months

of a patient's rehabilitation pathway, as summarised below:

e An 'Introduction to Rehabilitation' information booklet, to clarify the rehabilitation
pathway and the patient's role within it.

e A 'Consultant Meeting' to clarify the patient's prognosis, and to begin asking the
patient about their priorities for rehabilitation.

o A 'Key Worker Meeting' to review the patient's prognosis and priorities, and to set
long-term rehabilitation goals accordingly.

e A patient-owned record of the short-term goals is made at each GPM.

1.9.3 Phase Three Findings

After introducing the co-designed intervention into the rehabilitation pathway of three
patients, the methods used to establish the 'baseline' GPM experiences of patients, family

members and key workers were repeated for comparison.

Although the GPM conversation did not change significantly (and as such the GPM
conversation mapping methods were not repeated), interview data suggests that two of the
three patient participants had more or different opportunities to participate in their goal
planning process as a result of the intervention. Although each patient participant engaged
with the intervention slightly differently, in general staff found that discussing a patient's
prognosis and personal priorities for their rehabilitation was particularly useful, whilst
some patients felt that visualising their rehabilitation progress was helpful to them.
Diagrammatic aspects of the questionnaire-led interviews also suggest that patients have a
more accurate understanding of their progress through using the intervention, although this

conclusion is based upon a small patient sample.

1.10 Reflecting on the main study
This final section is reflective in nature, and relates the findings to the relevant literatures

in order to better understand the contributions and implications of this work to the fields of
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both Design and Healthcare. After a brief discussion on the complimentary nature of
traditional and design-based research approaches, this thesis concludes with a summary of

the study’s limitations and recommendations for future work.

1.11 Main arguments

This study hopes to demonstrate the strengths of bringing a participatory approach service
design into complex healthcare contexts, particularly its ability to elicit deeper insights
into rehabilitation experiences and facilitating creative collaboration between inpatients,
outpatients, family members and healthcare professionals in co-developing these
experiences. It argues that such an approach must be carefully crafted, informed by and
responsive to a deep understanding of the context, and the relationships, tools, processes
and epistemological norms within. By working from such an embedded position,
designers can support healthcare communities in exploring new practices and roles, in a

low-risk way without jeopardising their ongoing working relationships.

The researcher argues that designing for enhanced patient participation is a specific form
of designing, which must acknowledge a broader conceptualisation of the term
‘participation,” support a wider network of co-production (to include family members and
friends), and in this context, accommodate the highly individual and evolving nature of

SCI rehabilitation.
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Locating the opportunity
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02 Contextual Review

2.1 Introduction

This chapter will begin by describing the approach to the contextual review, followed by a
review of the terms associated with patient involvement in healthcare. It will then explore
the context of SCI, its associated rehabilitation processes, and the patient, family and staff
experiences of them both using the available literature, plus qualitative and ethnographic
methods. It will conclude by further exploring the Goal Planning Meeting (a regular point
of treatment decision-making between a patient and their care team) with visual and
provocative methods before confirming it as an appropriate site for intervention in this

study.
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2.2 Methodological approach to the Contextual Review

Section Research Question Method(s)
2.3 What is patient participation?
2.4 What is a SCI? Literature Review
2.5 What is the experience of SCI?

Literature Review (including

. o SIU process documentation)
What is the SCI rehabilitation
2.6 and semi-structured
process?
interviews with senior SIU

staff

What is the patient experience of the . )
2.7 o Literature Review
SCI rehabilitation process?

. . . Primary research:
What is the patient experience of
) observations of rehabilitation
2.9 learning to live with a SCI through
activities and direct contact
the rehabilitation process?
with the SIU community

How can the data gathered be . . .
2.10 Diagrammatic Exploration
analysed more clearly and usefully?

_ _ Thematic coding of primary
Is the Goal Planning Meeting
research data and a rough

2.11 (GPM) an appropriate site for . . . .
. ' pilot with a patient and his
intervention? o
rehabilitation team
Table 2.1: A summary of the research questions and methods used in the Contextual

Review chapter.

The introductory chapter has set out the broader landscape within which this enquiry is
situated and suggested the potential of design approaches to enhance patient participation
of people living with spinal cord injury (SCI). The contextual review offers a more
detailed consideration of the nature of SCI, initially by defining spinal cord injury and
outlining the main treatment approaches that are used. This is arguably a view from the
‘outside’ — a biomedical understanding of the management and treatment of the SCI.

Further investigations of the literature available sought to offer a view as presented by
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people living with the condition, and their experiences. Initial searches of the grey
literature and narrative accounts of people with SCI yielded little information, and so the
researcher undertook a year-long, in-depth ethnographic study of the host SIU (including
observations of rehabilitation activities, shadowing SIU staff on day and night shifts, and
direct contact with patients and family members) to develop a more situated, experiential
understanding of SCI rehabilitation. This generated a large amount of rich, descriptive,
qualitative data, which was coded inductively to establish the key themes emerging from
the context (the process of which is described in section 2.11.4, see appendix 1 for a more

detailed review of qualitative data analysis approaches).

In the spirit of this PhD and its subject matter, a more nuanced understanding of the STU
context was informed and underpinned by the community where the study was being
undertaken. To achieve this, design-led methods of visualisation and enactments were
employed to develop and reflect the researcher’s insights back to the SIU community, to
elicit deeper forms of tacit and behavioural knowledge in the participatory development of
their shared understandings. This latter half of the review, therefore, sits between a
traditional literature review and a methodology for engagement of individuals within the

study.

Given the potential vulnerability of the SIU inpatient and family community, the
researcher chose to learn about the context as unobtrusively as possible to begin with, with
slowly increasing contact with the management staff, front-line staff, inpatients and family
members (in that order, with the initial group extending invitations to meet the next group,
and so on) as well as outpatients and staff from spinal injury-related charities. Taking the
time to gradually build working relationships with SIU staff and to learn how to work
sensitively with the inpatient community (and avoid disrupting the daily SIU routines) was
key to developing a rich understanding of the context and cultivate an embedded,

confident position within the SIU context.

Each of the activities within the contextual review was primarily concerned with
understanding the SIU community and practices in relation to patient participation. As
already alluded to in the previous chapter, the notion of ‘participation’ (and its related
terms, ‘compliance,’ ‘activation’ and ‘engagement’) is complex and required further

review before venturing into the SIU context.
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2.3 Patient involvement in healthcare

2.3.1 Patient compliance

Patient ‘compliance’ is mostly discussed in terms of adherence to medication, medical
advice and/or attending appointments (Giuffrida and Torgerson, 1997), where common
approaches to measurement are quantitative and professional-led (including pill counting,
chemical tests and simple self-reporting scales, see Greene et al., 1975 and Morisky et al.,
1986). Research into the determinants of compliance was particularly common in 1970’s
and 1980°s (Morisky et al 1986) the aim of which being to enable healthcare professionals
to put appropriate interventions in place (i.e. education or even financial incentives). As
such, compliance is largely considered a paternalistic term, where the patient is given little

agency in their own health behaviour change.

2.3.2 Patient activation

Greene et al. define ‘activation’ as ‘a term referring to the knowledge, skills, and
confidence a patient has for managing his or her health care,” (2013, p1299), suggesting a
slight shift in locus of control towards the patient. ‘Activation’ is commonly measured by
the Patient Activation Measure (Greene and Hibbard, 2011), with a shortened version also
available (Hibbard et al. 2005). Higher levels of patient activation have been linked to
better health-related outcomes (Greene & Hibbard 2011), better self-management
behaviours (Hibbard et al., 2007) and better consultation experiences, even when
consulting with the same physician (Greene et al., 2013). This latter study found that care
experience is ‘transactional,” shaped by both providers and patients, suggesting strategies
to improve the patient experience should therefore focus not only on providers but also on
‘improving patients’ ability to elicit what they need from their providers,’ (ibid, p1299).
Recent studies suggest that patients can be supported according to the level of activation
they are currently at, and also supported in building their knowledge, skills and confidence
to increase this level (Hibbard & Greene, 2013). The notion that confidence and
information are needed to support skills in taking an assertive role in their own healthcare
has interesting implications for this study. However, these are still ‘skills’ in following
medical professionals’ expert opinions, rather than considering the patient as a source of

knowledge also, as found below.

233 Patient engagement

There has been a growing focus on patient engagement in health and social care policies,
research and initiatives in recent years, the benefits of which will be discussed in section

3.3.2. Despite growing attention, ‘there is little consensus about what patient engagement
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means,’ to the point where it has become a ‘fragmented concept lacking of a unique
definition,” (Barello et al., 2012). Carmen et al. (2013) describe how it is also used
synonymously with terms such as ‘patient activation’ and ‘patient- and family-centred
care,” with definitions being concerned with behaviours, cognitive factors, relationships,

contexts and organizational features.

Whilst ‘engagement’ appears to be understood in relation to qualitative factors, these
factors often undergo a form of translation into quantitative measures (if they are
measured at all). For example, Wasson and Coleman (2014) describe ‘health confidence’
on a scale of 0-10 as an ‘effective proxy’ to measure patient engagement (see fig. 2.1), and
Graffigna et al. (2015) developed the Patient Health Engagement Scale following a
systematic review of the medical literatures, where patient engagement is understood in
terms of how a person thinks, feels and acts in relation to their health and health

management.

How confident are you

that you can control ‘
= 10
and manage most of

your health problems?

Health
confidence

Where 5
are you?

If your rating
is less than "7,"

what would it
take to increase
your score?

Fig. 2.1: Wasson and Coleman’s tool to measure ‘Health Confidence’ (2014)

Engagement, then, is clearly a broad concept. This study’s main focus (a patient’s direct
involvement, and influence over, their immediate healthcare experience) may come under
the umbrella term of ‘Engagement,’ (and indeed, this term was found more frequently in
the literature and in conversations with SIU staff) but may be more specifically defined as

‘participation,’ as discussed below.
40



234 Patient participation

Patient participation is sometimes discussed in terms of the re-design of healthcare
services, as a means to improve patient safety, and is largely applied to (shared) decision-
making about, and management of, chronic conditions (Longtin et al., 2010). However,
‘the concept of patient participation remains poorly defined despite abundant literature,’
and, as above, it is used interchangeably with terms such as ‘patient collaboration, patient
involvement, partnership, patient empowerment, or patient-centred care,’ (ibid, p53).
Additionally, the term can refer to diverse activities such as ‘decision making, self-
medication, self-monitoring, patient education, goal setting, or taking part in physical

care,’” (ibid).

As such, measures of ‘participation’ vary greatly. In some instances, participation is
understood in qualitative terms, such as in General Practitioner (GP) consultations where
the term can refer to ‘the degree to which patients asked questions, were assertive, and
expressed concerns and the degree to which physicians used partnership-building and
supportive talk (praise, reassurance, empathy) in their consultations’ (Street et al., 2005).
Within the medical literatures, attempts to measure participation quantitatively have led to
discussions on the complex nature of the phenomenon itself. For example, Lenze et al.
(2004) generated a 5-point staff-reported scale of measuring participation in Physiotherapy
and Occupational Therapy activities, which they found needed to be increased to 7 when
tested in practice. The authors also found that participation tended to increase over time,
and that patients with less severe disabilities tended to participate more. Other studies have
corroborated these findings, suggesting that a patient’s increasing ability to manage their
condition over time is also supported by gaining more information and stabilising
emotionally as well as physically (Lenze et al., 2004). These latter points are interesting to
consider within SCI rehabilitation, where perception of the disability caused by the injury
may affect a patient’s participation, as well as other factors such as emotion, fatigue,

medical complications, etc.

Eldh (2006) notes that, within the medical literature, no studies of patient descriptions or
experiences of participation could be found. Through interviews and content analysis with
patients and staff (which in itself is unusual in the literature) she found that a mutual

understanding of patient participation consists of three key factors:
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e Patient participation is being provided with information and knowledge in order
for one to comprehend one’s body, disease, and treatment and to be able to take
self-care actions based on the context and one’s values

e It involves providing the information and knowledge one has about the experience
of illness and symptoms and of one’s situation

e It occurs when being listened to and being recognised as an individual and a

partner in the health care team

As patients’ descriptions of participation were ‘close to the dictionaries’ description of

299

“sharing,”” (ibid, p5), and since the factors above emphasise the importance of both
patient and staff roles in facilitating participation in healthcare, the term ‘participation’ in
this sense resonates most closely with the aims of this research. The consideration of
patient ‘experiences, as well as the positioning of the patient as an equal contributor, is
key in this study’s aim to address the asymmetry of power in the patient-professional

relationship (as will be explored in the Literature Review chapter).

2.3.5 Summary

Within the healthcare literature, patient participation often remains understood as a single
variable to be measured, where healthcare professionals’ observations of a patient’s
‘participatory’ behaviour (i.e. taking part to a greater or lesser extent in the prescribed
activities or medication regimes) are translated into quantitative measures to be improved

upon.

However, in this study, patient participation is understood as a shift towards more
interactional behaviours, addressing the asymmetry of power between patient and
healthcare professionals through mutual learning and recognises the complex qualitative

factors affecting it (i.e. emotional and physical stability).

24 What is a Spinal Cord Injury?
24.1 Introduction

This section aims to explain a spinal cord injury (SCI) in terms of its medical effects, the
impact of these effects and their prevalence and incidence. Clinical literature and

introductory meetings with the (then) director of the host spinal injury unit (SIU)
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generated an overview of the biomedical consequences of an SCI, in preparation for a

more focused exploration of SCI rehabilitation in the next section.

24.2 What is a Spinal Cord Injury?

Overview

A spinal cord injury is classed as a neurological injury, where damage to the spinal cord
results in full or partial loss of sensation, movement and/or bodily functions below the
level of injury. According to the National Spinal Cord Injury Strategy Board (NSCISB),
‘few disabilities produce the devastation of a spinal cord injury. The effects extend beyond
the individual patient and include the impact on the immediate family and society in

general,” (2012, p3).

With sufficient acute care and rehabilitation, people with an SCI have no significant
reduction in life expectancy. As such, the rehabilitation process must prepare a spinal

cord-injured individual for the rest of their life.

There are several causes and types of SCI, which affect the way a person is treated,

rehabilitated and continues to live their life after discharge, as summarised below.

Causes: Traumatic and Non-traumatic

Traumatic spinal cord injuries (TSCI’s) are the most common, such as damage to the spine
caused by falls, traffic incidents and sports. Non-traumatic spinal cord injuries (NTSCI’s)
are the result of medical issues, such as infection, skeletal malformation, spinal tumours

and spinal cord stroke.

Type: Level of injury

Due to the way nerves are distributed through the body from the spinal cord, the higher the
level of injury to the spinal cord, the more extensive the effect. As shown in fig. 2.2
below, the spinal cord and column are divided into three main areas known as Cervical,
Thoracic and Lumbar regions (even lower injuries can occur in the Sacral and Coccygeal
regions, however these levels of SCI are rare and will not be discussed further in this
study). The vertebrae in each area are numbered, for example C1-C7, T1-T12 and L1-L5.
The letter and number of the vertebrae where the injury occurred are used to identify the

level of a person's SCI.
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Fig. 2.2: A diagram explaining how the level of SCI affects functional loss.

Cervical

Injuries to the cervical region of the spinal cord result in tetraplegia (sometimes referred to
as ‘quadriplegia’), meaning all four limbs are affected to varying degrees. People with
higher-level injuries often require artificial ventilation immediately after injury and

possibly long-term.

Speaking and swallowing, plus head, neck and sometimes shoulder movement remains
unaffected for cervical injuries. As such, people with this type of injury may be able to use
electric wheelchairs with chin or pneumatic controls and can be independent in terms of
vocally directing their care, but they will be dependent on caregivers to carry out these

tasks.

Lower cervical injuries allow incrementally more movement of the upper limbs, from
elbow flexion, wrist extension, elbow extension and finger flexion. This, in turn, gives
more ability to carry out activities of daily living (ADLs) more independently e.g.
washing, dressing, grooming and toileting. People with cervical injuries have fully or

partially paralysed lower limbs also.
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Thoracic

People with thoracic injuries have normal upper limb function and have the potential to be
fully independent with activities of daily living, manual wheelchair propulsion, housework
and driving. The lower the injury the greater the level of trunk stability, so inpatients with
thoracic injuries are given training in advanced wheelchair skills (such as navigating rough
terrain, kerbs and stairs). People with lower thoracic injuries may be able to walk shorter

household distances i.e. therapeutic walking with walking frames and lower limb orthoses.

Lumbar

People with lumbar injuries are often able to walk greater distances unassisted and are
fully independent with ADLs. This group of inpatients receive advanced wheelchair skills
training, as part-time or full-time wheelchair use may be necessary. Some patients with

lumbar injuries achieve functional walking with aids (Medscape, 2013).

Type: Complete and Incomplete

SCI’s can be either complete or incomplete at any level. A complete injury means there is
no transmission of nerve signals below the level of injury, meaning the resulting loss of
function below that level is very unlikely to be regained. An incomplete injury, as the
name suggests, means that some nerves remain intact and are still able to function.
Depending on which nerves remain, some level of sensation or motor control may remain
and potentially be improved, however this cannot be guaranteed. As such, incomplete
lesions 'can lead to increased anxiety', as 'it may not be possible to predict functional

outcome,' (Grundy and Swain, 2002, p55).

243 Effects of SCI

Common effects

As discussed above, all complete or incomplete injuries at any level result in full or partial
loss of muscle movement and/or sensation below the level of injury (respectively).
Because of this, an individual with a SCI is taught to be vigilant in preventing pressure
sores that could be caused by sitting/lying in one position for too long or by wearing

inappropriate clothing.

As well as the more obvious effects of paralysis, a person with an SCI also experiences
loss of spontaneous control of their bladder and bowels, and as such must learn techniques

to manage this (for example, the use of catheterisation or manual evacuation). However,
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people with higher-level injuries have more limited options for bladder and bowel

management due to reduced power and dexterity of the upper limbs and hands.

Individual effects
Neurological pain can be an issue for people with a SCI. Although this is often treated or

managed during rehabilitation, for some it can remain a part of daily life.

Spasticity (involuntary movement of muscles below the level of injury) can be
problematic in making rehabilitation activities more difficult, but can help to maintain
muscle bulk and possibly bone density (Grundy and Swain, 2002). This is more prevalent
in people with incomplete spinal cord injuries, and can be managed with medication or

through ‘passive stretching’ of the affected limbs.

Sexual function may be affected to a varying degree or not at all. Fertility is unimpaired in
women but may be partially or substantially decreased in men. There are various treatment

options available for sexual function and fertility.

Autonomic dysreflexia is a potentially life-threatening complication affecting people with
SCI’s at the mid thoracic level and above, who are unable to regulate their blood pressure
after experiencing a painful stimulus below the level of injury. For example, when an
uninjured person experiences pain from a stubbed toe, following a short period of high
blood pressure, their body has a reflex to adjust the blood vessels and regulate blood
pressure accordingly. However, a person with a SCI cannot feel the stubbed toe, so they
are unaware that there is a problem. The rising blood pressure is not regulated by their
bodies and escalates, putting them at risk of stroke if it is not recognised and treated.
Patients are taught to be aware of symptoms such as headaches, dizziness, sweating, and
anxiety, and tablets can be taken to relieve the high blood pressure while the stimulus is

identified and removed.

244 Impacts of SCI

Cognitive
There are no cognitive implications of an SCI, although some people suffer a brain injury
and SCI in the initial incident. However, the effects of an SCI in combination with a brain

injury will not be included in this study.
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Physical

With any form of paralysis it often becomes more difficult to navigate the everyday
environment, including the individual’s own home, which may require alterations if it is
not suitable for a wheelchair user. Some homes cannot be made suitable for wheelchair
use, so some people with a SCI require rehousing. Brisenden (1986) discusses this in
terms of the ‘social model’ of disability, suggesting that unlike the ‘medical model’ of
disability (which locates the disability in the reduced bodily functions resulting from an
incident or illness), it is actually the unsuitability of the environment that is the disabling

factor.

Psychological

Sustaining a devastating injury such as a SCI, and the drastic changes in lifestyle that are
necessary as a result, can provoke a range of emotions and psychological difficulties
including guilt, issues with identity, post-traumatic stress disorder and problems with
memory, concentration and problem solving (Grundy and Swain, 2002). These, and

others, will be explored more fully in section 2.5.

Financial

Financial stability naturally affects how a person copes with a SCI (Grundy & Swain,
2002). Approximately 20% of the patients in the spinal injury unit (SIU) featured in this
study have a legal claim to funding and approximately 20% of patients return to work,

however the majority of patients require long-term state funding (Allan, 2013).

On a broader, societal level, NSCISB explain that ‘the financial cost is considerable,’

(2012, p3).

24.5 Rehabilitation Needs

Effective initial treatment of a suspected SCI and the avoidance of complications requires
specialised treatment and ‘a high level of input from a dedicated multidisciplinary team’
(NSCISB, 2012, p3). This is facilitated, after initial stabilisation at the scene of the
incident or in the local receiving hospital, by transfer to a Spinal Injury Unit (SIU).
Management of SCI in an acute specialised unit is associated with reduced mortality,
increased neurological recovery, shorter length of stay and reduced cost of care, compared

to treatment in a non-specialised centre (Grundy and Swain, 2002).
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The rehabilitation process (following initial stabilisation of the injury) aims to reduce the
impact of the injury on a person’s daily life so that they can live as fully and as
independently as possible. The ‘success’ of this rehabilitation is dependent on the extent of
a person’s injury but also on the individual’s personal circumstances and preferences. As
such, staff must work with patients to find body management techniques (such as bowel
and bladder continence) that fit into the patient’s lifestyle, reducing the risk of further

medical complications (Grundy and Swain, 2002).

2.4.6 Incidence of SCI
Incidence in the UK

There are estimated to be 40 000 people, of all ages and backgrounds, living with a spinal
cord injury in the UK (Back Up Trust, 2014). Studies of aetiology, age and gender are rare
for this population, with the exception of a recent longitudinal demographic study of the
host SIU (McCaughey et al., 2016). As such, incidence will be discussed in terms of the
Scottish population of spinal cord-injured individuals over the 20 years prior to this study

(1994 - 2013).

The Queen Elizabeth National Spinal Injuries Unit (QENSIU) patient population
Incidence

According to McCaughey et al., 1638 patients sustained a TSCI in Scotland between 1994
and 2013 (2016, p2), an incidence rate that is ‘comparable with that found in other studies
in Western Europe,” (p4). NTSCI’s are much less commonly referred to QENSIU, with
‘292 patients with NTSCI admitted to the QENSIU for specialist care’ during this time
period (p2). As such, for brevity, this introduction will describe the demographic

information for TSCI’s only.

Causes

McCaughey et al. state that ‘the most common cause of TSCI in Scotland was falls,’
which became significantly more common over the study period, ‘from 41.6% between
1994 and 1998 to 60.0% between 2009 and 2013’ (p2-4). The second and third most

common causes for TSCI were road traffic collision and sports respectively.
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Level of injury

The number of TSCI’s in Scotland resulting in a cervical injury has increased over the 20
years prior to this study, ‘from 58.4% between 1994 and 1998 to 66.3% between 2009 and
2013, (p3), making a significant majority of the patient population.

Age

McCaughey et al.’s study indicated that ‘the mean age at which TSCI occurred in Scotland
was 47.2 years,” (p3) which had increased significantly over the study period; from 44.1
years to 52.6 years, with older patients more commonly sustaining their injury due to a
fall. It is important to note that this trend also mirrors the rising average age of the Scottish

population.

Gender

During the 20-year study period, McCaughey et al. found that the proportion of males
sustaining an SCI remained ‘relatively stable’ at 75.2%; a population split that is ‘within
5% of the rate found in the majority of studies in Europe,” but predict that ‘the proportion
of females sustaining a TSCI will rise,” given the associated increase of TSCIs caused by

falls in the elderly (p4-5).

24.7 Summary

A spinal cord injury is a devastating event that affects all areas of an individual’s life,
including movement, sensation, bodily functions, where that individual lives and where
they can work (if at all). Acute care and rehabilitation of the injury aims to support the
individual to live as independently as possible, but the potential for this varies depending

on the level of injury sustained.

The diversity of the spinal cord-injured population, the varying effects of an SCI and the
varying degrees of success within treatment and rehabilitation all contribute to the
individuality of each person’s experience of living with their SCI. Although there are
some functional similarities between people of similar levels of injury, it is not possible to

describe a typical SCI lifestyle.

However, due to the rich demographic data available for this study’s spinal cord-injured
population, some recent trends in SCI incidence should be acknowledged. For example, a

significant increase in the number of older people sustaining cervical injuries presents
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implications for the provision of acute care and rehabilitation, such as the potential for co-

morbidities.

2.4.8 Implications for the study

The literature reviewed in this section describes the injury and its effects in a biomedical
way. This is vital in establishing an overview of SCI and the general rehabilitation needs,
but does not give an indication of the experience of SCI, nor does it present a clear picture
of the rehabilitation process (where this study will be situated). The collaborative nature of
this study (between the university and the host SIU) will facilitate face-to-face contact to
explore these issues, but before any contact is made with the staff, patients or family
members, the relevant medical literatures were reviewed to ensure the researcher
conducted herself in an informed and sensitive manner within the SIU. This will be

presented in the next two sections.

2.5 What is the experience of Spinal Cord Injury?

2.5.1 Introduction

The literature available concerning the experience of SCI mainly described the point of
injury and life after discharge, largely from medical practitioners’ perspectives in a

quantitative manner, as described below.

2.5.2  Experience of SCI post-discharge

Patients have reported believing that their extended stay in an SIU had ‘institutionalised
them’, and the sense of not belonging in their own home upon discharge can lead to
feelings of frustration and loss (Dickson et al., 2011). After spending potentially months in
a specialist hospital environment, SCI individuals have described that ‘while [they] were
pleased to return home to their loved-ones, they seemed to feel that they were sacrificing

their care and amity in doing so,’ (ibid).

Depression

‘Depression is probably the most frequently studied psychological variable among persons
with spinal cord injury,” (Elliott and Frank, 1996, p816), yet when attempting to provide a
brief overview of this research, the researcher found several conflicting views and

disagreement in the level of impact depression has, as outlined below.
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It could be assumed that sustaining an SCI would be followed by a period of depression
for the average person. Indeed, some literature claims that this is a necessary component in
learning to cope (Weller and Miller, 1977) and that a person with an SCI must be in denial
if they do not (at least initially) experience this (Stewart, 1977). However, Frank et al.

state that ‘contemporary research has failed to support this view and has provided
evidence that depression is maladaptive in rehabilitation and adjustment,” (1987, p611) —a

position supported by other, unrelated studies (Judd et al., 1989).

Hancock et al. (1993) found that, compared to a control group matched for age, sex and
education, only one third of people living with an SCI were more anxious and depressed
than their able-bodied counterparts (according to self-administered questionnaires). As
such, the authors claim that it ‘supports the increasing evidence that severe depression and
anxiety are not inevitable following SCI, and that it is not necessary to display depressive

behaviours in order to adjust well,” (p355).

This view is also shared by Dickson et al., who state that incidences of SCI individuals
experiencing clinical depression varies from 15% - 35% (2011). Of the longitudinal
studies available, it appears that the rates of anxiety and depression experienced by spinal
cord-injured people change little over time, and psychological distress has been found to
be more strongly linked to the presence of medical complications rather than the severity

of the injury itself (Scivoletto et al., 1997).

This review does not intend to underestimate the suffering of anyone who has sustained an
SCI, or the people close to them. It simply aims to highlight that assumptions cannot be
made about a person’s ability to cope, and to recognise the difficulty of gaining insight
into such a life-changing event. In terms of this PhD, it can be determined that the
majority of the inpatient community of an SIU can be safely engaged in exploring the
experience of sustaining an SCI, providing suitable gatekeeping is in place that can

highlight patients who may not wish to discuss these matters.

Adjustment

Dickson et al. (2011) provide an extensive review of the literature summarising the factors
affecting adjustment to SCI, including (among many others) personality factors, purpose
in life, locus of control and social support. However, their own Interpretive
Phenomenological Analysis (IPA) of the post-discharge experience of SCI individuals,

Dickson et al. found that the biggest difficulties in adjustment were a loss of camaraderie,
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a lack of post-discharge care and other people’s reactions to SCI (2011). Clearly,
adjustment is an individual experience, but ‘most SCI individuals make a positive

psychological adjustment... [which is] enhanced over time,’ (ibid).

Some patient narratives choose to highlight these positive adjustments, with one narrator
explaining how ‘[the injury] could be the best thing that’s ever happened to me.
Physically, the worst, but mentally; I’m happier. I know who I am,’ (Glory Film Co,
2011).

Quality of life

People living with an SCI tend to have lower self-evaluation of quality of life than non-
injured people (Dickson et al., 2011). Whilst ‘the reported quality of life of people who
have a spinal cord injury remains stable during the first year following discharge,’
(Kennedy & Rogers, 2000), quality of life scores have been found to be ‘better in persons
injured many years ago, as compared with those recently injured, suggesting an adaptive
process operating over a long period,” (Westgren & Levi, 1998, p1433). It has also been
found that the ‘presence of complicating medical problems, such as severe pain,
problematic spasticity, and incontinence, seem to have more negative effects on [quality of
life] than the extent of SCI as such,” (Westgren & Levi, 1998, p1433, see also Dijkers,
1999).

However, in a review of the literature concerned with the quality of life in people with
SCI, Hammell signposts studies that highlight ‘the wide variety of research designs and
instruments, modes of analysis and sample characteristics that make comparisons and
overall conclusions problematic,” a problem exacerbated by ‘conceptual ambiguity
surrounding the use of different terms, such as ‘life satisfaction’, ‘well-being’ and ‘quality
of life’,” (2004, p494). Hammell states that to investigate a context-dependent subject such
as ‘quality of life’ would ‘require the use of both qualitative and quantitative methods to

tease out and illuminate different dimensions of this complexity,” (p497).

Identity

Over a series of semi-structured interviews with people with an SCI 3-5 years after their
injury, Carpenter concluded that the experience of gaining an SCI raised issues of
‘rediscovering self’, where the ‘alteration in body image and physical functioning... were
seen as separate from the internal concept of self,” (1994, p619). Carpenter’s interviewees

also described the need to ‘challenge the stereotypes and attitudes of disability... and to
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change their own subjective experience of disability,” (p621, see also Dickson et al., 2011

and Hancock et al., 1993).

Public appraisals of SCI

Unfortunately, the stigma associated with disability is still prevalent. As Dickson et al.
(2011) explain, some people can assume that a person with a SCI has mental health issues
as well as a physical disablement. Dickson et al.’s interviewees also reported feelings of
frustration that ‘they were no longer treated as an equal,’ or feeling invisible, embarrassed
or worthless when ‘people would talk to whoever accompanied them in their wheelchair
as opposed to them directly.” As a result, many interviewees reported ‘withdrawing
completely from social situations.’ In their recommendations following this study,
Dickson et al. call for greater public awareness of SCI and its reality. This suggestion is
corroborated by Morris et al., who found that ‘able-bodied individuals’ appraisals of
disability after imagined SCI are much more negative than the actual appraisals of

disability in real spinal cord-injured individuals,” (2013, p338).

Relationships

DeVivo and Fine found that, in comparison with US averages, ‘substantially fewer
marriages and more divorces occurred than were expected,” (1985, p501) in people with
an SCI within 3 years of injury. Additionally, some people with a SCI find that friends
from before their injury can struggle to cope and are unsure how to act around them, or

even stop visiting them altogether (Glory Film Co., 2011, Dickson et al., 2011).

Experiences of spousal caregivers

Insights from section 2.4 have emphasised the vital role of family members, perhaps none
more so than those who choose to take on the role of primary caregiver. Dickson et al.
(2010) provide the first Interpretative Phenomenological Analysis (IPA) exploring the
impact this has on spousal caregivers, and identify 3 main themes in the interviews

conducted:

e The emotional impact of the spinal cord injury; including the anxieties related to
their partner’s extended stay in the SIU, a sense of “mourning” the sudden loss of
their spouse and the lives they had once known,’ and uncertainty of what their new

lives will bring.
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e The post-injury shift in relationship dynamics; many participants reported taking
on a more ‘maternal’ role, particularly following the loss of a sexual relationship
and a need to carry out tasks of intimate personal hygiene for their spouse.
Participants appeared to feel guilty about the changing feelings towards their
spouse, but ‘many participants seemed to come to terms with the profound changes
in their relationship dynamics over time,” and for some, ‘although their
relationship was altered... the bond between them actually became much stronger.’

e The impact of caregiving identity; participants reported difficulties in ‘marrying
[their] caregiver role with the challenge of sustaining [their] own identity,’
reporting feelings that ‘their wellbeing became secondary to that of their injured

partner,” and experiencing a ‘lack of freedom or spontaneity.’
It is worth noting that Dickson et al.’s work was conducted with the same outpatient
community as the host SIU for the study, and as such her findings may be more generally

applied to the current research.

2.5.3 Discussion

The majority of studies exploring the ‘experience’ of spinal cord injury do so through
quantification of subjective experiences, using scores of anxiety, depression, quality of
life, etc. Although this plays an important role in providing robust, generalisable evidence
to guide healthcare provision, it cannot provide an understanding of the whole, human,
lived experience of these conditions (Dickson et al., 2010, 2011, Hammell, 2004).
Although many studies make great efforts to compare the experience of spinal cord-
injured individuals with ‘controls’ in terms of their demographic data (i.e. age, gender,
education), ‘people with an SCI” are still largely (if not, perhaps, intentionally) discussed
in a homogenic manner. Nolan (2013) provides a review of the literature of male
experiences of SCI where only eight papers were identified, and also highlights the

‘scarcity of literature on the female experience of spinal cord injury,” (p588).

Given the far-reaching nature of the impact of SCI, familial caregivers must also be given
equal consideration when exploring the ‘experience’ of it. Dickson et al. (2010) provide a
rich ‘insider’s perspective’ in a field largely dominated by quantitative approaches. They
suggest that a lack of opportunities to contribute during their partner’s inpatient
rehabilitation (particularly during the early stages), and subsequent feelings of loss of

control, may contribute to the anxiety felt by caregivers approaching their loved-one’s
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discharge. As such, Dickson et al. advocate for caregivers to be ‘more actively involved
(or at the very least consulted) in decision-making processes and care provision during the
rehabilitation period.” This provides further support to and extends the hypothesis
presented in the Introduction chapter that facilitating a greater sense of agency within the
SCI rehabilitation process may help both patients and their family members adjust to life

post-discharge.

254 Summary

The limited literature available on the experience of living with an SCI suggests that rates
of long-term clinical depression aren’t as high as may be assumed with such a life-altering
event. Although self-rated quality of life scores tend to be lower in spinal cord-injured
individuals than in the rest of the population, evidence suggests that most make a positive
adjustment to their new situation, with the presence of secondary complications causing
more distress than the extent of the injury itself. The reactions of and relationships with
other people play an important role in a person’s experience of SCI, particular when they

may be struggling with issues of their own identity in a ‘new’ body.

2.5.5 Implications for the study

Whilst section 2.4 has presented an overview of trends within the spinal cord-injured
population's experience of SCI post-discharge, accounts of the SCI rehabilitation process
(and patient experiences within it) were not forthcoming in the medical literature. As such,

this contextual review will continue by exploring the host-SIU's specific rehabilitation

processes.
2.6 What is the SCI rehabilitation process?
2.6.1 Introduction

In this section, QENSIU documentation, interviews with QENSIU staff and QENSIU

research seminars were reviewed to better understand the SCI acute care and rehabilitation

process.
2.6.2 Introduction to the Spinal Injury Unit (SIU)
General Principles

Prior to the second world war, spinal cord injury had a high mortality rate. However, in
1944, Stoke Mandeville hospital set up a SCI-specific unit to showcase various techniques

(largely credited to Professor Sir Ludwig Guttmann) to dramatically reduce morbidity
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(Buckinghamshire Healthcare, 2014). This changed the opinion of SCI, which
traditionally was not considered as something to be treated [Allan, 2013]. The Spinal
Injuries Association (2009, p7) neatly summarises the foundations of SCI treatment and

rehabilitation:

‘Principles for the management of this diverse patient group have moved on
from issues of survival and now aim to minimise impairment, prevent further
disability and optimise activity and participation... Specialist spinal cord injury
care incorporates the core components of acute care, restorative rehabilitation,
reintegration into the community and long term follow-up into a seamless

clinical service’.

Although general principles of best practice are shared across spinal injury units (SIU’s), a
‘universal model of care has not been adopted across the service,” (Spinal Injuries
Association, 2009, p8). This suggests there is an opportunity to enhance SCI rehabilitation

delivery on a local scale, with the potential to expand to other SIU’s.

The Queen Elizabeth National Spinal Injuries Unit (QENSIU)

QENSIU, one of twelve specialist spinal injury centres in the British Isles (see fig. 2.3)
and the only SIU to serve the Scottish population, receives approximately 500 referrals a
year. Of these, approximately 150 — 200 are admitted, as the SIU will only receive patients
who have a spinal cord injury (that is not progressive). Approximately half of the patients
transferred to QENSIU do so within 48 hours after injury, with others require immediate

treatment in their local hospital first.
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Fig. 2.3: A map depicting the locations of the twelve specialist spinal injury units
across the UK (Spinal Injuries Association, 2009).

Within QENSIU, there is an acute care ward that holds 12 beds and a rehabilitation ward
that holds 36 beds. Tetraplegic patients will usually stay in the unit for approximately 6
months, whereas paraplegic patients (who have a greater rehabilitation potential) typically
tend to stay for 9 months (McCaughey, 2014). There are currently approximately 3000
patients registered to QENSIU living in the community.

2.6.3 QENSIU Rehabilitation Pathway

To begin exploring the acute care and rehabilitation processes, the QENSIU Patient
Pathway document was reviewed for a general orientation. The pathway shows a
multidisciplinary approach including medical staff, nursing, physiotherapy, occupational
therapy, psychology and social work. The role each discipline plays in an individual’s
SCI acute care and rehabilitation, and how that changes as the patient progresses, is

summarised below.

Patient Pathway
After being initially stabilised at the scene of the incident (in the case of TSCI), including
ventilation if necessary, the spinal cord-injured individual will be taken to either their local

receiving hospital (if immediate treatment is needed) or to their national SIU.
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The roles of staff during acute care and rehabilitation have been summarised within a map
of the host SIU, shown in fig. 2.4. In addition to the SIU staff, a Social Worker will
become more involved in the rehabilitation process towards the end of a patient’s stay,

ensuring their community needs are met in time for discharge.

58



[00d
Surumuimg

.\A:E&:t%:ocauﬁ:sEEoum:_gnm:co:o;:m .
Surysem ‘Sunead Surpnjour ‘spasu Arep s juaned
© JO Sseare [[e 10 9[qIsuodsar are jje)s SursinN .

sisouSoid 1oA119p pue saunfur A1epuodas 1o '
[euonIppe jean snjd IS9IPaq SAT)BAIISTOD JO/pUE 9
K1381ms oquosaxd pue [D)S SSISSe JJels [BIIPIN '

PIeA
)

myy

Aqmuuey 29 syuanred 103

9J8}S POOU 29 SPAdU .
uonewroyur poddns ‘
Jers A3o1o0yohsg

SI4J0 IS

“AN[1qow 11BYO[9yM
29 s1ojsuen; Ayfiqowt
paq Ul S[IBYS %9 9oueeq
‘p3uans saoxdur 03
SUOISSas WAS A[rep
opmsg sysiderdylorsAyg

WAL

QuISAY

Teuosiad pue SurssaIp

‘Sunes 10J papasu S[[IYS

yoed) pue Adeay) puey
ap1aoid osyy Juswdimba .
29 SuISNOY| UO IJIAPE .

29 JuaWSsasse ap1aoid

sistderay T TeuonedndoQ

Adeaay,

oned
IoopInQ

S9OO HBIS

wooy
QOUIAIUO))

“PONUNUOD ST SISQUIST AJTUIE]
M TUOTBOTUNWIO)) “PaAoIduur
9q T4 20uRI[0) UIYs S, Juened
o) 29 POYSI[QEIS 9q [[IM SUINOI
Ioppe[q 2 [2M0Q © ‘DU I9AQ

"spaau Aqrep s juaried e jo [ 190w

01 dNUNUOJ JFels SursInu ‘AJjeniuy

pAEA\ UOLEII[IqRYSY

“astIe Aoty J1 suoneordurod
K1epu0d9s jean 29 juoned ay)
JO)TUOWI 0) SNUTIUOD JFBIS [EITPAJA

wooy Ar( juane

A/

NISNAD 01
QduBIUH UTRIN

A simplified plan of QENSIU with associated staff roles.

Fig. 2.4

Analysis of the Patient Pathway

After developing an overview of the acute care and rehabilitation process, as well as the

responsibilities for each department within the SIU, the researcher annotated the patient
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pathway (provided by the host SIU in a large printed format) with her initial thoughts,
questions and interests (as shown in fig. 2.5). Many of these annotations focussed on the
transfer of information and how the patient/family members retain this, as well as an

interest in how patient progress is communicated.

Fig. 2.5: Annotations of the QENSIU Patient Pathway.

What remained unclear from the Patient Pathway was the way(s) in which each discipline
meets its responsibilities, or how they work together to support a patient’s journey through
the unit. The researcher was also unsure how patients and/or family members are
practically engaged in the responsibilities of each department described, as well as the
‘milestones’ that dictate when a patient is ready to progress to the next stage of their

rehabilitation.

As such, a series of semi-structured interviews with senior QENSIU staff was arranged to

explore this further.
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2.6.4 Staff Interviews

A series of 11 informal, semi-structured interviews was arranged via email with senior
staff across the SIU, including nursing, physiotherapy, occupational therapy and discharge
coordination. Email addresses were given to the researcher with each staff member’s
permission via the co-supervisor. Each invitation email contained details of the study, the
purpose of the interview and a copy of the consent form they would be asked to sign if
they agreed to participate. Completed consent forms were gathered from each participant

and securely stored on hospital premises.

Interviews ran between 60 and 90 minutes, with handwritten notes taken by the researcher.
A topic guide (see appendix 2) was prepared ahead of the interviews to guide the
conversation. Topics included the staff member’s background, their role, how they interact
with patients and how they coordinate with the rest of the SIU. Although this guide aimed
to give structure to the interview, the researcher also explained that she would welcome

other, related topics that would enhance her understanding of the SIU community.

2.6.5 Findings from Staff Interviews

Some of what was described in the staff interviews corroborated and/or expanded upon the
process shown in the Patient Pathway documentation. However, beyond this, the informal
discussions began to elicit more information about the unquantifiable elements of the
rehabilitation process, in terms of staff’s experiences and their perceived experiences of

patients, as discussed below.

An unusual healthcare model

It is important to acknowledge that SCI deals with a very different type of healthcare than
normal. Traditionally, the expectation is that a doctor will make you as well as you were
before your illness or injury, however this is not often possible after sustaining an SCI.
Staff instead discuss the concept of a lifestyle managing the effects of an SCI as the ‘new

normal’.

Working relationships

Another difference between the SIU and most healthcare contexts is the longer length of
stay for inpatients, and as such the long-term working relationships that staff can develop
with them. Several rehabilitation staff members commented that this was important to
them, describing how they will often introduce themselves to the patient early in their

journey, perhaps months ahead of actually working with them. Others also explained that
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they will follow a patient’s progress through the acute care ward ahead of working with
them in the rehabilitation ward, either through informal interactions or in multidisciplinary
meetings. Indeed, Grundy and Swain also highlight that ‘factors which contribute to
establishing close and supportive relationships between staff and patients often blur

boundaries between professional and personal roles,” (2002).

It is clear that the senior staff interviewed place a high priority on getting to know the
patients as much and as early as possible. For example, one rehabilitation ward nurse
explained that she tries to find out about a patient’s personal priorities and ‘anchor’ the
rehabilitation activities onto that (i.e. to attend your cousin’s wedding, you need to have a

stable bladder routine, be able to sit in your chair for 8 hours, etc.).

Changing relationships over time

As inferred from the Patient Pathway document above, a patient’s journey through the STU
involves a transfer of responsibility from staff to patient. This process could arguably be
said to begin in earnest when the patient moves from the acute care ward to the
rehabilitation ward — a transfer which has reportedly been described by a patient as ‘like
moving from the Hilton to a Travelodge’. Although this was said in humour, the contrast
between the acute care ward (a comforting environment with up to 24 hour, one-to-one
nursing) and the rehabilitation ward (with its 36 beds and focus on independence) has

proven difficult for many patients in the past.

Ownership
Many staff members highlighted the concept of ownership (of the injury and its
management), making it clear that the patients who take this ownership during their stay in

the SIU are often more able to cope in the community.

Flexible nature of care

Staff must be adaptable and responsive to the daily needs of patients and colleagues. This
is particularly true for patients with incomplete injuries, whose potential progress is
uncertain, but all patients share the risk of complications (such as a bladder infection)
delaying their rehabilitation. As well as practical needs, staff must also be responsive to
the “patient’s pace,’ using their experience to judge when a patient is ready for more

information or to try new activities.

62



Coordinating departments

There are a range of daily, weekly and monthly meetings that help to coordinate the
various SIU departments in their care for the patients on an individual and group level.
Established, shared documentation allows each member of a department to inform and
receive feedback from these meetings via their senior member. This is to be expected from
a hospital that relies on a multidisciplinary approach, but interestingly most staff members
interviewed emphasised the informal, ad-hoc, daily contact with other departments as key
to creating a ‘symbiotic relationship.” It was not surprising, therefore, to learn that a
majority of the senior staff interviewed have been working at the unit since it opened in

1992, some ‘working up through the ranks’ to reach their senior position today.

Changes in SCI rehabilitation

During their 10+ years each of delivering SCI rehabilitation, several staff members
reported changes in the way they interact with the patient community. The changes in the
SIU population have already been discussed in terms of demographic data (i.e. age, level
of injury), but the staff interviews added to this by describing a shift in some (particularly
younger) patient attitudes towards the pathway provided. The staff described a more
critical, perhaps ‘consumer-like’ attitude, with a growing importance to explain the ‘why’
behind rehabilitation options suggested for patients. This is arguably a positive indicator
that at least some of the patient population is ready for greater control over their
rehabilitation, as is the aim of this study. However, it was also explained that this more
pro-active approach, combined with the heightened emotions of patients and their
families, can sometimes lead to conflict with staff; particularly during times of decision-

making such as the Goal Planning Meeting (described below).

The family role

Although the literature describes how family members often take on a role of caregiving
(Grundy and Swain, 2002), staff interviews elaborated on this, describing how family
members learn to be a part of the patient’s ‘new normal’. It was explained that families
need to be given the same information as patients, and that this is achieved through formal
processes (such as a ‘Relatives Education Day’, with informative presentations from each

department) and on an ad-hoc basis (such as during visiting times).

It is clearer, following the staff interviews, that the family role is substantial and adds

another layer of complexity to information transfer from staff within the SIU context.
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2.6.6 Discussion

By combining insights gained from QENSIU process documentation (‘what we do’) with
informal interviews with senior staff members (‘how we do it’), a clearer account of SCI
rehabilitation has been created whilst also beginning to build working relationships with
senior staff in the host SIU. This process also ensures that the researcher is familiar with

the SIU context before making any contact with the patient community.

Although this study is centrally concerned with the patient experience of SCI
rehabilitation, it must be considered that patient experience is facilitated by staff
experience. As a result, it is important to get to know the staff as people, with their own
concerns and daily routines, and understand the experience of delivering SCI
rehabilitation. It was found that face-to-face, semi-structured discussion was effective in
this. The interviews also provided an opportunity for the staff to learn more about the
researcher and the study, many of whom then invited the researcher to attend rehabilitation
activities they were involved in. This included Patient Education Sessions and social

events, which are described in more detail in section 2.8.2.

The SIU staff made it clear that it is not possible create a ‘one size fits all’ solution, and
that care must be relevant to individual patients. What also became apparent is that there is
a large resource of staff experience to draw from, so any designed interventions must be
clear in their use but also flexible to accommodate staff’s tacit knowledge. However, this
collective experience may also come with traditional or ‘set” ways of thinking. As such,
inertia may need to be overcome in making changes in the rehabilitation process, which

must be considered when attempting to engage staff later in the study.

2.6.7 Summary

SCI rehabilitation is a complex, non-linear, first-time journey for patients within an
established network of SIU staff. The experience and interdependencies of this staff
ecosystem guides a patient towards achieving their individual functional rehabilitation

potential.

Whereas medical staff (i.e. consultants) have a high level of input in the early acute
phases, and are the first providers of information, their role reduces over time to monitor
the patient and advise on treatment of secondary complications. Nursing staff, whilst also
having a high initial input into the patient journey, remain heavily involved throughout the

process as patients learn techniques to manage the bodily effects of their injury.
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Physiotherapy and OT staff provide increasingly more input into the journey as the patient
becomes more physically fit (and therefore able to learn more functional skills) and their

equipment/housing needs become clearer.

2.6.8 Implications for the study

The insights generated to this point have explained the rehabilitation process, who is
involved and what they are responsible for. However, an understanding of the patient
experience of the SCI rehabilitation process is not yet clear and as such will be the focus

of the next section.

2.7 What is the patient experience of the SCI rehabilitation process?
2.7.1 Introduction

Before accepting invitations from senior QENSIU staff to observe rehabilitation activities,
the medical literature was consulted for any insights available into the SIU inpatient
experience. Although some useful narrative accounts and qualitative investigations were
found (Glory Film Co, 2011, Dickson et al., 2011), it was established that there is a

paucity of literature that seeks to understand the patient perspective of SCI rehabilitation.

2.7.2 Experience of SCI rehabilitation

Patients are required to be immobilised in bed until the spinal column is stable. This
stability can be achieved either by surgery or by natural healing of the spinal bones during
a period of ‘bed rest.” For patients, this initial phase of bed rest can be a ‘frustratingly
slow’ process, where you ‘just stare at the ceiling’ and ‘listen to the noises around you,’
(Glory Film Co, 2011). In some of the outpatient narratives available, spinal cord-injured
individuals describe how talking to other patients in the room around them helped them to
deal with this stage, and describe how ‘it’s weird because you feel like you know them so
well, but you have no idea what they look like,” (Glory Film Co, 2011). The rehabilitation
process itself is not discussed in detail, other than in giving generic advice such as to ‘try
to relax’ and to ‘take things one day at a time.” This may be due to time restrictions of the
video narrative format of these sources, or perhaps one could infer that the rehabilitation
process is not one the narrators would like to remember or discuss. In either case, one can

assume that this initial phase at least must feel disorientating and isolating.

It could also be inferred that the rehabilitation process itself is complex and perhaps

difficult to understand, given that in a study on nursing staff and patients’ perceptions of a
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UK-based SIU, readmission patients ‘rated Programme Clarity to be significantly greater’
than first admission patients and staff with and without more than a year’s experience
(Krishnan et al., 1988, p289). As such, the authors of this study call for SIU’s to focus on
improving the clarity of their ‘rehabilitation programme, its rationale and relevance to

recovery and everyday functioning,” from the patient’s perspective (ibid, p292).

According to a series of interviews with SIU outpatients by Dickson et al. (2011),
camaraderie between the patients ‘facilitated coping during the rehabilitative period” and
contributed to feelings of security within the SIU. Many participants reported feelings of
fear about returning home, where ‘they would be “on their own™ .... [and] have to deal
with the harsh reality of their injuries.” As described above, Dickson et al. (2010) reported
similar feelings of anxiety about discharge from spousal caregivers. Grundy and Swain
concur that discharge can be a ‘considerable challenge’ for patients and their families, who
at that point are ‘often having to cope with lack of stamina; loneliness; social isolation,

and the changed relationship caused by injury,’ (2002).

2.7.3 Discussion

Although some key studies (i.e. Dickson et al., 2011) provide rich insights into the patient
experience of rehabilitation, this is facilitated through reflective interviews after they have
returned home, and as such elements of hindsight may affect the way the interviewees
related their accounts. Literature on the experience of the rehabilitation process itself is not
common, however, so there is a need to gain a better understanding of this for the

purposes of this study.

2.8 Initial emergent issues
2.8.1 General areas of interest

Having built a broad understanding of SCI, its effects and the associated rehabilitation
processes, the next step in developing an experiential understanding of the context will be
to conduct primary research with the host SIU staff, inpatients and their families,
involving observations and direct contact. Several potential issues to consider or address
have already emerged from the work done to this point and will be used to give focus, but
not dictate, the primary research process. These include:

e Enhancing the communication of expectations, from both patients and staff, given

the need for both parties to work together towards the patient’s ‘new normal’ of

health.
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e Guiding, or facilitating richer discussions to help staff get to know the patient, so
rehabilitation activities (such as learning a new bladder management technique)
can be ‘anchored’ in the patient's existing interests or priorities.

e Supporting patients in developing a sense of ‘ownership’ over their rehabilitation,
and the complex set of skills that must be learned from a network of staff.

e Considering ways in which family members can be more involved in the
rehabilitation process, and the potential need to support both staff and patients as

the latter move into positions of greater control.

As well as the general considerations listed here, two potential contexts for intervention

were identified from the initial review and are described below.

2.8.2 Education

As suggested by the patient pathway, and confirmed by the staff interviews, the transfer of
information from staff to patients is a cornerstone of SCI rehabilitation, and the processes
by which this is achieved will be a point of interest going forward with this study. As well
as the ad-hoc, opportunistic education described above, hour-long presentations on each
rehabilitation topic (i.e. bowel and bladder management, skin tolerance, etc.) are provided
once a week in the ‘Patient Education Sessions’. These sessions are run in 10-week blocks
twice a year. In addition, a ‘Relatives Education Day’ condenses the 10-week course into a
full day of presentations for family members of patients. The Spinal Practice Education
Facilitator explained how she would like more methods of interaction from the patients

and/or relatives in these sessions, and invited the researcher to attend them.

2.8.3 Goal Planning

The rehabilitation of each patient is guided by long-term and short-term goals.
Approximately once every 4 weeks, each patient will meet with their assigned nurse,
physiotherapist, occupational therapist and discharge coordinator (they may also invite 1-2
people important to them, such as a spouse, if they wish). During this ‘Goal Planning
Meeting’, each department will report on the progress made so far by the patient and what
the rehabilitation aims are for the next 4 weeks. There are strict criteria that the patient
must meet before beginning the Goal Planning process, namely; the patient must
understand what has happened, they must have received their diagnosis and they must be

medically stable.
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If a patient is not deemed able to make decisions for themselves, a Case Conference takes
the place of the GPMs. The process of a Case Conference is similar to that of the GPM,
except that decisions are made by the multidisciplinary rehabilitation team and the
patient’s family with patient input where possible. However, patients with additional

needs such as this will not be directly involved in this study.

Staff members describe the Goal Planning Meeting as important in coordinating the team,
identifying needs and helping to support the patient. It is also described by staff as
‘empowering’ for the patient and a process that ‘increases their physical or vocal ability.’
This clearly has resonance with the study’s aim to explore patient participation within the
rehabilitation process and will be a point of interest in the primary research, described in

the next section.

2.9 What is the patient experience of learning to live with an SCI
through the rehabilitation process?

2.9.1 Introduction

Although the literature can provide insight into the medical perspective of SCI (such as
prevalence of clinical depression, etc.), the patient perspective of SIU rehabilitation is still
unclear. In this section, the processes and staff-patient interactions by which rehabilitation
is facilitated will be explored through observation, informal discussion, invitation into
patient pathways and shadowing QENSIU staff. This ethnographic study generated a large
amount of descriptive data from which several themes and activities of interest were

identified.

2.9.2 Process of observation

The researcher conducted an in-depth contextual study over one year, facilitated by a
research base within the SIU. According to Flyvbjerg, ‘concrete experiences can be
achieved via continued proximity to the studied reality and via feedback from those under
study,” (p223, 2006), suggesting that this was a robust approach. Aside from the regular,
informal, ad-hoc interactions that occur from spending time on the wards, the study was
informed by 9 patient education sessions, 1 relative’s education day, 8 goal planning
meetings, 8 multidisciplinary staff meetings, 2 ward rounds, 1 day shift and 1 night shift
shadowing acute care nursing staff, 1 day shift and 1 night shift shadowing rehabilitation
nursing staff, 1 occupational therapy kitchen session, 1 outpatient clinic, 2 research

seminars, 3 extra-curricular events and 9 miscellaneous staff meetings.
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Anonymised, handwritten, ethnographic notes and sketches were taken during all
observations, with the exception of the extra-curricular activities, where it was more
practical to take notes after the event. These notes were then transcribed into separate
Microsoft Word© documents, where points of interest were highlighted and the
researcher’s initial impressions were added in italics (a formal coding process of the data

was conducted at a later stage, see 2.10).

2.9.3 Ethics

Disclosure Scotland was applied for and granted before the researcher had any contact
with patients in the SIU. The researcher was then guided by the University's ethics office
to ensure ethical conduct. Verbal consent was obtained before observations were made
that included patients and/or their family, and written consent was requested before using
any data in reports or presentations. In the case of tetraplegic patients, who were unable to
give written consent, a witness could sign on their behalf or audio-recorded verbal consent

was also sufficient.

Separate information letters and consent forms were written by the researcher and
approved by the university ethics department for the purpose of these initial observations.
The SIU media consent form and exemplar research consent forms from Leeds University

and Edinburgh University were considered in the design of these.

Completed consent forms and all ethnographic notes were securely stored within the
hospital premises at all times. Examples of the information letter and consent form used

for the initial observations are available at https://radar.gsa.ac.uk/5828.

Organisational procedures, such as those in place to approve consent forms, were found to
be equally as important as ethical practice of a more human nature. During the course of
the contextual study, the researcher decided to leave observations early or not to attend
some planned observations due to patients experiencing distress or staff struggling to find
time in their workload. The loss of potential data in these cases was offset by the
development of respectful working relationships with patients, family and SIU staff. These
instances were rare, and if they were able, almost all staff and patients were keen to share
their time with the researcher. As Woodcock and Georgiou describe, people can be ‘eager
to participate in research that [could] help the community to which they [belong],” (p149,

2007).
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294 Method of analysis

This ethnographic work generated a large amount of descriptive data, including perceived
emotional responses, the tools used, how information is transferred and how staff change
their approach according to a patient’s needs. During the course of the observations
recurrent themes began to emerge. These themes were collected (with contributing
evidence still identifiable to the source discipline and event) and presented to supervisors
from the university and the host SIU, as well as the director of the SIU at the time, for
discussion during four joint supervisory meetings. These meetings allowed corroboration,
correction and/or expansion of some of the opportunities for investigation the researcher

was presenting, which in turn guided further observations.

2.9.5 Key Observations

A significant benefit of this longitudinal ethnographic approach was a clear understanding
of the daily routines of patients and staff members in the SIU. This included an awareness
of how the rehabilitation activities may change for patients with different levels of injury
or at different stages in their rehabilitation. As well as this practical understanding,

experiential knowledge was developed and summarised into the key themes below.

Daily life is highly structured

From being woken up at the same time each morning, to getting to the gym sessions on
time, to monitoring the time elapsed since last being turned in bed (to prevent pressure
sores), a SIU inpatient’s lifestyle is very regimented. Through immersion in the SIU, it
became more apparent how many interactions with a patient are mediated through various
documentation, particularly for nursing staff who often work irregular shift patterns.
Despite this, it was clear that the staff observed work very hard to maintain strong working

relationships with their patients.

Working relationships

As discussed above, the working relationships in SIU’s are developed over a much longer
period than in most healthcare services and are often much stronger because of this. In the
initial stages of inpatient stay this manifests in terms of emotional support, as one acute

care nurse explains:
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‘Sometimes you feel like you need to be a psychiatric nurse as well. It’s
usually at night when the lights are off that people want to talk... I'm glad
[when they want to] talk.’

Although it would not be appropriate to sit in on these types of conversations, nursing staff
were also observed approaching and spending time with distressed family members, away
from the patient. There is no place in the QENSIU documentation to explain this part of
the rehabilitation process, yet it is clearly crucial to patients’ and family members’
development. Other, perhaps uncredited work in which strong working relationships
enhance a patient’s progression is the seemingly natural way in which staff members
differentiate their approach according to the patient with whom they are trying to engage.
This may include using different, simpler language or involving family members to a

greater or lesser extent.

Information

Patients will almost always meet their consultant on their first day in the SIU, as they will
conduct the initial neurological assessment and often have an accurate idea of the patient’s
prognosis from the beginning. However, patient awareness and retention varies during this
first meeting, and with most patients a lot of things that were discussed ‘crop up again’
several weeks later. It was explained that it is difficult to judge when a person is ready to
hear and discuss their prognosis and other types of information; some patients are very ‘in
the moment’ and want to know about that given week, whereas some are very future-
thinking and ‘pragmatic’. It appears that each patient must be guided towards the staff’s

level of knowledge about their injury, as and when they are ready.

Ownership

Until this observational period, staff and literature had discussed the importance of
patients taking 'ownership' of their injury but only in abstract terms. In practice, it appears
that this occurs in many small, different ways. For example, patients are able to accept or
deny their prescribed medication, so to help patients to learn about their medication and
make an informed decision, the medication may be described in terms of its effects rather

than its name.

Due to the personal nature of some rehabilitation activities, such as bowel management,
some patients struggle to engage with ‘taking ownership’ and believe that they will ‘sort it

out’ once they return home. However, staff explained that the time to ‘sort’ these routines
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is within the SIU, and there is a need to engage patients with their own injury and to take

responsibility of their resulting care.

Whilst some ownership is offered to patients gradually, other rehabilitation services for
additional support are optional from the beginning, including psychological support,

chaplaincy, social events and specialist drop-in services such as for sexual issues.

Decision-making
Given the interest in enhancing patient participation within SCI rehabilitation, key points

of decision-making were a focus throughout the observations and are summarised below:

e Multidisciplinary Meeting — this weekly meeting gathers senior staff from each
department to discuss the SIU on a macro level, without patient involvement.
Overall progress of each patient case is discussed briefly, with coordinated
problem solving and estimations of potential progress.

e Ward Rounds — a selection of senior staff visit each patient at their bedside 3 times
a week to discuss actions to be taken over the next few days, such as any
investigations that are required in that time. It is not clear if patients always
understand the reasons for these investigations, such as x-rays, or if they get the
results. Discussions are short and patients do not often contribute.

e Goal Planning Meeting (GPM) — As discussed in section 2.8.3, the GPM presents
an opportunity for patients to be actively involved in multidisciplinary discussions
about their treatment and rehabilitation. However, it was observed that patients did

not choose to speak much, if at all, during the meeting.

2.9.6 Discussion

Throughout the observational period, almost all patients were receptive to the researcher’s
interest in their experiences and did not object to her observing rehabilitation activities.
Nor did the patients object to the researcher knowing about the personal aspects of their
experience (i.e. bowel and bladder management), often discussing these frankly with her
and even making jokes. As such, it is reasonable to deduce that any proposed intervention

may address topics of a sensitive nature if it is relevant to the rehabilitation activity.

In general, the SIU staff were also very welcoming to the researcher and to the study,

particularly once they understand more about it. It is widely understood that the current
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model of rehabilitation does not work for every patient, and they are receptive to new
ideas and change. This is a positive indication that staff may be meaningfully engaged in

later, generative stages of the intervention design.

2.9.7 Limitations and Challenges

A list of limitations of the whole PhD study is given in section 12.6. In terms of this
observational period, however, the management of the very large amount of data gathered
was particularly challenging. The handwritten notes taken during the contextual review
were transcribed and anonymised, generating 62 rich data sets. As the specific focus of the
study was not yet identified, the data was highly descriptive in nature, considering the
needs and experiences of staff, patients and family members. This was compiled into a
report, using a hypothetical patient’s journey through the unit to structure the data (i.e.
describing the events that most patients experience in sequence, highlighting the different
options available to the patient population according to their injury level). This was found
to be useful in terms of gathering the data together into a single document, but less
successful in enhancing the researcher’s understanding of the SIU context at a more

abstract level, and the opportunities within that for intervention.

2.9.8 Summary

Over a longitudinal ethnographic study of the host SIU, a rich overview of patient and
staff’s experiences of the SCI rehabilitation process was generated. The transfer and
retention of information and ownership of a patient’s injury appears to be strongly linked
to ‘successful’ rehabilitation. The processes by which this transfer takes place is strongly
supported by the SIU staff’s experience and emotional intelligence in adapting their
methods according to the patient they are working with. Although the daily life in the STU
is highly structured, staff (in general) are welcoming to new approaches that may help a

patient to participate in their rehabilitation further.

2.9.9 Implications for the study

Although the ethnographic study was successful in generating a rich picture of SIU life,
and embedding the researcher in the SIU community, the amount of data gathered makes
it problematic to identify one site for intervention. As such, the data will now be analysed

through different, visual methods individually and with the STU community.
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2.10 How can the data gathered to date be analysed more clearly and
usefully?

2.10.1 Introduction

In order to move beyond a detailed ‘micro’ view of the SIU towards an abstract
conceptualisation of the unit and its processes, and the opportunities for intervention
within it, the researcher conducted a ‘diagrammatic exploration’ as a form of analysis to
better make sense of the data she had gathered to date. This section describes the method
and findings of this approach and discusses them against related literatures. It was found
that the creation and shared development of diagrams that represented the ethnographic
and qualitative data had several benefits, and highlighted the Goal Planning Meeting as a

potential area for intervention.

2.10.2 Diagrammatic Exploration

Stage One: Sense-making through diagram creation

The researcher began the process of diagram creation by re-reading through the written
report described in section 2.9.7. This helped the researcher to gain further familiarity with
the data, reassurance that all of her experiences in the SIU were represented and to begin
thinking about how better collective sense could be made of the data from these individual
observed events. Whilst reading through the report a second time, the researcher drew as
many original diagrams as were required to cover the many different events observed and
recorded in the written document — 79 in total. These sketch diagrams showed a
combination of environment, process, tools and the role of and relationships between the
people involved either in a particular situation or SCI rehabilitation as a whole (see fig. 2.6

for examples).
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Fig. 2.6: Examples of the initial sketch diagrams of SIU observations.

At this point, the researcher no longer needed to refer to the written report described in
section 2.9.7, and could begin to condense the original collection of sketch diagrams. Each
diagram was revisited and assessed by the researcher for meaning and clarity. Of the
original 79 diagrams, 10 were discarded (after being deemed incomplete or to contain
information that was better represented elsewhere) and the remaining 69 diagrams were
assigned an identifying number (1-69). Each numbered diagram was then revisited to
consider the main themes that were represented within it. These themes were compiled
into a list with their corresponding diagram numbers, by reviewing each diagram in turn
and either adding its number to an existing theme or creating a new one. In this way, the
collection of 69 diagrams were sorted into 14 groups within 7 main themes; environment;
projection; context; working relationships; goal planning; agency; and models of practice.
So, for example, one item on the list could read as ‘Theme: Working Relationships. Sub-

group: Transfer of Ownership. Related diagrams: 5, 9, 36, 41.” The researcher could then
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bring together all of the sketch diagrams relating to a particular group and draw 1-2
summary diagrams; creating the final set of 36 diagrams to represent the findings of the
observational study. Each diagram was scanned into a PDF document with a short,
explanatory paragraph and sent to both of the researcher’s supervisors for review and
comment. See fig. 2.7 for a diagram of the process, and appendix 3 for a selection of the

digitised diagrams.

The diagrammatic exploration process.

79 Sketch 69 diagrams 1 final set
Diagrams, grouped 36 summary of digitised
ECDR Report numbered thematically diagrams diagrams
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Fig. 2.7: The diagram creation process.

This first stages of diagram development (the ‘explore,” ‘sort’ and ‘summarise’ phases)
were crucial for developing the researcher’s understanding of the SIU context. Discussing
these diagrams with the supervisory team then played an important role in developing a
shared understanding of how the researcher viewed the context. Clearly, it is important to
describe the healthcare context in both macro and micro levels to the design-based
supervisor, so that he can support the researcher appropriately. In this project, the
supervisor based in healthcare also found the diagrams demonstrated a sound
understanding of what happens within the SIU quickly, clearly and concisely. Knowing

that the researcher has achieved this understanding allows both supervisors to discuss
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opportunities for the interventional stage with the student confidently. As such, we can
describe this first stage of diagrammatic exploration of an observational study as a sense-
making activity for the nature of the PhD itself, for the researcher individually and with

her supervisory team.

Stage Two: Sense-making through diagram co-development within the SIU

Eight senior staff members from across the host SIU were individually invited to discuss,
corroborate and/or develop these diagrams further. Whereas Stage One aimed to make
sense of the data with the supervisory team for the purposes of the PhD study, Stage Two

focussed on making sense of what is happening in the SIU, with staff and volunteers.

Prior to the interviews with SIU staff, the majority of the hand-drawn diagrams were
digitally reconstructed using InDesign© and Photoshop©. However, some of the original
diagrams (relating to agency theory) were omitted from this new set, as the aim of these
interviews was to discuss the observational data only. One set of diagrams was printed for
each interview, and shared between the staff member and the researcher during the
discussion. At the start of each interview, the researcher explained that this was a feedback
and developmental session, and encouraged the staff to interrupt the explanation of each

diagram to concur, dispute or expand upon it.

Although blank paper and pens were available to alter the diagrams or to draw new ones,
each staff member preferred the researcher to do the drawing — perhaps highlighting a
methodological gap to empower or give confidence to the staff to do this themselves, thus

possibly reducing any researcher bias.

Whilst some diagrams were simply explained by the researcher and confirmed by the staff
member, others were able to facilitate discussions of abstract concepts (see fig. 2.8),
highlight the assumptions of the researcher (see fig. 2.9) and elicit tacit knowledge of the
staff that may not otherwise have been triggered (see fig. 2.10).

77



Fig. 2.8: A diagram depicting the patient’s ‘business’ over a given week was
originally intended to communicate the monotony of inpatient routines. However, when
discussed with staff, it became clearer that patient 'business' matched that of the therapy
staff's Monday-Friday working week. This then raised questions of 'patient ownership' - if
a patient is mostly busy when staff are present, it seems logical that the patient may

attribute at least some ownership of the rehabilitation process to the staff.

Does this distance =
Disappontment?
Acceptance?

Fig 2.9: This diagram was used to explore the concept of ‘managing expectations’,
and how the rehabilitation process, over time, may sometimes need to help patients realign
their expectations (shown in red) to the clinical potential (shown in blue). However, in
discussions with staff, the negative assumptions of the researcher (that patient expectations
must be reduced) became apparent, with one staff member highlighting that some patients

need to be encouraged that ‘they won’t be in bed for the rest of their lives.’

78
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., whatis possible -

Independent
Prevention

Independent | Independent
Checking Fixing

Problem Cause How to fix

Recognise a problem Ask specific staff

Contact any member of staff if there is a problem

Fig. 2.10: This diagram originally depicted the skills in preventative healthcare that
must be taught to patients, with the ultimate goal of ‘independent prevention’ of secondary
complications (shown in black). However, staff explained that the best outcome would
actually be for patients to expand their perceptions of what they think is possible, so the

diagram was amended to reflect this (shown in red).

All of the diagrams contributed to developing a mutual understanding between the
researcher and the SIU community, not only of past observations but also of potential
directions for future work. This is best exemplified in fig. 2.11, which depicts the diagram
created to represent the Goal Planning Meeting (GPM); where a patient, their care team
and usually 1-2 people important to the patient (e.g. spouse, parent) meet regularly to

review progress and set rehabilitation goals for the few weeks following the GPM.
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Fig. 2.11: A diagram of the people and tools used within a Goal Planning Meeting.
Individual patient activity (here shown in red) is recorded by SIU staff in departmental

notes (here separated into nursing, shown in blue, and therapy departments, shown in
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green). Each care team member then summarises a patient’s progress in their individual
goal planning records before each meeting, and uses this record to report back to the rest

of the care team and to inform any decisions made about the patient’s rehabilitation.

As discussed in section 2.8.3, the GPM is a key part of rehabilitation for the majority of
patients, and an opportunity to take more ownership over the management of their injury
by being included in decisions made about their care. However, by mapping out how all of
the individuals involved contribute to the GPM, there is arguably a distance between the
patient activity (shown in red) and the meeting itself; raising the question of whether the
meeting structure supports patient participation. The diagram located this issue in the
process rather than in the people involved, as the records of progress (in their current
format) require staff mediation and possibly restrict opportunities for patients to take
charge of the meeting. Indeed, constructive discussion of this diagram acknowledged the
role that the current process, and materials supporting it, may have on both staff and
patient behaviours within it (for example, the patient is almost always the only member of
the meeting who does not bring their own notes to support the discussion). This in turn
suggested a hypothesis that new GPM materials or protocols could be introduced to
facilitate more participatory behaviours from the patients. These materials could aim to
reduce this ‘distance’ between a patient and their own GPM discussed above, support
different types of interaction and encourage collaborative decision-making; confirming the

GPM as a potential site for intervention.

2.10.3 Discussion

The creation and co-development of the diagrams supported the researcher’s transition
from observational to interventional stages in the PhD journey. The initial creation and
gradual consolidation of the diagrams to explore what was observed encouraged question-
centric modes of thinking, actively reflecting on the SIU context without prematurely
inferring a problem and a potential solution. As diagrams are able to show the
relationships between people, tools and processes simultaneously, they are particularly
suited to complex research contexts such as healthcare and were able to communicate a

sound understanding of the SIU to both supervisors quickly, clearly and concisely.

Inviting staff to comment and alter the researcher’s diagrams during these developmental
stages also inferred a sense of trust and shared ownership of the project, in anticipation of
future participatory interventions. Building working relationships and setting expectations

of how a design researcher (who is unusually placed in the SIU context) will work is
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crucial, and positive staff comments such as ‘It’s nice to see that we’re doing something
right,” (Patient Education Nurse) suggested that the diagrams demonstrated that the

researcher isn’t only looking for problems.

This process also maintained a sense of transparency in the methods used and allowed the
researcher to give feedback to the SIU community sooner. By extending this method of
‘sensemaking’, the researcher was able to reach a ‘consensual understanding’ (Jones,
2013, p26) with the host SIU staff. Presenting the design researcher’s observations to
healthcare staff as a visual, tangible material to work with navigated potentially
problematic differences in language and work culture, supporting rich discussions and
utilising the invaluable experience of the SIU community. In this way, the GPM was
mutually agreed as a potential site for intervention and a tentative hypothesis was formed,
suggesting that the new materials or protocols could be introduced into the GPM to

enhance patient participation within it.

2.10.4 Reflections on the literature

Visual Communication

Although this process was conducted without a search for prior examples, it is interesting
to refer to the literature to reflect on what was achieved (or not) by this diagrammatic
exploration. Tufte, a pioneer in visual communication, describes the role of the designer in

such activities:

‘...the task of the designer is to give visual access to the subtle and the difficult
- that is, the revelation of the complex.” — Edward Tufte, The Visual Display

of Quantitative Information.

However, the diagrammatic exploration process was not concerned with representations of
a finite data set, as Tufte is known for, but rather with giving 'visual access' to a complex

ecosystem of people, tools and processes, and the relationships between them, within the

host SIU.

Diagrammatic Exploration or ‘Formulation’?

After sharing and discussing the diagrams with the SIU’s clinical psychologist, the
researcher was advised that the process resembled a method used in psychology and
psychotherapy known as ‘formulation’. There are many definitions of formulation (either

as an object or an event), but essentially a formulation aims to gather and understand
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various circumstances (perhaps clinical, environmental or social) that contribute to an
individual experiencing a particular disorder (Johnstone and Dallos, 2014). These
formulations are often done in collaboration with the service user, and sometimes mapped

in a causal, descriptive diagram (see fig. 2.12).

Situation

Spill coffee
on shirt

Thoughts
| cannot do
anything right, |
am useless

Behaviour
Go to bed,
avoid work

Feelings

Sad

Physiology

Tearful

Fig. 2.12: An example of a Formulation found in the field of psychology (Johnstone
and Dallas, 2013, p25).

Like the diagrammatic method above, formulations create hypotheses in a format that can
be shared, understood and developed by people from various disciplines and backgrounds.
They also help to isolate the problem space by gathering all of the key information in one
place and/or highlight any gaps in information needed (p9). Whilst some psychologists
claim the process as unique to their profession, others state that ‘formulating is something
we all do as human beings’ (p233) and we can ‘compare the process of formulation to a
form of creative curiosity’ (p71). It is not surprising, then, that another discipline such as
design came across a similar method without prior knowledge of formulation. What may
be unique in this design-led approach is the variety of visual styles and content to facilitate
discussion about abstract concepts, such as ‘ownership’, and the integration of possible
future scenarios or ideas into the existing context either by the designer or ‘in the moment’

with SIU staff as new knowledge is evoked.
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Sensemaking

We have discussed above how the diagrams facilitated individual and collective
‘sensemaking’ of the SIU context, and opportunities for intervention within it. Weick
(1995) is often credited for formalising a ‘sensemaking’ process that focuses on the
meaning attributed by individuals to organisational events, rather than focusing on
organisational outcomes. Mills et al. (2010) provide a critique of the model, claiming that
it does not take into account the impact of power or agency in context (and develop
Weick’s model accordingly). The use of diagrams in this study visualised each member of
the SIU community equally, and was able to highlight and discuss issues of power (i.e.
who was involved or not involved in particular meetings) in a non-accusatory manner.
This was found to be crucial when trying to identify an appropriate site for intervention

without appearing to attribute blame or damage working relationships with staff.

Furnas and Russell (2005) state that ‘sensemaking can be a core professional task in itself,
as it is for researchers, designers, or intelligence analysts,” which ‘arises when we change
our place in the world or when the world changes around us,’ (p1). It could be argued,
therefore, that the new addition to the SIU community (the researcher) and her
participatory efforts to make sense of her new environment, invited SIU staff to reconsider
the work context that they were very familiar with; giving them an opportunity and

permission to do so with a critical eye.

Sensemaking as an act of Participatory Design

Glanville characterises design ‘as a conversation, usually held via a medium such as a
paper or pencil, with an other (either an ‘actual’ other or oneself acting as an other) as the
conversational partner,’ (1999, p88). Although this may at first seem a tenuous link to
define diagrams as an act of design, it is important to remember that, according to Bowen
et al., ‘design involves problem setting as well as problem solving,” (2010, p3). Taking the
ethnographic and qualitative data gathered to date and translating them into visual
representations begins a ‘conversation’ with the data; representing a more humble
approach to that which the researcher has learned so far by suggesting that it is not
finished or definitive. By opening up this ‘conversation’ to include the participants of
interviews and observations, in a format unhindered by discipline-specific language, the
study is made more rigorous by creating an opportunity for staff to verify or develop the
conclusions drawn from the data. Ethically and politically this also makes the study
stronger by eliciting the voice of those who may potentially be affected by the future

intervention beyond this initial phase of gathering data.
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2.10.5 Summary

The researcher and the SIU staff used the diagrams created from the data gathered as a
shared material to verify the findings to date, discuss abstract ideas equally, recognise the
hard work and successes of the SIU, elicit the various (and sometimes conflicting)
priorities of the many people involved in SCI rehabilitation and identify potential
opportunities for intervention. It can be argued that the behaviours of staff and patients in
the GPM are at least partially dictated by the materials used within it. As such, a
hypothesis is posed that new or different GPM materials or protocols could be introduced

into the GPM to encourage more participatory behaviours by the patient.

2.10.6 Implications for the study

Although the hypothesis stated above seems feasible, this has been drawn from a less
traditional approach. To better address the host clinical environment’s concern with robust
evidencing, she decided to proceed by triangulating the suitability of the GPM as a site for
intervention with two other modes of analysis; a traditional ‘coding’ method and a rough
pilot with a patient with whom the researcher had built a working relationship during the

observational period.

2.11 Is the Goal Planning Meeting an appropriate site for intervention?

2.11.1 Introduction

Following the cooperative diagrammatic exploration of the ethnographic data to date with
SIU staff, the Goal Planning Meeting was identified as a potential site for intervention. In
this section, we will begin with a detailed explanation of the GPM as observed in the
ethnographic study. Next, a coding process of the observational data will be conducted to
establish if the GPM is reflective of issues surrounding patient participation experienced
across the unit, and if so what these issues are. The results from this coding process are
then used as guides to create prototype materials to test in a mock GPM with a patient and
his care team. In this pilot, we will test the hypothesis that new materials may facilitate
new, more participatory behaviours in the GPM. In practice, the prototype materials were
actually more effective in generating new conversations between the patient, staff and the

researcher, and raised further questions about the experience(s) of the GPM.
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2.11.2 What is the Goal Planning Meeting (GPM)?

The researcher was invited to attend eight GPMs of five different patients, with
handwritten ethnographic notes taken in each. Invitations were extended after introduction
by the co-supervisor and/or informal contact with patients during Patient Education

Sessions or presence in the rehabilitation wards.

Preparing for the meeting

A patient and their key worker (a member of the patient’s rehabilitation team assigned to
coordinate the efforts of the team') will work together to complete the ‘Goal Planning
Checklist’ booklet (see appendix 4 for examples of the contents) at the start of their
rehabilitation, in the middle and at pre-discharge. The booklet aims to identify gaps in
knowledge and progress made towards addressing them, covering each aspect of care and
addressing levels of depression and anxiety. Level of independence and existing
knowledge are given numerical values by the key worker, using the ‘Guide to Knowledge’
booklet to guide this scoring. These scores appear to be for clinical use only, rather than
for the patient. Indeed, one keyworker stated they did not like asking some questions as
patients can sometimes ‘panic’, asking ‘am I meant to have done this?’ [GPM.1]. Some
patients also get agitated by the use of clinical measures to denote their progress, as they
have no prior knowledge of the measures to understand it in real life terms. Interestingly,
the ‘Goal Planning Checklist’ was not mentioned by staff or by the patient in any of the
GPM’s observed (although it must be acknowledged that this is a relatively small sample).

A patient should meet with their key worker before the GPM to ‘coordinate, help identify
needs and feedback to team — all different ways to support the patient,” (Rehabilitation

Ward Nurse). However, the key worker often does not have time to do this.

The Meeting

Meetings are chaired by the key worker or a discharge coordinator if the key worker is
absent. In the first meeting, the key worker explains the goal planning process to the
patient and that the patient can take a more active role in the meeting ‘once you know

what goes on more,” [GPM1].

! As a reminder, the rehabilitation team includes the patient’s assigned nurse, physiotherapist,
occupational therapist and discharge coordinator. The patient’s assigned consultant and social
worker, as well as the SIU’s clinical psychologist, may attend the GPMs also.
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Each member of the care team takes his or her turn to report the progress the patient has
made since the last GPM. The Goal Planning Progress Chart (see appendix 5) is used to
record the goal from the previous meeting, the action taken and new goal set in that day’s

meeting.

When discussing progress, phrases such as ‘[patient name] has done stairs,’ raised
questions of whether patients are explicitly aware of this ‘sign off.” Additionally, progress
may sometimes be described in terms of clinical measures (i.e. ‘[patient name] requires
25% assistance in dressing their top half* or ‘he’s a FIM6 with dressing”), as this is how it
is recorded in the discharge coordination notes. This corroborates the idea that the
documentation used to record interactions may have an effect on the way the interaction is

conducted.

The idea of certain skills unlocking others was present in most meetings, and without the
clinical experience that the staff have, this can be a difficult concept to understand. The
interdependencies of these skills between departments also adds to this complexity. For
example, learning the skill of transferring from one surface to another (in sessions with
their physiotherapist) can lead to a patient trying new equipment such as a shower chair
(usually with their occupational therapist) and learning new methods of washing (often
practiced with their nurse). Furthermore, some skills, such as upper body strength, have no

point of completion so progress is difficult to measure [GPM.5.].

Meetings may also involve discussing a particular problem a patient is having with the
whole care team. This often results in a coordinated effort to solve the problem together,
for example a patient may progress quicker in learning their 'transfers' if they are

encouraged to practice them on the ward as well as in the gym.

It was observed that goals tend to be set by the rehabilitation team based on what they
expect the patient to be capable of, and unless the patient objects, this is agreed as a goal
for the next meeting. Some goals are set based on trust, as a patient does not have prior
experience with which to judge whether they can, for example, learn a new type of
transfer. To illustrate this point, therapy staff sometimes uses phrases such as ‘I have no
doubt you will manage with x,” and ‘it’s a personal choice, but I know you can do this,’
[GPM1]. Patients must also trust that the staff fully understand the true extent of their
progress when setting these goals. Patients are asked if they have any questions at the end

of each staff member’s report, but goals suggested by the staff are rarely disputed and
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patients often say very little during the meetings. Occasionally, however, a patient may
interrupt a report because they don’t want the staff to assume too much progress has been
made [GPM1] [GPM6], which was later discovered (through informal discussion) to be

because the patient was afraid of being discharged too early.

Patients may choose to invite their spouse or family to their GPMs. It is a chance to
explain in more detail about the management of SCI and to reconcile different ideas about
the best route to take through rehabilitation. According to staff, the ‘scary’ nature of these
decisions and the pressure that both patients and family members are under can often

result in conflict during GPM’s, although this was not observed first-hand.

Unless a patient takes their own notes, such as on their mobile telephone as observed in
GPM.5. and GPM.6., there are no notes provided for the patient to take away after the
meeting. As such, it can be difficult for a patient to keep track of their simultaneous goals
independently. This manifested in GPM.3, where it was found a patient regularly forgot to
try a new undressing technique, which if mastered, could negate the need for specialist

dressing equipment post-discharge.

Discharge Case Conference

The Discharge Case Conference is the last meeting in a patient’s goal planning
programme. It runs in the same way as a GPM, except that minutes are taken and a
discharge date is set (usually within 4 weeks of the discharge case conference) [GPM.8.].
However, this date will only remain if the patient is ready at the time, and patients
sometimes worry about this [GPM6]. For some patients, this is the point where they
realise the importance of making the most of their time in the SIU [GPM.4., GPM.8.].

2.11.3 Reflections on the Goal Planning Process

By gathering all of a patient’s rehabilitation team together with the patient, the GPM
logically presents an opportunity for patients to discuss and take part in making decisions
about their care. Yet, in reality, very few patients were observed to be speaking at all in
the meetings. This could perhaps be due to the well-rehearsed, very structured nature of
the meeting, or perhaps a patient may assume a passive role since they are the only
participant without documentation to prepare for or to record the meeting. The language
used may also promote a passive role, with unfamiliar clinical terminology occasionally
being used as shorthand between staff members. As well as a shared language, staff also

share experience in estimating how long skills may take to learn or the probability of
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complications with a given rehabilitation technique — arguably further (unintentionally)
excluding the patient. Finally, assumptions made by patients, such as the concept that they
may be discharged too early if staff overestimate their progress or abilities, can lead to
patients exercising control over the information they present in the meeting, perhaps

making the meeting unnecessarily distressing for patients and family.
There appears to be several opportunities for intervention in the GPM, possibly addressing
issues of communication, power distances and visualisation of progress, although this will

be explored more fully in the following coding process.

2.11.4 Coding Method

Initial data assessment

Prior to conducting the coding process, the quantity, quality and range of the data
collected were assessed. It was established that the data gathered were very descriptive,
including emotional responses of the patient, family and staff in the events described.
Despite covering a range of processes and events, an overall interest in patient
participation could be seen. Observations of the Goal Planning Meetings (GPM’s) appear
to describe it as a place where many of the emergent themes of the contextual study
converge, with ‘real life’ examples of broad terms such as ‘control’. However, until this
point, this data had only been informally analysed for the purposes of joint supervisory
meetings. Although the academic report and diagrammatic exploration activities
(described in section 2.10.2) served as modes of analysis, the researcher felt that a more
formal coding process of the observational data would contribute to the robustness of

study, as expected in a clinical environment such as the SIU.

Coding technique

NVivo software was used as a tool to inductively generate themes (see appendix 1 for a
full review of qualitative data analysis) and then apply them. To do this the text to be
coded (transcribed notes from the observational period, coded one ‘event’ at a time) was
reread several times to enhance the researcher’s familiarity with it. The software was then
used to highlight any phrase or word that stood out as noteworthy or representative in
some way and attribute a theme. In this first generative phase, the researcher created a new
theme when it was felt necessary. Next, the researcher reviewed the list of themes
generated to assess if any could be combined, or merged into main themes and sub-
themes, and edited the themes accordingly. Finally, the researcher reviewed each phrase

attributed to each (perhaps edited) theme to ensure the coding was still consistent.
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Coding process

A coding pilot was conducted by the researcher on the notes taken at a GPM and a patient
education session. Several themes found in the patient education session (such as
‘projection’) were repeated in the GPM, so the coding process was extended to the rest of

the observational data.

The full set of notes taken in the GPM’s (n=8) were coded first, after which the themes
were reviewed again to check for consistency (as described above). Each remaining ‘set’
of notes (i.e. patient education notes, shadowing nursing staff notes, etc.) were then coded
in turn, reviewing and/or amending the list of themes generated after each set. Once all
notes had been imported and coded, each phrase attributed to each theme was reviewed a

final time.

2.11.5 Coding Findings

Brief explanations of the most common themes are provided below (please see appendix 6
for a full list of themes as presented in the NVivo software, with associated reflective

comments, in a report submitted to the supervisory team for review and discussion).

Progression

This is to be expected in a rehabilitation unit, given that each activity aims to contribute to
a patient’s recovery in some way. The concept of ‘unlocking steps’ (i.e. a patient may
need better skin tolerance before they can attempt certain transfers) became apparent in
staff’s explanations of the rehabilitation process. The transfer of progress across
departments (i.e. practicing a transfer that was learnt in the gym in the ward) was another

common sub-theme, and the patient’s role in this could be considered.

Projection

Again, this is a logical theme to expect, especially in the Goal Planning Meeting, which
focuses on predicting how much progress is feasible to expect in an individual patient.
Sub-themes within progression highlighted that the conversations moved between
projection ‘to post-discharge,” ‘to discharge’ and ‘to normal life’ (listed here in order of
frequency). Other sub-themes including ‘breaking down the steps,” where staff would
verbally explain how a long-term goal could be achieved, but this was not written down

for the patients.
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Network Navigation

‘Staff teamwork’ was a common sub-theme within the GPM’s, highlighting the meeting’s
importance in coordinating a multidisciplinary approach. The current rehabilitation format
does not require patients to instigate this ‘network navigation’ themselves, yet this could

potentially be a useful skill post-discharge.

Context

The use of ‘context’ was spread quite equally between observations in GPMs,
multidisciplinary meetings, patient education, the relative’s education day and the
Occupational Therapy Kitchen. Few observations of translating the ‘textbook’ or ‘best
practice’ skills taught in the SIU to a patient’s specific circumstances were made,

highlighting the (to some extent necessary) rigidity of the rehabilitation pathway.

Barriers to Participation
Although this is coded from the researcher’s observational perspective, many of the
barriers identified (including clinical language, lack of information, fear/unknowns and

lack of supporting materials) have been corroborated by the supervisory team.

Patient Participation

The researcher found it interesting that most of the observed instances of patient
participation could be considered ‘negative’, i.e. countering the progress reported by staff
by highlighting the areas they still struggled with. Most of the observed interactions coded
here were located in the GPM’s, but of course patients will be physically interacting more

in the less observed areas of the SIU, such as gym sessions, activities of daily living, etc.

2.11.6 Discussion of the coding process

By coding the observational data in isolation, the conclusions drawn may be at risk of
bias. As such, the main themes and example phrases were presented to the supervisory
team for verification. As this phase mainly serves as additional analysis to corroborate the
suitability of the site of intervention, rather than draw specific conclusions, additional

verification was not sought.

It is interesting to note that the term 'working relationships' did not appear as a code in this
process. This term was certainly discussed in the diagrammatic exploration of the thesis

report, so perhaps we can consider if this is due to the particular writing style of the
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researcher, or perhaps if the nature of the diagrams encourages a more ‘systems-thinking’

approach.

2.11.7 Implications for the study from the coding process

It is suggested that the most frequently occurring themes (progression, projection, network
navigation and context) plus the barriers to and observed instances of patient participation
can provide a good evidence base for focus areas of the initial prototypes to use in the

following pilot session, described below.

2.11.8 Pilot Method

A quick, rough pilot was conducted to test the idea that the introduction of a new material
into the GPM could encourage different types of interaction between the patient and staff.
A patient who had been involved in the observational phase of the study, who had
expressed an interest in its purpose, was recruited informally through ad-hoc interaction.
Given that the pilot was considered additional to his normal level of care delivered in the
SIU, further ethical approval was not deemed necessary. Once the patient, ‘Peter’ (a
pseudonym) agreed to participate, his rehabilitation team were individually invited to

participate also.

The pilot was conducted over one week in 4 sessions, as follows:

1. Generative discussion session with staff. The key themes discussed in section
2.11.5 were used to guide a generative conversation on how the patient could be
better supported to participate in the Goal Planning Meetings (GPM’s). Key
themes (and sub groups) were given individual A3 sheets in the shared table space,
and the researcher recorded staff feedback, priorities and discussions on these
sheets either directly or on post-it notes (see fig. 2.13). Additional sheets were
created in real-time as concept ideas emerged. Present were a senior occupational
therapist, a lead nurse, a discharge coordinator, a senior physiotherapist, a

rehabilitation ward sister and a visiting consultant.
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Fig. 2.13: Set-up of the rough pilot generative session with staff.

2. Generative discussion session with Peter. The session was conducted in the same
manner as with staff, in the same room with the same original materials. Peter was
not shown the results from the generative session with staff, or vice versa.

3. Creating the concepts for use in the pilot. The A3 sheets from both generative
sessions were condensed into a set of A4 concept sheets, using any and all ideas
from the discussions. On these concepts the supporting or critical comments from
the staff and Peter were added (indicating the discipline or patient making the
comment). A selection of concepts is available in appendix 7, with examples in fig.

2.14 and fig. 2.15.
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4. Staged GPM. Peter and his entire rehabilitation team were able to attend the

session, so their experience in working with this patient made them well suited to

‘act out’ a GPM with him and the prototypes. Whilst the original aim of the pilot



was to trial several different low-resolution ideas in this session, several versions
of the 'timeline' concept were chosen instead. This was to avoid any potential
difficulties that participants may have in changing 'mindset' several times in the
one hour available in the group’s schedules. Paper prototypes of the timeline

concept, plus materials to alter them (pens, post-its, etc.) were laid out in the

conference room as shown from the patient’s point of view in fig. 2.16.

Fig. 2.16: Set up of the staged GPM session with Peter and his rehabilitation team.

The session began with an explanation that the concepts presented weren’t about to
be introduced formally into the SIU, and that they could and should be changed as
they were used. Staff were also encouraged to remember that the paper format may
not be final - ideas could become apps, presentations, etc. The researcher explained
the 5 prototypes available, and Peter chose the first material to test. However, in
practice, none of the materials were used to any great extent. Instead, they sparked

an interesting discussion, as summarised below.

2.11.9 Pilot Findings

Through discussion of how the prototype materials could be used, it became clear that

there are differences in how the patient and his rehabilitation team experience the same
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GPM event. Staff members also seemed to have differing ideas of what the purpose of the
GPM is or should be. All participants concurred that long-term goals aren’t communicated
very effectively in the current GPM format, and that everyone would benefit by helping
staff to get to know their patient.

Additionally, the pilot session highlighted the need to move beyond conversations of
‘what is’ and to support conversations between staff and/or patients about ‘what could be.’
Consideration must also be given to how staff and patients can share thoughts and
experiences on the current rehabilitation system without risking their ongoing working

relationships.

2.11.10 Pilot Discussion

Given that the prepared materials for the pilot were more effective in stimulating new
conversations than testing the original hypothesis, it could be concluded that they acted as

‘probes’ rather than ‘prototypes’ (as will be discussed in chapter 11).

By building upon the insights generated from ‘traditional” research methods, such as
qualitative and ethnographic investigations, with more visual and provocative approaches
such as the diagrammatic exploration and pilot, many different facets of the SCI
rehabilitation experience have been explored and integrated into the conclusions drawn.
This mixed-methods approach has been effective in generating new insight whilst

maintaining a rigour in the study, and will be continued into the next stages.

2.11.11 Summary

The Goal Planning Meeting appears to be an appropriate site for intervention within this
study. Previous observations of the GPM suggested that staff and patient behaviours may
be (at least partly) dictated by the materials and protocols used therein. As such, the
hypothesis that new materials or protocols could be introduced into the GPM to facilitate
more participatory patient behaviours was suggested, but further confirmation of the GPM
as the site for intervention was sought first. By exploring the GPM observations further in
a formal coding process, it became clear that many of the themes emerging (such as
‘progression,” ‘projection’ and ‘use of context”) were reflective of the rehabilitation
process as a whole, and as such warranted continued exploration. By inviting a known
patient and his care team to trial new materials in a staged GPM, it was confirmed that the
Goal Planning Process did not currently have a clear purpose or structure for all

participants, and as such is an entirely appropriate opportunity for intervention.
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2.11.12 Implications for the study

Through the contextual review, several research questions have emerged to guide the

intervention stages:

e What are the current experiences of staff, patients and family members in the
GPM?
o To be addressed in chapter 6
e How can we engage the SIU community in co-developing a new material or
protocol to enhance patient and/or family participation in the GPM, whilst also
protecting their current working relationships with staff?
o To be addressed in chapter 7
e What are the effect(s) (if any) of a co-developed intervention in the GPM?
o To be addressed in chapters 8 and 9

To begin approaching these questions, this study will continue with a review of the

relevant literatures needed to guide the methodology and study design of this research.
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03 Literature Review

3.1 Introduction

This study touches many fields. However, as will become clear below, it aims to
contribute to the field of (Participatory) Service Design for healthcare, more specifically
with regard to the topic of patient participation and rehabilitation. It will also explore the
extent to which the SIU community (including patients) can be actively involved in
shaping healthcare service provision, and what opportunities recent work in PD and
Service Design might offer to this issue. It also identifies shortcomings and fundamental
differences and potential misunderstandings in separate epistemological approaches
brought together in this study which make the nature of the study problematic, issues
which require to be resolved in the design of the study and in the methodology to address

the problem and research questions.

As a consequence, this literature review will be structured as follows:

e Part A will seek to provide a brief history and an account of current approaches to
involving patients in their own, individual healthcare. In other words, this section
aims to understand the progress already made towards the goal of this study —
enhanced patient participation in their own rehabilitation pathway.

e Part B will seek to provide a brief history and an account of current approaches to
involving patients (sometimes alongside healthcare professionals) in healthcare
service development. In other words, this section aims to understand how others
approach the process used by this study — co-development of the rehabilitation
pathway with the STU community. This section will explore approaches to
healthcare service development in healthcare, Experience-Based Co-Design,
Participatory Design and Service Design, with a focussed review of participatory
approaches to service design in healthcare.

e Part C will provide a discussion on what has been learnt from the literature reviews
and what is yet to be explored, particularly within the SCI context, and how this
may inform the methodology discussed in the next chapter.

e Part D will identify the main implications for the study derived from the literature

review and accompanying discussion.
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3.2 Approach to the literature review

Please see appendix 8 for a description of the literature review strategy.

Part A: Involving Patients in shaping their own healthcare

33 Patient participation in general clinical encounters

3.3.1 A brief history

It is largely agreed that attention has been given to the traditionally paternalistic model of
healthcare since the 1970's, as being ‘disempowering and demeaning’ (Coulter, 2002) and
embodying a conflict between autonomy and health, and between patient and physician

values (Emanuel & Emanuel, 1992).

The idea of ‘patient participation’ has established itself as a growing area of interest
amongst healthcare practitioners and researchers. Although there is no single definition of
patient participation, and it is often interchanged with ‘patient collaboration, patient
involvement, partnership, patient empowerment, or patient-centred care’, it is generally
thought of as being concerned with the shift from the traditionally paternalistic medical
model with a passive patient role, towards one where the patient is a key player in their

own healthcare (Longtin et al., 2010).

The 1990’s and early 2000’s saw a wealth of studies and interest from the healthcare
research community concerning the quality and styles of doctor-patient interactions, where
‘active forms of patient participation’ included communication behaviours such as ‘asking
questions, expressing concerns and being assertive,” (Andersen, 2010, p151). A focus on
more equal patient-professional interaction has been a focus in recent policy documents
(i.e. ‘Our health, our care, our say’, Department of Health, 2006), Healthcare Trust
guidelines (Eaton et al., 2012) and even in the founding of dedicated councils (i.e. the
Scottish Health Council, NHS Scotland). Some call for practitioners to view consultations
between patients and doctors as ‘combining two forms of expert knowledge’ (Holmes-
Rovner et al., 2007), and progress made towards this ideal is often measured using
feedback surveys, to understand patient satisfaction or their care experience (discussed in

more detail in Part B). In fact, the modern focus on patient experience has led to some
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calling this the ‘era of the patient’ (Tai-Seale et al., 2016). Despite this, however, Holmes-
Rovner et al. argue that ‘patients have become so trained to operate in a health care
environment where their values are not assessed that they begin to believe that they’re
actually not relevant,” (2007, p605). As such, we can deduce that there is still some

progress to be made, which will be explored further in this review.

3.3.2 Rationale — why involve patients in shaping their own healthcare?

Principally, involving patients in their own healthcare planning is considered ethically the
right thing to do (Tai-Seale et al., 2016) with 'compelling evidence that patients who are
active participants in managing their health and health care have better outcomes' (Coulter
& Collins, 2011, pvii) and demand fewer resources (Bekker et al., 2004). As such,
promoting and facilitating greater patient engagement is seen as ‘the best way to ensure

the sustainability of health systems,' (Coulter, 2006, p2).

3.33 Do patients want to be involved?

Although some patients don’t want to participate in their healthcare, and the proportions of
this vary in different studies (Longtin et al., 2010), it is generally agreed that most patients
do want to play an active role (The Picker Institute Europe, 2005, Flynn et al., 2006).
Desire for active involvement has seen to vary with the patient’s age, educational status
and disease severity, plus ethnic and cultural differences, but Coulter and Ellins argue that
this only explains part of the difference and that it is important for clinicians to ask their
patients what kind of role they want to play (2006, p57). Coulter and Magee (2003)
believe that, at the very least, 'almost everyone wants clinicians to listen, explain and
answer their questions,” whilst Ridd et al. (2009) argue that 'there is also compelling
evidence that patients want to be treated as a whole person and that they want to work
with clinicians whom they trust.” This suggests that patients want to work in a more
‘human’ way, not just on the physician’s terms but also in a way that leaves room for their

own expertise.

334 The Four Models of the Patient-Physician Relationship

The way in which patient engagement is discussed in the literature can sometimes seem to
suggest a binary state of involvement — either active or passive. However, Emanuel and
Emanuel (1992) suggest that patient engagement can consider the way patient’s values can
play a role in medical decision-making. In their ‘Four Models of the Patient-Physician
Relationship’ (as adapted into the diagrams below), a physician can either; present their

preferred choice of treatment (the Paternalistic model); present all of the medical
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information, and allow the patient to choose their preferred option (the Informative
model); help a patient choose which option is best based on the medical information and
patient’s values (the Interpretive model); or facilitate a discussion on what health-related
values are embodied in the treatment options available to the patient (the Deliberative

model).
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Fig. 3.1: The Four Models of the Patient-Physician Relationship, adapted from Emanuel
and Emanuel, 1992.

Although the models above are by no means definitive, nor do they take into account
evolving patient-professional relationships over time, they do provide interesting ways in
which to reconsider how both parties can contribute to the discussion, as well as what is
discussed (i.e. whose values and for what purpose). Emanuel and Emanuel suggest that
some models (such as the Deliberative model) offer better experiences for the physician as

well, by accommodating their values and allowing them to simply ‘care’.
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Several of these concepts, and the questions they raise, may be useful to take forward in

this PhD study, including:

e Are patient values fixed or transitory?
e How do we define patient autonomy? Do staff want to aim for the same definition?
e Do staff require new skills development to support new patient roles?

e Are we aiming for patient choice or patient care? Or a combination of both?

Mol (2008) offers some interesting contributions to the latter point in her book ‘The Logic
of Care’. She adds that simply giving patients a choice over their treatment options,
although well intentioned, may increase patient anxiety by shifting the responsibility for
any negative consequences onto them. Importantly, she also draws attention to the fact
that ‘care’ itself ‘is not a transaction in which something is exchanged...but an interaction’
(p21), so perhaps (particularly in the case of long-term rehabilitation situations) we need
to move beyond thinking of one-off interactions and on to how the patient travels through
the care pathway? This mindset also subtly shifts the patient into a more equal position, as
an essential part of the ‘interactions’ and even as one of the care team. Moreover, whilst
more traditional models of healthcare try to ‘separate facts from values...the logic of care
attends to them jointly,” (p53). Considering the patient’s contribution as equally important
and affected by medical knowledge in this way again arguably reduces the 'power

distance' between healthcare ‘provider’ and ‘receiver’.

3.3.5 What is the current state of patient engagement in the NHS in the United

Kingdom?

The majority of studies found within the medical literature concerning patient engagement
fall into the category of improving ‘Patient Centred Care’*, quite often facilitated through
the use of Shared Decision Making (SDM) and usually supported by Patient Decision
Aids (PDAs). Richards et al. (2015) argue that although patient centred care is the ‘central
mission of healthcare,’ it has not yet been realised in practice. To understand this, the

following section will explore the methods, impacts and issues surrounding SDM.

2 Defined as compassionate and empathetic care that responds to a patient’s needs,
values and preferences, as well as providing emotional, physical and educational support
with the involvement of family and friends (Committee on Quality of Health Care in America,
2001)
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3.3.6 Shared Decision-Making (SDM)
What is effective SDM?

SDM is described as a process that respects patient autonomy and promotes patient
engagement (Elwyn et al., 2010) by reducing information asymmetry (Tai-Seale et al.,
2016). Coulter and Collins (2011) argue that SDM is characterised by giving patients
evidence-based information, and requires clinicians to recognise and respect the patient's
role, learn advanced communication skills and use a range of tools/techniques to share
information, communicate risk and facilitate deliberation on which is the best treatment

choice for a specific patient in a specific situation.

Whilst some SDM approaches are facilitated only by communication skills training for
clinicians, coaching for patients and patient decision aids (PDAs) have been shown to help
SDM (Coulter & Ellins, 2006). PDAs usually contain evidence-based information related
to a particular condition and the treatment options available (including the likely risks or
benefits of each), with many now available online (see www.decisionaid.ohri.ca and
www.thedecisionaidcollection.nl). When effective, the use of PDAs can reduce patient
passivity and decisional conflict, as well as help patients to arrive at decisions earlier

(Holmes-Rovner et al., 2007).

What are the benefits of SDM?

The use of SDM has been shown to increase patient satisfaction (Coulter, 2002, Holmes-
Rovner et al., 2007), knowledge (Evans et al., 2007, Coulter, 2007, Elwyn et al., 2010),
outcome (Evans et al., 2007) and adherence (Coulter, 2007, Elwyn et al., 2010), as well as
realign patient expectations (Coulter, 2007).

How much is SDM used?

SDM is becoming more popular in the UK, Canada and United States, but the
implementation of SDM has been difficult and slow (Elwyn et al., 2010) with patchy
implementation of PDAs (Coulter & Collins, 2011), meaning UK patients rarely get
effective support to make decisions (Coulter, 2010, Coulter & Ellins, 2007).

The limited uptake of SDM or PDAs has been associated with a lack of a strong push from
professional associations or coordinated performance measures (Coulter et al., 2015), as
well as system inertia (Richards et al., 2015). Researchers argue that new attitudes to
patient engagement need to be embedded into organisations (Elwyn et al., 2010), as some

staff may fear it will take too much time in an already overburdened schedule (Coulter &
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Elwyn, 2002, Coulter & Collins, 2011, Coulter 2010), although the evidence contradicts
this (Elwyn et al. 2010).

Beyond the practical and organisational difficulties, Tai-Seale et al. (2016) argue that
patients may hesitate to use PDAs through fear of being labelled ‘difficult’ and can be
discouraged by unprepared clinicians. Societal norms and the current lack of
‘permissiveness’ of the healthcare environment may also affect patients’ willingness to

engage, as well as the patient’s confidence and comorbidities (Longtin et al., 2010).

Very few of the reviewed interventions in SDM targeted the behaviours of both staff and
patients. Tai-Seale et al. describe this as ‘akin to anticipating an elegant waltz emerging on
the ballroom floor when only one partner has taken dance lessons,’ (2016, p605-606). In
their own work, the authors found that priming patients with a 2-minute video (which
‘normalised setting a joint agenda, asking questions, and requesting information on other
options’) before their consultation, providing the patient with written materials to prepare
for and document the consultation, and providing staff with regular SDM training, patients
gave more positive feedback on scores of reported experience of care, perceived
involvement in care and consumer assessments. Qualitative feedback from patients was
limited in this study, but it is worth noting that they did find the patient-held record to be

useful and increased their sense of control.

3.3.7 The NHS and the Informative Model

From the evidence reviewed above, we can assume that patient engagement, at its best, is
realised in the form of SDM. When describing SDM, Brock and Wartman (1990) describe
a ‘fact-value division of labour’, and arguably this resonates with Emanuel and Emanuel’s
‘Informative’ model described above, where a physician works to provide the facts, and
the patient works to evaluate these facts against their values to make a choice. Whilst this
may not reach the ‘ideal’ of the ‘Deliberative Model” described by Emanuel and Emanuel
(1992), this still an improvement on the traditional ‘Paternalistic Model” and offer

important insights into how to approach enhancing patient engagement.

3.3.8 Discussion

It appears that simply providing tools and training techniques to staff to facilitate SDM, or
any aspect of patient-centred care, is not enough to change healthcare delivery in a
meaningful, sustainable way. Interventions that hope to create change must explicitly

address the (new) roles of the patient and the healthcare provider, but methods to do this
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are rare in the literature. It has been suggested that patients should always be asked how
they would like to participate, although a patient’s answer may be influenced by their
previous experience(s) with healthcare providers, not knowing they can participate or by
simply trying to be polite (Coulter, 2007). As such, the ways in which patients are offered

to engage in their healthcare must provide a comfortable experience.

Despite robust quantitative evaluations of patient-focused interventions, most qualitative
data tends to report the healthcare providers’ experience rather than the patients’,
suggesting a gap in the literature which could be addressed in this study. Indeed, Eaton et
al. (2012) have called upon the UK’s National Institute of Clinical Excellence (NICE) to
elaborate further on their published guidelines to use patient experience, arguing that
patient experience should be measured, evaluated and improved upon rather than simply
captured. The various methods used in chapter 2 to elicit and capture patient experience

may offer a contribution in this area.

Finally, the majority of studies available focus on standalone consultations between a
patient and an individual healthcare professional, rather than the repeated group
consultations in the Goal Planning Meeting. Given the paucity of SCI-specific
interventions in the literature, Part A will continue with a review of the Goal Planning

Processes in business, healthcare and SCI rehabilitation.

34 Patient participation in the Goal Planning Process

34.1 Introduction

Research into goal setting theory began as early as the 1960’s, although this was largely in
a business context. By the late 90’s this had progressed into medical contexts, where
practitioners began to call for more practical frameworks that could be used in day-to-day
practice. In 2002, Locke and Latham published their ‘practically useful’ framework, which
was adopted by many professionals in many contexts (and is still used as a key reference
today). From the 2000’s onwards, goal-setting research has focused on evaluations of
efficacy, where most studies in healthcare conclude it is a worthwhile exercise from

patient and staff perspectives.

34.2 Goal-Setting Theory

Locke and Latham’s “practically useful’ framework (see fig. 3.2), has been particularly

well received and adapted by several other disciplines.
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Essential Elements of Goal-Setting Theory and the
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Fig. 3.2: Locke and Latham (2002) describe the key elements present during

effective goal planning and their interdependencies.

Locke and Latham (2002) also stress the need for summary feedback on progress made
towards goals; a concept that resonates with the purpose and content of the SITU GPMs

observed in chapter 2. This chapter will continue, however, with a focus on healthcare.

34.3 What is a (good) goal in healthcare?

According to Wade, ‘a goal is the state or change in state that is hoped or intended for an
intervention or course of action to achieve’ (1999) and ‘might refer to matters affecting the
patient, the patient’s environment, the family or any other party. It is a generic term with

no implications about time frame or level,” (1998).

To be considered ‘patient-centred’, goals must be relevant to patient desires, not staff
agendas (Randall & McEwen, 2000). However, specific methods to write patient-centred
goals are rarely addressed in the literature (Donnelly et al., 2004) and as observed in the

contextual review, staff mostly use informal methods to engage individuals personally
(ibid).
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The SMART framework (Hersey & Blanchard, 1988) can aid patient-centred goal setting,
where a SMART goal is described as Specific, Measurable, Achievable, Realistic and
Time-bound. However, Bovend’Eerdt, Botell and Wade (2009) instead recommend that a
goal be made of four parts: target activity, support needed, quantification of performance
and time period to achieve the desired state. In either model, measurable goals are
considered to be beneficial as they are linked with skill acquisition and positive

psychological benefits (Duff et al., 2004).

One established method of measuring progress is known as Goal Attainment Scaling,
although this is not used in the host SIU. Originally developed by Kiresuk and Sherman
for use in a mental health service (1968), Goal Attainment Scaling involves setting goals
within a specified timeframe, weighting them by importance, and setting different levels

of over or underachievement with appropriate scoring (see Malec, 1999). For example:

Goal: Gemma is currently walking 6000 steps a day. She will increase her activity to 8000
steps a day by 12/07/16.

Activity on 12/07/16 Score
2000 steps a day -2
4000 steps a day -1
6000 steps a day 0
8000 steps a day +1
10000 steps a day +2

Table 3.1: A fictional example of Goal Attainment Scoring.

However, Hurn, Kneebone and Cropley (2006) demonstrate mixed opinions of the
reliability and sensitivity of Goal attainment scaling practices, and as such will not be

considered further in this study to avoid overcomplicating the intervention.
Several studies support the idea that a mix of short- and long-term goals is best (Latham &

Seijts, 1999, Bar-Eli, Hartman & Levy-Kolker, 1994), and may also help teams of

healthcare professionals to collaborate and focus on the patient (Wade, 1998).

108



344 What is Goal Planning in Rehabilitation?

Duff et al. (2004) describe rehabilitation as a process where previously lost or new skills
are learnt, and as such it involves behaviour change. Goal Planning, therefore, is an asset
to this process as it is comprised of two main components; identifying needs and a

behaviour change strategy (such as the GPM).

Identifying needs

Identifying needs usually requires staff to consult a condition-specific framework of
potential patient needs, and apply a scoring system to each need; creating a detailed
picture of the patient’s functional ability or independence. The main frameworks and

scoring systems are described below:

e The Needs Assessment Checklist with simple 4-point rating scale describing
patient’s knowledge and ability of each need. This has been shown to be a
clinically reliable tool (Kennedy, Smithson & Blakey, 2012), psychometrically
valid (Berry & Kennedy, 2002) and useful to structure Goal Planning Meetings
(Duff et al. 2004). See table 3.2.

Needs Assessment

ChecKklist, Independence Rating Scale,
National Spinal Injury National Spinal Injury Centre,
Centre, Buckinghamshire Buckinghamshire
Activities of Daily Living
Skin Management 3 Complete Independence
Bladder Management
Bowel Management 2 Moderate Independence
Mobility + (Knows quite a lot, needs practise)
Wheelchair & Equipment 1 Mostly Dependent
Community (Knows a little, attempted once)
Discharge Coordination 0 Complete Dependence
Psychological Issues (No knowledge or attempts)

Table 3.2: A summary of the needs assessment and scoring models used in the

National Spinal Injury Centre, Buckinghamshire (adapted from Duff et al., 2004, p278).
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e The Goal Planning Checklist (table 3.3), with a 7-point Functional Independence
Measure (FIM) and 4-point knowledge score (table 3.4) as used in the host SIU. In
recent years, the Spinal Cord Injury Measure (SCIM) has been trialled to
potentially replace these scores, but at the time of writing both FIM and SCIM
scores are measured. The Goal Planning Checklist is arguably a clearer framework
of needs, but recorded scores may be more understood (and therefore better serve)

staff rather than patients.

Goal Planning Checklist, QENSIU Scores Used
1) How do you feel? Anxiety and Depression Scores
2) Everyday activities FIM
3) Skin FIM + Knowledge
4) Bladder FIM + Knowledge
5) Sexual Issues/Fertility Other
6) Autonomic Dysreflexia Knowledge
7) Bowel Management FIM + Knowledge
8) Chest Management Knowledge
9) Joint Management Other
10) Mobility FIM + Other
11) Equipment Knowledge + Other
12) Accommodation Other
13) Social Issues Other
14) Schooling Other
15) Employment / Further Education Other
Table 3.3: A summary of the needs assessment topics and associated scores used in
QENSIU.
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Functional Independence Measure Knowledge
(FIM)
7 Complete No 100% Recall
Independence | Helper by the patient
6 Modified Needed
Independence
5 Supervision 75% Recall by
the patient
4 Minimal
Assistance
3 Moderate 50% Recall by
Assistance Helper the patient
2 Maximum Needed
Assistance
1 (Ventilated) | Verbally ?
Independent [Missing from
1 Total guidelines,
Assistance assumed 25%]

Table 3.4: A summary of the independence and knowledge scores used in QENSIU

Alternative scoring systems

Whilst FIM more accurately measures the burden of care, SCIM is the only SCI-specific
measure and as such is often more highly recommended (Anderson et al., 2008). However,
alternative frameworks suggest that including the patient’s perception of their
independence can help staff to get to know the patient and encourage their participation

(see the Canadian Occupational Performance Measure, Donnelly et al., 2004).

Whichever method or scoring system is used, needs assessments are most often conducted
once early in rehabilitation and once at the point of discharge. Donnelly et al. argue that a
mid-point assessment may more accurately reflect the evolving nature of SCI

rehabilitation (2004).
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Behaviour change strategy

The National Spinal Injuries Centre in Buckinghamshire, England, describes how GPMs
are used to ‘operationalise’ the identified needs to make them ‘personally meaningful’ for
the patient, where ‘a global goal is set, together with specific targets to achieve the goal,’
(Duff et al., 2004). In QENSIU, staff in GPMs were observed to continue using
FIM/SCIM scores, as in the Goal Planning Checklist, but made no reference to the
checklist itself.

34.5 Patient involvement in Goal Planning

In clinical rehabilitation in general, patient involvement is associated with greater
adherence (McGrath, Marks & Davis, 1995), goal attainment (Willer & Miller, 1977) and
behavioural change (Wade, 1998).

In SCI rehabilitation, patient involvement is also particularly recognised as being
important (Wade, 1998, Byrnes et al., 2012, Duff et al., 2004) and can enhance predictions
of functional outcomes (Schonherr et al., 2000). Taking part goal planning is thought to
facilitate a sense of control in patients, something that is often lost after SCI (Foley, 1998,
MacLeod & MacLeod, 1996), enable patients to be actively involved in their rehabilitation
(Duff et al., 1999, MacLeod & MacLeod 1996) and spend less time in ‘disengaged
behaviours,” (Kennedy, Walker and White, 1991)

Post-discharge, active patient involvement in SCI rehabilitation is linked with better
physical and psychological adjustment (Norris-Baker et al., 1981) as well as participation
in the community (Foley, 1998).

Interestingly, Byrnes et al. (2012) found that patient satisfaction with Goal Planning
increased not only in relation to their participation, but also when patients had an

understanding of the role of each professional.

3.4.6 Particular Goal Planning needs of the SCI patient community

According to Byrnes et al. (2012), patient barriers to their participation in goal planning
may include unrealistic goals, lack of understanding, motivation and psychological

distress, as well as medical complications.

As observed in the contextual review, successful goal planning may rely on patients

having an understanding of the process and their prognosis. It is useful here to remember
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that whilst patients are encouraged to attend patient education sessions (which discuss a
range of topics including anatomy and techniques to manage the bowel, bladder and skin
integrity), the information given is generic rather than tailored to the specific patient's

prognosis.
The Goal Planning process itself must also use clear language and be flexible (due to the
evolving nature of SCI rehabilitation), and healthcare professionals should remember that

a successful outcome might mean different things to different people (Foley, 1998).

3.4.7 Perspectives on Goal Planning

In clinical rehabilitation in general, opinions on goal planning are varied. Some studies
report that goal planning activities provide motivation and reassurance for patients, whilst
increasing the focus and collaborative nature of staff activities (Young, Manmathan &
Ward, 2008). However, others state that in observed GPMs, the translation of patient
wishes into written goals is not clear (Barnard, Cruice & Playford, 2010) with no
consensus on the best practice of doing so (Scobbie et al., 2013) and goals tend to be set

and owned predominantly by the staff (Playford et al., 2000).

In the specific context of SCI rehabilitation opinions are also mixed. According to Foley,
‘subconsciously goal planning is often seen as an inconvenience to both patient and staft,’
(1998, p148). On the other hand, other reviews (including two internal, unpublished audits
by the host SIU), are generally positive, suggesting that the process helps patients to
manage their rehabilitation and adjust to their injury (see Byrnes et al., 2012). However,
the studies referenced here employ traditional, Likert scale-based questionnaires with
space for additional comments, which may provide less opportunity to reflect on and
critique the Goal Planning process in detail. In conducting this literature review, studies
specifically aimed at understanding the experiences of patients, family members and staff
could not be found, suggesting a gap in the literature that could potentially be addressed in

this PhD study.

3.4.8 Previous interventions in Goal Planning

In general clinical rehabilitation, several novel approaches to enhancing patient
engagement in goal planning have been discussed in the literature. Culley and Evans
(2010) document a study using text messages as reminders of previously set rehabilitation
goals for people with a brain injury. Harty, Griesel and van der Mewe (2011) describe

how Talking Mats® have been used to help patients to prioritise goals and achieve
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consensus in goal planning consultations. Scobbie et al. (2013) describe a community-
based stroke rehabilitation goal planning process that used a patient-held record as part of
its approach. Patients described how the record was a useful guide in the early stages of
their rehabilitation, helped them to monitor their progress and helped family members to
understand and support their goals, although some felt the paperwork was excessive.
Health professionals agreed that it was useful as a reference for patients and helped to
make progress clearer, but experienced some logistical problems in incorporating the
documentation and the extra time required to use it into their existing practice. Although
there are very few studies in SCI rehabilitation concerning patient engagement in goal
planning, several ideas and potential issues to anticipate can be taken from the limited

work done in other areas described here.

349 Conclusion

The National Spinal Injuries Centre’s (Buckinghamshire, United Kingdom) original Goal
Planning model was simple, and it could be inferred that as additional functionality was
added to the meetings in the host SIU (such as the use of FIM and SCIM scores), the
purpose of the meeting has become less clear and as such may not be as useful for the

patient as it could be.

Although many sources agree that patient involvement in goal setting is beneficial and can
lead to increased patient engagement in rehabilitation, positive psychological adjustment
and feelings of control, few studies provide robustly evidenced frameworks to facilitate
this. Additionally, no studies could be found that suggest methods to prepare patients for
SCI rehabilitation prior to the first GPM and few studies focus on the patient, family or
staff’s experiences of SCI goal planning processes. A mixed-methods approach may
contribute to the literature by providing a (localised) understanding of the patient
experience, rather than satisfaction, of the Goal Planning process and as such may suggest

novel ways to intervene within it.

The terms ‘goal planning’ and ‘goal setting’ are often considered synonymous (Wade,

1998), but this study will use the following definitions:

e ‘Goal Planning’ will be used to denote the whole process of needs assessment, goal
setting and reviewing progress.

e ‘Goal Setting’ describes the (collaborative) setting of goals in a GPM.
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Part B: Patient and public involvement in healthcare service

development

3.5 Engaging patients and the public in improving healthcare services

3.5.1 Introduction

In this section, studies from the medical and design literatures will be reviewed to
understand how patient experience has been defined, valued, captured and used in

healthcare service development interventions.

3.5.2 Why involve the public in healthcare service development?

It has been suggested that public involvement in healthcare service development could be
‘an important strategy in tackling the democratic deficit in the health services,' increase
public confidence in the NHS and even benefit society as a whole (Coulter & Ellins, 2006,
p253). In fact, the reasons for doing so are so convincing that NHS organisations have had
a statutory obligation ‘to involve and consult patients and the public about health service

planning’ since 2001 (ibid, p249).

353 Do the public want to be involved in healthcare service development?

Whilst the British public appear to support their right to be involved in healthcare service
development, 'they appear to be less keen on getting involved when actual opportunities
arise,' (ibid, p255). The Picker Institute Europe (2005) suggests that most members of the
public just want to have good interactions with qualified, caring professionals and that a
small minority want to be consulted about service developments that don’t affect them
directly. As such, it could be argued that interventions that hope to involve the public must

consider if and how they are providing a worthwhile experience for those participating.

354 How are patients and the public currently involved in healthcare-led service

improvement projects?

Coulter and Ellins (2006) provide a detailed history of how and when different approaches
to public involvement arose. For the purposes of this review, however, it is sufficient to
say that the main methods used in healthcare-led interventions can be summarised as
patient feedback (including distinct methods of capturing patient satisfaction and

experience), consultation, deliberation, participation groups and lay representation. The
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first on this list, patient feedback, remains the most prevalent method used today and as

such will be reviewed in detail.

Patient Feedback

In 1997 the British government set out a programme to improve the quality and patient-
centred focus of NHS care. The National Patient Survey Programme (which became
mandated in England in 2001) was a key part of this programme, which aimed to measure
healthcare provider performance against patient expectations. In more recent years, the
focus of this approach has evolved from patient satisfaction surveys (although they are
still used) to gathering patient views of their care experience. Since April 2015 all NHS
patients experiencing any healthcare service in England have been invited to provide

feedback (Coulter et al., 2014).

Patient Satisfaction

Patient satisfaction has many definitions and can be used as a process or outcome
measure, and mostly include a patient’s preferences and expectations. Satisfaction is
usually represented via a quantitative survey, where scores can be influenced by age
(Jenkinson et al., 2002), hearsay, cultural norms and health status (Coulter, Fitzpatrick &
Cornwell, 2009).

Quantitative surveys have been described as effective if the target improvement areas and
patient priorities are clear (Coulter, Fitzpatrick & Cornwell, 2009). However, satisfaction
scores can provide a 'limited and optimistic picture' (Jenkinson et al., 2002), perhaps

misleadingly so (Coulter, Fitzpatrick & Cornwell, 2009).

Coulter and Cleary state that many patient surveys are poorly designed and don't produce
actionable results, so are often simply used as marketing tools (2002). Additionally,
Coulter, Fitzpatrick and Cornwell argue that satisfaction surveys tend to focus on the
priorities of healthcare providers rather than patients, and that whilst measuring
satisfaction is ‘easy’, it can foster cynicism and resentment from staff if the process is not

useful or does not lead to improvements (2009).

Patient Experience
Patient experience is said to elicit what actually occurred in a healthcare event rather than
the patient’s judgement of it. Whilst both are perceptions, the former is considered to be

more useful (Coulter, Fitzpatrick & Cornwell, 2009). Patient experience surveys are 'less
116



subject to variations in expectations' (Coulter & Cleary, 2002, p12), bias (Coulter,
Fitzpatrick & Cornwell, 2009) or ceiling effects (Cleary et al., 1992). Although the results
from reports of patient experience are harder to summarize (Coulter, Fitzpatrick &
Cornwell, 2009) they are generally easier to interpret (Coulter & Cleary, 2002). As such,
they are more actionable (Coulter, Fitzpatrick & Cornwell 2009) and can be used to

monitor and develop services (Jenkinson et al., 2002).

Impact of collecting patient experience data

Whilst the uptake of measuring patient experience has grown in popularity, less effort has
been put into using that data to drive improvements in healthcare services (Coulter et al.,
2014, Fitzpatrick & Cornwell, 2009). Coulter et al. describe a ‘chasm’ between gathering
information and creating structures for change, arguing that ‘it is unethical to ask patients

to comment on their experiences if these comments are going to be ignored,” (2014, p3).

3.5.5 Current state of public participation in healthcare service development

Crawford et al. (2002) conducted a systematic review of medical literatures between 1966-
2000, where only 42 papers of non-survey methods of public involvement could be
identified (with no consensus on which are the best methods). In general, organisations
that used these methods (including 'patient forums and participation groups, citizens’
juries, public meetings and user representation at meetings,' p264) changed their attitudes
to involving patients and found that it often led to a change in service provision. However,
the reported experience and impacts of using these methods suggest that the reality of
public participation in healthcare service development is limited, including concerns that
public involvement was simply used to 'rubberstamp' pre-existing decisions made by
management staff, difficulties in translating the insights into coherent ideas for service
improvement (Strobi & Bruce, 2000) and a 'strong power imbalance' in patient-

professional discussions (Lindhorst et al., 2001).
In summary, the public involvement methods that offer public involvement beyond giving
feedback are in reality not commonly used, or do not often offer genuine involvement

when they are.

3.5.6 Evidencing the impact(s) of public participation in healthcare service

development

Many of the studies reviewed by Crawford et al. (2002) focussed on a qualitative

evaluation of the processes used to involve the public, rather than evaluating the impact of
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the change(s) made on patient satisfaction, health outcomes or patient quality of life. In
their extensive review of patient-focussed interventions, Coulter and Ellins conclude that,
in general, ‘the evidence base for public involvement is relatively weak,' and in many
cases the 'outcomes described in the studies are usually ones that are not readily amenable
to measurement,' (2006, p263). They suggest that a set of clear, intended aims are needed

in order to establish an agreed evaluation framework across healthcare providers.

3.5.7 Barriers to public involvement

As well as lack of clear aims described above, Coulter and Ellins describe how barriers to
public involvement can be organisational (i.e. ‘resource limitations’ or ‘professional or
managerial resistance’), operational (i.e. ‘problematic relationships between stakeholders’
or ‘unsuitable choice of methods’) and personal (i.e. ‘perceived lack of (own) expertise,’

‘scepticism about the impact of participation’ or ‘consultation fatigue’) (2006, p256).

3.5.8 Discussion of public involvement in healthcare service development

In light of the discussion above, we can argue that patient experience is considered
necessary data to capture, with a range of qualitative and quantitative approaches
embedded in regular clinical practice. However, there is a gap between capturing the data
and using it to drive improvements, with concerns over whether public involvement may
only ‘rubberstamp’ established decisions. We could argue, then, that within these
approaches public participants are perhaps involved too late in the process to provide

meaningful contributions.

It must be noted that in many cases, the intention to involve patients and the public in
shaping healthcare service provision is strong, but in practice public engagement using
these methods is actually low. Several factors could be considered to contribute to this,

apart from the practicalities describe above:

e InPart A, it was acknowledged that patients may need tools or support in eliciting
and understanding their own values in regards to shaping their individual
healthcare pathways. However, in the literature reviewed in section 3.5, there are
few documented efforts to support participants in clarifying their opinions or
experiences.

e Again, several authors included in Part A suggested a need to ask patients how

they want to be involved in shaping their individual healthcare pathways. This may
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also be worthwhile when asking patients to shape healthcare services more
generally, but no evidence of this could be found.

¢ Finally, the studies reviewed did not describe any methods to reconcile the
potentially different worldviews of service users and service
providers/administrators who are asked to work together. If public participants are
engaged for their experiences as patients, but then told to share and use these
experiences in a healthcare ‘world’, it is unsurprising that their contributions are

generally passive given the paternalistic nature of healthcare described in Part A.

Robert et al. state that, whilst mainstream approaches to improving patient experience are
too focussed on quantitative measures and the 'engrained perception of patients and family
as passive sources of data,” the Experience-Based Co-Design method believes ‘Patients
provide insight, wisdom, and ideas, and we urgently need to include them more creatively

as partners in change,” (2015, p2).

3.6 Experience-Based Co-Design (EBCD)
3.6.1 History

In the early 2000’s, the NHS Institute for Innovation and Improvement (NHS III) began to
look towards design theory, tools and techniques in response to a call for a more patient-
centred NHS (Donetto et al., 2015, Bate & Robert, 2007). The first iteration of this
methodology was known simply as Experience-Based Design, but its practitioners quickly
recognised a need to actively involve patients in the process, and so switched to a more

collaborative approach - EBCD (Donetto et al., 2015).

3.6.2 Approach

As inferred in its name, EBCD is ‘based on the foregrounding of experience’ (Donetto,
2015, pp231). The approach is also centred on the idea that improvements to healthcare
services should address all 3 elements of ‘good design,” which Berkun (2004, see also
Bate & Robert, 2007) identifies to be Performance (how well it does the job), Engineering
(how safe, well made and reliable it is) and The Aesthetics of Experience (how the whole
interaction with the design feels). It is important to highlight that the ‘aesthetics’
component is not simply the ‘soft’ side to design or how ‘pretty’ it is, but is in reality a

crucial factor in how the user experiences the service (Donetto et al., 2015).
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To conduct an EBCD project, Robert et al. (2015) suggest using a six-stage process over

approximately 9 to 12 months, which includes:

1. ‘Setting up the project

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

3. Gathering patient and carer experiences through 12-15 filmed narrative based
interviews

4. Bringing staff, patients, and carers together to share their experiences of a service
and identify their shared priorities for improvement, prompted by an edited 30
minute “trigger” film of patient narratives.

5. Small groups of patients and staff work on the identified priorities (typically 4-6)
over three or four months

6. Celebration and review event,” (2015, p1).

The EBCD approach represents a replicable set of methods, which when coupled with
robust evidencing of the impact of the co-designed interventions, can make it a trusted

methodology in healthcare research (Donetto et al., 2015).

3.6.3 What has been achieved by EBCD?

EBCD has experienced a steady and increasing uptake. According to Donetto et al., ‘a
recent international survey of EBCD projects in healthcare services identified 59 projects
implemented in six countries (Australia, Canada, England, the Netherlands, New Zealand,
and Sweden) during 2005-13 and a further 27 projects in the planning stage,” (2015,
p229). These projects have been situated in a broad range of clinical contexts including
‘emergency medicine, drug and alcohol services, cancer services, paediatric diabetes care

and mental healthcare,’ (sic).

Survey feedback from those who delivered EBCD projects suggests that the approach is
successful in engaging patients and staff, whilst practitioners appreciate the adaptability of

the approach to different contexts or local needs (Donetto et al., 2015, p235).

It has been noted that the ‘sharing of stories and emotional maps helped to build trust and

create alliances for change between patients and staff,” (Bowen et al., 2013, see also

* To address concerns of costs of an EBCD project (in both time and money), a condensed
version of the EBCD approach known as Accelerated Experience Based Co-Design
(AEBCD) (see Locock et al., 2014).
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Bowen et al. 2011 and Wolstenholme et al. 2010), and staff have felt ‘as if they were
reconnecting to the beliefs and values they had when they first chose healthcare as a
profession.” (Robert et al., 2015). As such, EBCD’s strong emphasis on collecting and
using patient experience arguably goes some way to addressing the reliance of the NHS on

patient satisfaction scores (Bate and Robert, 2007).

3.6.4 Impact of EBCD interventions

The type of improvements or new additions to healthcare services instigated by EBCD
projects are often incremental in nature, for example providing better information for
patients. Although some practitioners (often from professional design backgrounds) have
felt underwhelmed by these small changes (Bowen et al., 2013), it is argued that they can
be ‘immensely valuable to patients,” (Donetto et al., 2015, p237, see also Moore and
Buchanan, 2013) and ‘the partnership between patients and staff in making these small
changes often leads to deeper, longer term changes in attitudes and behaviours,” (Robert et

al., 2015, p2).

3.6.5 Challenges of EBCD

It has been suggested that ‘conflict and tension — often relating to issues of power
dynamics - can emerge between patients and staff. This may be especially true if patients
find it difficult to express their views because of a previous experience of very poor care,’
(Robert et al., 2015, p2). Thompson et al. expand on this by highlighting that ‘handing
over some control and power to patients is novel but it is unclear how this power is, or
should be, re-negotiated when the patients are at their next appointment and staff return to

their daily roles,” (2015, p2).

In terms of the practicalities of EBCD, the challenges associated with arranging multiple,
sequential meetings involving patients (who may have medical issues) and staff (who
already have full schedules), often in a hospital setting (where time and space is at a

premium) cannot be overestimated.

3.6.6 Criticisms of EBCD

Scale

Some of the design community feel that the incremental nature of EBCD interventions
may be due to a lack of ideation tools, which can lead to co-design teams converging
‘early on simple “quick fix” solutions without sufficient divergent thinking,” (Bowen et

al., 2010). In response, Thompson et al. (2015) have demonstrated how the inclusion of
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tools such as future groups, analogies and physical props have allowed outpatients and
staff to invest more of their ideas and feelings in an EBCD project, ‘leading to the

generation of meaningful ideas,’ (although their definition of ‘meaningful’ is not clear).

Impact

Donetto et al. note that whilst ‘most of the completed or on-going [EBCD] projects
involve some, more or less structured, form of evaluation...robust studies of EBCD
projects remain scarce.’ (2015, p229). Some exceptions, however, are available (Bowen et

al, 2013; Tedema et al, 2010; Piper et al, 2012, Tsianakas et al, 2012).

The long-term benefits of EBCD interventions are also largely unknown (Thompson et al.,
2015, Bowen et al., 2013), as are their effects on the health outcomes of those using them

(Freire and Sangiorgi, 2010).

Genuine engagement

According to Bowen et al., interviews with patient participants in EBCD projects
suggested that their ‘perception was that they were not “doing” the designing,” but
‘although not seeing themselves as designers, some participants did discuss generating
ideas’ (Bowen et al., 2013, p236). This distinction between generating ideas and designing
suggests an opportunity to actively involve patients in this translation from ‘idea’ to

‘design,’ to enhance their perceived ownership over a co-design project.

Power

Despite common concerns in the literature over power distances between staff and patients
in EBCD projects, and in co-design projects more generally, it has been noted that
guidance on how to actually address this gap is not prevalent (Donetto et al., 2015, Bowen
et al., 2013). Farr (2013) suggests that the fact that many EBCD projects are hosted by an
institution may have an impact on patient ownership or willingness to engage in the

project from the beginning.

3.6.7 Discussion of EBCD

Although ‘the approach is based on the foregrounding of experience’ (Donetto et al., 2015,
p231) and it uses principles that have long been a part of design (such as ‘touchpoints,’ see
section 3.8.3), Robert and Macdonald (2017) suggest that EBCD uses ‘design-like’, rather

than ‘designerly’ methods, which are described as follows:
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e Design-like: draws on design-based tools, which are used by non-designers in a
Participatory Action Research approach ‘as part of a quality improvement
intervention’ (p117). Whilst design-based approaches are often bespoke, EBCD is
repeatable by nature.

e Designerly: the process is led by professional designers, with methods rooted in
Participatory Design and iterative prototyping, within a Service Design approach
(as will be reviewed in the next section). The design tools employed offer new
ways of approaching the work, e.g. a focus on making sense of lived experiences

and improving interactions.

The authors highlight that healthcare’s adoption of co-design practices is ‘confronted by a
predominantly positivistic paradigm which relies upon objective (independent) scientific
methods of inquiry, such as experiments and statistics,” (p117). They conclude by arguing
for combining evidence-based and experience-based methods, as explored in the

Methodology chapter of this thesis.

3.7 Participatory Design

3.7.1 Democratic origins

The field of Participatory Design (PD) emerged within the ‘various social, political and
civil rights movements of the 60’s and 70’s’ (Simonsen and Robertson, 2013, p1). It has
its roots in the Scandinavian workplace democracy movement, where it was
acknowledged that the introduction of computing technology had the potential to
transform workplaces. The movement aimed to involve the workers who would use the
computing technology from the early stages of its introduction, in order to develop their
work practice, allowing them to ‘extend their skills while automating the tedious and
repetitive parts of their work,’ (ibid, p2). By bringing together ‘the expertise of systems
designers/researchers and the situated expertise of the people whose work was to be
impacted by the change,’ the approach ‘built on the workers’ own experiences and
provided them with the resources to be able to act in their current situation,” (Sanders and
Stappers, 2008, p7, see Badker, 1996). This sense of facilitating a sense of ‘agency’ within

the ‘users’ is a key characteristic of PD, as elaborated further below.
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3.7.2 What are the key principles of Scandinavian approaches to PD?

Early writings in PD critiqued the contemporary cultural, political and economic values at
play in the existing systems of integrating new technologies into workplaces. These
writers argued that the then current systems resulted in a top-down view of the
organisation that ignored the ‘social, embodied and contingent nature of everyday work
practices,” (Simonsen and Robertson, 2013, p4), and as such often led to poor working
conditions for those using the new technologies. Instead, they advocated a ‘grass-roots’
way of exploring embodied human experiences, knowledge and behaviours, and giving
‘primacy to human action and people’s rights to participate in the shaping of the worlds in

which they act,’ (ibid); ideas which remain central to PD practice today.

Bratteteig et al. argue that for ‘pragmatic as well as for democratic reasons... the
discussion of both what the problem is and what the solutions could be should be
discussed where all stakeholders are invited,” and that this worldview ‘leads us to three
core perspectives: having a say, mutual learning and co-realisation,” (2013, p129), which

will be briefly summarised below:

Having a say

This first perspective can be summarised as a concern with ‘genuine participation’ and
how to facilitate this (Bedker et al. 2004). It is argued that a PD process must allow for ‘all
types of competencies and expert arguments to have weight and respect,” where
participants are supported in expressing themselves, and can be confident that what they

say will have an influence (Bratteteig et al., 2013, p129).

Mutual learning

As well as political foundations discussed above, there are also pragmatic rationales to
involving users, which ‘stresses the need for users and developers to learn together about
possible and useful technical solutions,” (Simonsen and Robertson, 2013, p6). As a field,
PD is known for giving importance to the ‘mutual respect for different knowledge... a
commitment to joint negotiation of project goals... and a dedication to develop tools and

processes to facilitate participation,” (Blomberg and Karasti, p89).

Co-realisation
The third key perspective that defines PD is the use of ‘making’ to support having a say
and mutual learning. In the early stages of PD, this process of design-by-doing helped

non-professional designers to engage in the design process by accessing their practical
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knowledge about the work process, and how IT could support these practices in the future
(Roberson and Simonsen 2013). This concern with practice remains in contemporary PD
approaches, recognising that:
e technologies and practice influence and evolve each other, so they should be
considered together in the design process (Suchman and Trigg, 1991)
e practice is a social activity, which requires collaborative making tools to enable

exploration and communication of it
To facilitate ‘having a say,” ‘mutual learning’ and ‘co-realisation’ in an embodied manner
that takes into account the contexts of practice, the act of prototyping has become key to

PD, as described below.

3.73 Prototyping

PD is known for its use of tangible methods of discussing current and potential future
situations, particularly prototyping, which is argued by some as the most important
technique in the field (Bratteteig et al., 2013, p133). Prototyping is an iterative process and
can take place in many forms, using a range of materials for high or low resolution

manifestations of ideas.

Prototypes can be useful to engage “users’ across early to later stages of the design
process, and provide a low-risk way of exploring possible futures collaboratively (Brandt
& Grunnet, 2000). Even if the prototypes are crude, they can materialise the idea, ‘making
the invisible visible, turning the fiction into something tangible’ and ‘invite people to

make it genuine’ (Akama and Prendiville, 2013, p37).

According to Sanders and Stappers, designers are ‘natural facilitators of collective
prototyping activities,” (2012, p25), highlighting that whilst the experience and knowledge
of the user is paramount in PD, designers still have a crucial role in making the ideas
visible (Sanders and Stappers, 2008). These physical manifestations of ideas can act as a
‘boundary object,” or an object that can ‘give meaning to different participants even
though they have different professional practices and professional languages,’ (Brandt et
al., 2013, p148). As such they are able to facilitate ‘mutual learning’ and ‘co-realisation’
in a non-specific language that enables ‘having a say’ across disciplines and hierarchical

boundaries.
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3.7.4 Development and reach of PD

Whilst many PD projects remain concerned with the development of workplace ICT
interventions, its focus has been ‘extended to include the design of interventions for
domestic and community spaces,” (Blomberg and Karasti, 2013, p87) including

educational domains, museums, urban planning and leisure (Bratteteig et al., 2013).

As the contexts of PD have expanded, practitioners and researchers within this field have
developed a ‘rich heritage’ of tools and methods (sometimes looking out to other fields
and methodologies) to address the challenges these new contexts bring. For example,
ethnography, with its roots in anthropology, has been a key concern of PD since the early

1980’s (see Blomberg and Karasti, 2013).

According to Bratteteig et al., PD ‘traditionally stops when the design result is handed
over to the use context, but today’s information technologies can also be modified and
customised by the users’ (2013, p138). In recent years, this has led to research into

‘design-after-design’ and concepts of ‘infrastructuring’ (see Bjorgvinsson et al., 2010),

which will be reviewed in chapter 11 of this thesis.

More recently, criticisms have emerged that PD has ‘lost its commitment to workplace
democracy and worker empowerment, instead emphasising technology efficiency... where
workers (users) are simply participating to provide input to design,” (Blomberg and
Karasti, 2013, p89). This distinction between PD and approaches closer to user-centred

design will be explored in the next section.

3.7.5 PD and User-Centred Design
Sanders and Stappers (2008) discuss how the field of PD as ‘led by the North Europeans’

has evolved alongside and been influenced by American approaches to PD, the latter being
closer to User-Centred Design. User-Centred Design operates under more pragmatic
motives, rather than political, for involving “users’ in the design process (Holmlid, 2009),
where the user is considered the passive ‘subject’ to be observed and/or interviewed by

professional researchers (Sanders and Stappers, 2008).

Although the research and practice of both fields emerged as part of a general trend over
the last 70 years of ‘moving closer to the future users of what they design,’ (ibid, p5), they
can be differentiated by the agency placed with the ‘user,” and the purpose of the project,

as demonstrated in the following topography:
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Fig. 3.3: “Topography of Design Research’ (Sanders & Stappers, 2012, p19)

Sanders and Stappers describe how, within the PD area of this landscape, the ‘notions of
co-creation and co-design have been growing,’ although the terms are ‘often confused
and/or treated synonymously,’ (2008, p6), with varying ideas of who should be involved
in the design process, when and how. In a more recent review of the design discourse,
Mattelmiki & Visser (2011) still note the same interchangeability of terms. For clarity,
this study will follow Sanders and Stappers’ popular use of the term ‘co-design’ to refer to
‘the creativity of designers and people not trained in design working together in the design

development process,” (2008, p6).

Sanders and Stappers go on to describe how, as designers move closer to the future users
of what they design, the ‘fuzzy front end’ of the design process has been growing, as

illustrated in fig. 3.4 below:

co-designing

Fig. 3.4: The ‘fuzzy front end’ of the design process (Sanders and Stappers, 2008)
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During this phase, generative research design activities (described below) are employed to
fully understand the users, the context of use and the opportunities for design. This ‘front
end’ of the design process is ‘often referred to as ‘fuzzy’ because of the ambiguity and
chaotic nature that characterise it... [and] it is often not known whether the deliverable of
the design process will be a product, a service, an interface, a building, etc.,” (Sanders and
Stappers, 2008). Thus, the outcome of a participatory approach to design is no longer

limited to ICT-based interventions.

Involving ‘users’ in problem definition and development of solutions is considered crucial
to the success of a PD project, but also accounts for why it has taken quite some time to
gain traction since its origins in the 1970’s (Sanders and Stappers, 2008). Among other
reasons (such as being antithetical to consumerism), a co-design approach requires the
belief that everyone can be creative and can contribute valuable knowledge to the design
process, which can threaten existing power structures or hierarchies within organisations.
By providing people with the tools to express their hopes, dreams, experiences and
creativity (discussed below), they can be considered more than ‘users’ and the
‘functionality it implies with the term use,” (Akama and Prendiville, 2013, p30). In this
way, both users and designers can be considered ‘everyday people’, bringing an ‘empathic
orientation’ to the co-design process (ibid, see also Sanders and Stappers, 2008).
Moreover, the knowledge of ‘users’ is considered a different form of expert knowledge —
they are the ‘virtuosos’ of their own experience domains (Sanders, 2001). This reflects a
change in focus in the field of design, from products, to ‘broader human goals and
propagates the ability of design to tackle complex societal problems,’ (Pirinen, 2016, p27)
where a focus on multiple stakeholders’ lived experiences is key. This is reflected in the
emergence of new design fields, such as Service Design (as will be discussed in the

following section) and Experience Design.

The latter field, Experience Design, suggests that engaging a diverse group of participants
in a co-design process may be well supported through the use of ‘experience goals,” which
articulate a clear set of aims for the intended experience of the co-designed product,
process, service, etc. (see Karvonen, et al., 2012). They are understood as a practical and
easily understandable method to support participation from non-designers, where the focus
on experience, rather than specific outcome, helps to keep the scope of the design open for
longer until the true context of the issue being designed for is understood (Kaasinen et al.,

2015). Although no examples of deploying this method in healthcare contexts could be
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found, this may be relevant to this study’s efforts to collaborate with patients, family

members and staff of the host spinal injury unit.

3.7.6 Generative design research tools

Many of the generative design research tools can be organised by the understanding that
any given person will have different types of knowledge about a given context, including
explicit, observable, tacit or latent knowledge. Some of these knowledge types, such as
‘explicit’ or ‘observable’, are easier to share than others. Different tools and techniques,
then, can be matched to elicit each type of knowledge, which can be roughly grouped into
what a person says about a given context, what a person does in a given context and what
a person makes about a given context (see fig. 3.5). The latter activity, making, is
sometimes supported by a tool known as ‘Make toolkits’ (see fig. 3.6), which use a
collection of ambiguous stimuli materials to allow participants to create a collage
describing their experiences, hopes or dreams about a given context (Sanders & Stappers,

2012).

WHAT PEOPLE: METHODS KNOWLEDGE
SURFACE
SAY INTERVIEWS
THINK EXPLICIT
LIJ)bOE OBSERVATION OBSERVATIVE
GENERATIVE
KNow SESSIONS o]
FEEL
DREAM
LATENT
DEEP
Fig. 3.5: Methods that address what people say, do or make about a given context

related to different levels of knowledge (Sanders and Stappers, 2012, p67).
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Fig. 3.6: Example of a Maketoolkit using symbols and words to communicate hopes and

experiences (Sanders and Stappers, 2012, p89)

As can be seen in fig. 3.5, tools and methods traditionally associated with the social
sciences are included within the framework. However, it is important to note interviews or
observations within design research are not conducted to explicitly define a phenomenon,
but to inform future scenarios. The tools used in ‘generative sessions’ move beyond those
methods inspired by the social sciences (i.e. observation) into design-led techniques to
elicit knowledge that is harder to understand or articulate, such as what a person knows,

feels or dreams.

3.7.7 Summary

From its origins in the Scandinavian workplace democracy movement, PD has gone on to
inform a variety of other fields and to develop a rich heritage of methods, tools and
techniques to support non-professional designers in shaping the futures they will be a part
of, for both political and practical reasons. Crucially, PD considers all participants’
contributions to co-design as equal, taking the stance that each person is the ‘virtuoso’ of
their own experience, and is able to work creatively and collaboratively across disciplines

and hierarchies with appropriate support from design tools and facilitation.
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Whilst this study aims to take a participatory approach to enhancing patient participation,
it is important to note that any co-designed intervention must operate within the wider SIU
service context. As such, the following section will review the field of Service Design,
before going on to explore how (participatory) service design approaches have engaged in

healthcare contexts.

3.8 Service Design

3.8.1 Origins

The field of Service Design first emerged as a theoretical concept in 1990s (Sangiorgi and
Prendiville 2017a). The first professional Service Design consultancy, LiveWork, opened
in 2001 (Young and Warwick, 2017), as well as Engine Service Design soon after

(Kirchberger and Tether, 2017).

The term Service Design has roots (and borrowed terms) in business and ‘Service
Marketing’ (Sangiorgi and Junginger, 2015) and was originally considered a phase in
‘New Service Development’ (NSD) (Sangiorgi and Prendiville 2017a, p1-2), where
‘service design’ was considered the ‘first step in the process of bringing new services

999

“online”” (Johnson, 2000, p5). However, as Holmlid et al. point out, the sequential nature

of NSD ‘[does] not reflect the character of the service,” or ‘the contextual nature of SD’

(©97).

Over time, designers developed their ability to engage users and creatively work with field
data to imagine possible futures; setting them apart ‘as a missing resource in managerially-
dominated culture’ (Sangiorgi & Prendiville, 2017a, p6). Despite being relatively young,

Service Design has now developed into its own field of design (and inquiry).

3.8.2 Definitions

Service Design, above all else, is human-focussed (Van Dijk, 2011) and considers users as
much more than statistics (Stickdorn, 2011). It distinguishes itself from many other design
disciplines in that it ‘brings the user into the centre of the development of services,’

(Pirinen, 2016, p27) and that it is the experiences and behaviours of users that are the main
data in every stage of the service design process. However, the ways in which user input is
gathered and represented, or how users are engaged directly, varies according to project or

practitioner, as will be discussed in section 3.11.3.
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Sangiorgi and Prendiville (2017a, p4) give a concise overview of the multiple definitions
of Service Design as ‘adopting a constructivist approach to innovation,’ (see Kimbell,
2011) that is ‘centred around the practice of understanding, mapping and communicating
customer experiences,’ (see Stigliani and Fayard, 2010). It is important to consider that
there may be more than one user group for a service (Stickdorn, 2011) and that the service

providers can also be considered a secondary user (Miettinen, 2011).

Service Design thinking, meanwhile, is described as ‘collaborative, holistic, iterative and
visual’ (Sangiorgi & Prendiville, 2017a, p4, see Stickdorn & Schneider, 2010). As a
mindset, Service Design reportedly ‘interferes with existing social, organizational, and
economic structures and as such the field of SD has a very inter-disciplinary foundation
and practice... It is a field that acknowledges how designing happens in a complex world,’

(Eriksen, 2012, p57).
For clarity, this study’s definition of Service Design is aligned with that given by
Sangiorgi and Prendiville as a ‘human centred, creative and iterative approach to service

innovation’ (2017a, see also Meroni and Sangiorgi, 2011).

3.83 Development

In their overview of the development of the field, Sangiorgi and Prendiville (2017a)

propose three main shifts in focus:

1. Points of interaction. This early stage, also known as the ‘interaction paradigm’, is
supported by ‘designers’ perspective on services as sociomaterial configurations of
artefacts and interactions (Yu & Sangiorgi, 2018, referencing Kimbell, 2011,
Stigliani & Fayard 2010). In short, it encompasses a focus on the moments and
materials/technology used when a consumer or user interacts with the service. The
‘human-centred approach’ that designers bring to these points of interaction (or
‘touchpoints’) is based on understanding people’s perspectives, as well as
engaging them in the design process (building on PD practices) to create positive

experiences (ibid).

2. Organisational transformation. In this stage, designers have moved from the
‘periphery’ of a service (i.e. ‘touchpoints’ or ‘interaction channels’) to

understanding and developing the organisational structures and service delivery
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mechanisms ‘that enable the aimed-for experiences’ (ibid). As such, service design
began to consider, or question, the values and relationships at the heart of
organisations, and ‘had to acknowledge deeper implications of organizational
transformation,’ (ibid, p3). To achieve this arguably requires a more embedded
approach, with some Service Design researchers and practitioners calling for

designers to work ‘with and within services’ (Sangiorgi and Junginger, 2015).

3. Into new spaces. Sangiorgi and Prendiville (2017a) argue that another key shift in
Service Design is its expansion into new service sectors (with interest in the
particular challenges of working with/for healthcare, as will be explored in section
3.15), as well as the interest and use of its methods by non-designers. Within a
healthcare context, this shift can be seen in NESTA’s ‘People Powered Health’
initiative (2013) and the scale of EBCD projects to date (see section 3.6.3).

3.8.4: Co-created value

In parallel to Service Design’s development as a field, understandings of what is meant by
‘service’ have also evolved, in particular in the shift from being based on a ‘goods-
dominant logic’ to a ‘service-dominant logic’ (Vargo and Lusch, 2008). In the former,
traditional view, the value offered by a service was considered to be ‘embedded in goods
or exchanged and consumed at the point of service delivery,” (Sangiorgi and Prendiville,
2017a, p4). However, in service-dominant logic®, the service user does not ‘consume’ (or
‘destroy’) value, instead value creation is considered interactional, in collaboration with
the user through the service process (Vargo and Akaka, 2009). Given that service users
‘uniquely perceive and contextually determine value,” (Yu & Sangiorgi, 2018), a service-
dominant logic is an ‘inherently customer-oriented and relational perspective’ (Vargo and

Akaka, 2009, see Vargo and Lusch, 2008).

The implications of service-dominant logic are far-reaching, from questioning the
(traditionally positivistic) worldviews of fields such as service research (Tronvoll et al.
(2011), to reforming notions of ‘value’ and providing foundational principles for fields
such as service science (Vargo and Akaka, 2009). However, this study will simply take
forward the concept reframing the service user (or patient) as a co-creator of value (rather
than passive consumer of care), where ‘value’ can be considered positive rehabilitation

experiences, potentially facilitated through participatory patient behaviours.

* Sometimes referred to as simply ‘service logic.’
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Holmlid et al. explain that a service logic perspective opens up design to reconfigurations
of power between service users and providers, not only in the co-design process (as above)
but also in the service itself (2017, p103). They suggest that the process of service design
can be considered ‘realignments’ of how service users and providers interact with each
other, and that the role of designed materials, technologies or other resources in mediating
these interactions requires designers to be ‘interpreters of socio-technical and material
contexts and practices,” (Wetter-Edman & Moritz, 2015, p4, see also Verganti, 2008, and
Kimbell, 2012). This aligns well with this PhD study’s current hypothesis that engaging
the SIU community in a co-design process for new GPM materials or processes may

support more participatory patient behaviours.

The notion of ‘co-creation of value’ through the service process resonates with the core
principles of PD (Blomberg, 2009), and arguably also with its more recent concerns with
concepts of ‘design-after-design’ (Ehn, 2008) or ‘infrastructuring’ (as discussed in section

11.5).

3.8.5 Service Design Tools

Service design is inherently a multidisciplinary approach (Stickdorn & Schneider, 2011)
that has adapted and integrated tools, concepts, methods from various design fields
(including product, communication, and interaction design) and non-design fields (such as
service marketing and management) (Sangiorgi and Prendiville, 2017a). According to
Stickdorn, Service Design is an iterative and non-linear process, but can be roughly
separated into four stages of exploration, creation, reflection and implementation (2011,
p128-135). The aims and associated tools of these four stages are summarised below, but
the key approaches used in healthcare service design will be reviewed in detail later in the

chapter.

1. Exploration

e Understand the culture of the company or service context. Here the use of
‘Shadowing’ a service provider (i.e. following and observing them for a period of
time, without interrupting their usual work activities) to better understand the
service context and their role within it, can be useful.

e Identify the problems from the customer’s (or perhaps patient’s) perspective, and
visualise the findings. This helps to simplify the processes involved in a service
and make them seem more changeable. Here ‘Customer Journey Maps’

(visualising the route a customer takes through a service, identifying touchpoints
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and emotional aspects associated with them, see fig. 3.7) can assist with analysis

and dissemination of the findings.

S =

Fig. 3.7: Example of a Customer Journey Map (Stickdorn & Schneider, 2011, p161)

2. Creation

e Involve all stakeholders in generating ideas to address the identified problems,
supported by tools to consider the user’s perspective. Pirinen argues that
‘representations by designers’ (such as customer journey maps, as well as
personas, scenarios, etc.) can become ‘effective boundary objects,’ in this process

(2016, p20, see also Carlile, 2002).
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Fig. 3.8: ‘Personas’ (or fictional characters that represent a particular group and their
shared interests) can be used to explore the design proposal and/or co-created with

participants to explore user needs (Stickdorn and Schneider, 2011, p179).

3. Reflection

e Visualise the ideas to anticipate their emotional aspects.

e Use prototyping and roleplay techniques to encourage meaningful engagement
from stakeholders. Here ‘service prototypes’ are considered a simulation of a
service experience, which may be supported by props or physical touchpoints.

e Test and retest, often through enactment activities.

4. Implementation
e Plan, implement and review interventions based on a consistent service concept

(where staff motivation and management support is key).

Miettinen (2011) explains that the iterative nature of the approach allows each new

concept to incorporate the results of the behavioural testing of the previous iteration.

3.8.6 Beyond methods

Whilst early resources such as Stickdorn and Schneider’s ‘This is Service Design
Thinking’ have played a vital role in collating the methods described above, laying
foundations and entry points for people entering the field, Light and Akama (2012) argue
that a focus on methods detaches them from the practitioner and the messy realities of the

contexts service designers work within, and ‘commodifies’ them as something that can be
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easily replicated. Akama and Prendiville also note a “persistent trend in Service Design
where methods alone have become king, as a way to legitimise the field and a practical
way to ‘be a service designer,” (2013, p31-32). They suggest ‘designing services’ as a

better term to denote design as a continuous process and differentiate the verb from the
noun. Sangiorgi and Prendiville have since acknowledged this work (and that of others)

the title of their 2017 book, ‘Designing for Service,’ to include considerations of

e ‘an exploratory process that aims to create new kinds of value relation between
diverse actors within a socio-material configuration,” (Kimbell, 2011, p41) where
‘the distinction between goods and services is not important (ibid, p49)

e The immersive nature of service worlds and their entanglement with social life
(Blomberg and Darrah, 2015)

e The concept of designing as happening before, during and after a design project,

somewhat in line with PD concepts of ‘design after design’ and ‘design in use’

(Ehn, 2008).

In relation to the latter point, Freire and Sangiorgi (2010) discuss similar concepts in the
context of healthcare, and the involvement of healthcare service providers and users at
each of these stages. They suggest that, as healthcare services seek to move towards more
empowering, collaborative models of healthcare delivery, design methodologies have also
shifted in focus from notions of co-design to co-production and co-creation, as

summarised in fig. 3.9 below:

| Co-Creation |
I I
Co-Design
| >
Design of Delivery of Continuous
Healthcare Service Healthcare Service Development of
Healthcare Service

Fig. 3.9: A diagram situating notions of co-design, co-production and co-creation in

service development processes (adapted from Freire and Sangiorgi, 2010).
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In this diagram, co-design is seen as the involvement of patients, professionals and
community in the design of healthcare services (in line with Sanders and Stappers, 2008),
where the final design is implemented by professionals. Co-production instead suggests an
equal and reciprocal partnership between professionals and users in healthcare service
delivery, ‘shifting the balance of power, responsibility and resources from professionals to
individuals,’ (Freire and Sangiorgi, 2010, p3). Co-creation, as suggested in the diagram
above, ‘happens when users are central not only to the design of services, but also to their

production and continuous development,’ (ibid).

Despite being a relatively young field, Service Design has clearly developed rapidly and

expanded its contexts and concerns reflectively, as described in the following section.

3.8.7 Landscape of SD research & practice

In 2014 the Service Design Research Network published a report on the current landscape
of Service Design research and practice. As well as developing maps of Service Design-
related activity in the UK and key research areas, the network also produced a map of the

different sectors of service design research focus, shown below:
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Education

Fig. 3.10: A thematic and sectoral map of the Service Design research landscape (taken

from Sangiorgi et al., 2014).
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As can be seen in fig. 3.10 above, the majority of projects (shown by the blue dots) and
PhD studies (represented in pink) are situated in the healthcare sector (which will be

reviewed more fully in section 3.10 below).

Following on from this report, the Arts and Humanities Research Council (UK) funded the
Design for Service Innovation & Development (DeSID) report, to investigate the specific
contributions of Design to New Service Development (Sangiorgi et al., 2015). In
reviewing 6 case studies of service design in public, private and digital sectors in the UK,
with supporting evidence from an international context, and expert input in a reflective
workshop, it was found that (among many other findings) that designers ‘work both on a
goods and service logic,’ the latter being useful to ‘enable deeper transformational change
processes,’ (ibid, p4). It was also found that the engagement and working relationships
between the designer (or design organisation) and client organisations, as well as the
project contexts, affected the outcomes generated. The authors suggest that designers work
with clients in parallel, collaborative or integrated models to either inform, drive or enable
change within the organisation, where iterative prototyping can support more collaborative
ways of working. This gives further support then, as in the PD review previously, that
engaging the client service organisation (the host SIU) in a participatory manner can lead
to more transformational outcomes, and that prototyping activities are a strong method of

facilitating this.

3.8.8 Criticisms and challenges of Service Design

It has been argued that Service Design is missing a ‘culture of assessment’ (Maffei et al.,
2013) in order to develop as a field, as few projects present rigorous evaluations or
question the impact of their interventions (Freire and Sangiorgi, 2010, Sangiorgi and
Prendiville, 2014, Sangiorgi and Junginger, 2015). Others argue that service designers
need to become better at evidencing their work, particularly in the public sector where
time and money constraints can present additional challenges (Sangiorgi and Prendiville,
2017a, p6). This is particularly true in healthcare (Donetto et al., 2015) where designers
arguably ‘need to learn how to better relate not only to different evaluation approaches and
forms of knowledge but also to the complex social systems in which they find themselves
operating,” (Robert and Macdonald, 2017, p128). Additionally, ‘big challenges remain of
reconciling differences in cultures, methods, expectations, forms of ‘evaluation’ and
constructions of ‘evidence’ and ‘knowledge’’ (ibid., p118). These tensions will be

explored further in the Methodology chapter of this thesis.
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Another criticism of Service Design is the limited adoption and/or implementation of its
outcomes (Greenhalgh et al., 2004, Holmlid et al., 2017, Sangiorgi, Prendiville & Ricketts,
2014). In some cases, this may be because designers reportedly do not ‘pay attention to
economics’ (Mulgan, 2014) or perhaps because they ‘don’t yet pay enough attention to the
back stage/infrastructure processes, and potention for continued innovation’ (Sangiorgi,
Prendiville and Jung, 2017, quoting Grinevich 2015). This suggests, then, a need to ensure
those that deliver and ‘receive’ the service, or those involved in the co-production of the

service, are crucial contributors in the service design process, as discussed below.

3.89 Participatory approaches to Service Design

Sangiorgi and Clark (2004) make a strong case for taking a more participatory approach to
service design, arguing that ‘service active participants’ bring their resources,
competencies and capacities to the design process, and that their contributions are ‘crucial’
in creating a successful service. A participatory approach to designing services, they
suggest, may avoid conflict in the implementation of service ‘encounters’ by

synchronising the goals and perspectives of service users and providers.

Holmlid (2009) extends this argument by highlighting the complimentary nature of
participatory and service design approaches. Both fields, according to Holmlid, share
‘emancipatory objectives’ but could also learn from each other. Whilst participatory
design could benefit from using methods of visualisation and co-creating value, service

design could be enhanced by embedding socio-cultural theories into its practice.

Given the collaborative nature of services, it is unsurprising that the involvement of non-
designers in service design innovation has gained increasing attention, (Sangiorgi,
Prendiville & Ricketts, 2014). However, Collins, Cook and Choukeir (2017) suggest that
whilst public participation is often stipulated as a requirement by service commissioners, it
can be blocked by the time frames allocated (i.e. insufficient time to make connections
within the service context, coordinate activities, make tools, secure commitments, etc.) or
by an inability to predict the outcomes of the project (which is problematic if ethical
approval must be sought first), which can lead to tokenistic participation of service users.
Moreover, Pirinen (2016) states how ‘co-design for services necessitates working across
organisational, sectoral and jurisdictional boundaries and divergent realms of knowledge,’
(2016, p28), highlighting further challenges to consider when planning a participatory

service design approach, particularly in a healthcare context, as discussed below.

140



3.9  Design in healthcare

3.9.1 Overview

As pressures on public services such as healthcare continue to rise, increasing attention is
being paid to the potential of design tools, methods and approaches in addressing diverse
and complex public challenges (Wetter-Edman & Moritz, 2015, Parker & Heapy, 2006).
Moreover, ‘design for health is now emerging as a discipline of its own’ (Tsekleves and
Cooper, 2017, p3) which is valued for its ‘innovative, human-centred and participatory
approaches by which design brings an outside-in perspective to the development of these

organisations,” (Holmlid & Wetter-Edman, 2013).

39.2 Landmark studies

A landmark study to consider is the first project from RED (a group established by the
Design Council in 2004 with a focus on socially-motivated, design-led innovations),
which aimed to create a holistic service for people living with diabetes in the Bolton
(United Kingdom) area. Despite limited implementation of the new service tools and
concepts co-designed with local residents, support networks and hospital staff, this project
(and others described in Freire and Sangiorgi, 2010) demonstrated the more radical

healthcare service developments that can be created with design-led methodologies.

Building on this work, UK Design Council published a White Paper in 2006 introducing
the term ‘Transformation Design’, suggesting that the skills and process of design are well
suited in both defining and tackling the increasing complexity of modern challenges, not
least of all in the area of healthcare (Burns et al. 2006). Based on user-centred design
principles, Transformation Design engages multiple stakeholders, opening up the design
process to those involved in the context, where design is ‘fulfilling the role of connecting
patients’ and healthcare professionals’ views’ (Neves, 2014, p49). The aim of
transformation design is to ‘achieve a collaborative change rather than to put a specific
product or service in use’ (Wetter-Edman & Moritz, 2015, p2). Sangiorgi develops this
idea further, suggesting that ‘Transformative Services’ arguably suggest ‘new models of
service co-production where citizens are not perceived as passive users but active
collaborators in the solution and where organisations actually release some of the control
to users in order to achieve this,” (2010, p3, see also Sangiorgi, 2011). Whilst Service
Design is characterised by ‘a high degree of involvement of different actors in the service
processes (Wetter-Edman, 2011), Wetter-Edman & Moritz argue that Service Design
‘becomes transformational’ when ‘people not traditionally trained as designers, use design

tools and methods... [with] the purpose to build capacity for continuous change within the
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organization (2015, p3, see Junginger, 2006). This clearly has implications for this study,

which aims to enhance the participatory nature of a complex healthcare service system.

3.9.3 The ‘State of the Art of Design in Health’

In 2013, a network of experts in Design in Health in the United Kingdom was founded to
establish and discuss what had been achieved in this area to date. Using their expert
knowledge, a systematic review of database literature and ‘grey literature’, the network
identified 1912 articles, with 453 in scope (Chamberlain et al., 2015, p15). Only 15 of
these studies were located in a ‘rehabilitation’ context (p20), highlighting the novelty of
this PhD study.

The report concluded that the design community has shown a significant and growing
expertise in engaging hard to reach groups with participatory methods, which has the
potential to flatten the hierarchies that are typical in healthcare. The network also argues
that design is well positioned to answer the recent call from the NHS for ‘new, empowered
patient relationships,” (NHS England, 2014), but to gain traction and respect in working in
healthcare contexts, designers must learn to communicate their work in terms and formats

understood by the healthcare community.
Part B will now conclude with a thorough review of Participatory Service Design

approaches to healthcare service improvement.

3.10 (Participatory) Service Design in Healthcare
3.10.1 Introduction

This part of the literature review aims to better understand the landscape, trends and
achievements of participatory service design approaches within healthcare service
contexts, illustrated by key examples, in order to position this PhD study and its
objectives. The specific details of the strategy taken in this review (including sources,
search terms and eligibility criteria) can be found in appendix 8, and is summarised in fig.

3.11 below:
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Fig. 3.11: A diagram of the strategy taken to the (participatory) service design in

healthcare literature review.

The literature review will begin with a focus on service design for healthcare services in
general. After giving a brief overview of the publications considered in terms of their
context, outcomes and to what extent the healthcare community (defined as patients,
family members, carers and/or healthcare professionals) were involved in the study or
project, the review will discuss the ways in which service design methodology and tools

have been used in healthcare service contexts to date.

The review will then focus on design-led approaches to enhance patient participation in
rehabilitation and consultation contexts, followed by a summary of how the main
challenges associated with design in healthcare have been anticipated in the literature to

date.
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3.11 What is the landscape of participatory service design approaches to
healthcare service improvement?

3.11.1 Contexts

The papers reviewed covered a range of topics, the most popular concerning emergency
departments, mental health, care coordination and/or patient pathways, as well as health
service development in general. Other topics included cancer, cardiology, chronic disease,
diabetes, elderly care, hospital acquired infections, healthcare consultations, hospital

nutrition, gastroenterology, GP practices and orthopaedics.

There is also a growing interest in using design-led methods in care for people with
dementia and their carers, but as stated in the eligibility criteria of this review (appendix
8), only those publications whose discussions had methodological implications for this

work were included.

The remainder of the papers included drew on a large range of topics to support a

theoretical discussion or position paper.

3.11.2 Outputs

Approximately one third of the papers reviewed were position papers, theoretical
discussions or descriptions of method(s), supporting earlier statements that, to date,
service design has largely been concerned with methods (Akama & Prendiville, 2013) but

is reflective on its progression as a field.

Approximately as many papers again described cases where design-led methods were used
for research purposes, where the deliverables at the end of the project included advice for
future innovation, opportunities for service development or insights into the patient/carer

experience in order to imagine better solutions.

The remaining third (approximately) of papers reviewed in this section described creating
a prototype ready for testing, a prototype tested in clinical contexts, or (in just a few cases)
a new or enhanced material or process that has been successfully implemented in the

clinical context.

3.11.3 Involvement of healthcare community

The researcher found it somewhat difficult to establish a clear summary of the extent of

the involvement of the healthcare communities in the literature reviewed, particularly as
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some sources would claim to use ‘participatory methods’ in reference to gaining feedback
from focus groups, rather than actively involving them in the co-design process.
Moreover, the use of the term ‘workshop’ was ambiguous. In some cases, this could refer
to standalone activities to learn about service needs (i.e. developing scenarios with service
users), or in others it referred to several linked workshops bringing multiple stakeholder

groups together to co-design improvements to the healthcare service.

It became clear, however, that participatory approaches to healthcare Service Design tend
to mostly, or only, involve healthcare professionals. Indeed, other studies have noted the
tendency for patient representations (i.e. personas) to replace active patient engagement
(Neves, 2014). Although healthcare professionals will be greatly affected by any changes
to the service they deliver, it has been suggested that failing to involve patients risks
‘operating with an expert mindset’ (Bedker & Granlien, 2008), given that healthcare
‘experts’ have a particular set of experiences and knowledge unavailable to — and different

from - service users.

When patients are involved, their role can often be to provide feedback to later stage
prototypes. Whilst patient feedback may go on to inform changes to the prototype, there is
arguably benefit to extending their influence by involving them in earlier stages of the co-

design process.

In support of this argument, this review also found that those projects which facilitated the
creative involvement of multiple stakeholder groups, supported by long-term ethnographic
work in the healthcare context (i.e. observations, shadowing, interviews with staff and
patients, etc.) were more likely to create a cohesive service concept (Macdonald & Teale,
2011), get the co-designed intervention tested in the clinical contexts or in a Randomised
Control Trial (Macdonald, Loudon & Taylor, 2014), achieve implementation in practice
(Chamberlain and Partridge, 2017, Starnino, Dosi & Vignoli, 2016) and/or catalyse new,
transformational ways of working outside of the new service deliverable (Johansson, Vink

& Wetter-Edman, 2017, see also Yee & White, 2016).

Few of the consultancy or university-based projects described themselves as ‘embedded’
(see Oosterholt & Simonse, 2016) or having had a long-term period of immersing
themselves in the clinical context prior to design work (see Starnino, Dosi & Vignoli,
2016). Instead, these types of close collaborations are more often facilitated by ‘Living

lab’ partnerships, described as ‘fundamentally collaborative spaces, which often consist of
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public-private partnerships who aim to address complex societal challenges by
foregrounding user-involvement and real-life experimentations,’ (see Raey et al., 2017a,

for a full discussion).

3.12 What does a Service Design perspective offer healthcare service
improvement?
3.12.1 A focus on experience

Carr et al. (2009, from a project titled Design in Practice) suggest that healthcare services
are often viewed as processes rather than experiences, and that viewing it through the lens
of Service Design provides an alternative view that considers the patient’s perspective as
they travel through it. Additionally, they suggest that clinicians, who often look for
evidence-based solutions, could be supported by SD tools and approaches to leverage their
tacit, experience-based knowledge about their local practice and communities (and that
‘service design [could] benefit by learning how to take the synergy between evidence
based medicine and experience based design more seriously,’ ibid, p11, see also Carr et

al., 2011).

Several examples in the literature demonstrate how the objects used to mediate a
healthcare service can shape the patient’s experience of it, and so can be redesigned for
preferred experiences (for example, cancer radiation therapy technology, see Mullaney,
2016, or emergency department waiting areas, see Starnino, Dosi & Vignoli, 2016). This
also applies to materials to support patient-professional communication (see Boess et al,
2013) and professional-professional communication (see Chamberlain & Partridge, 2017).
As such, considering the healthcare service as an interrelated network of people and
objects, or taking a socio-material perspective, has interesting implications in trying to

enhance patient experiences.

3.12.2 Notions of value co-creation

A service logic perspective also has important implications for healthcare services and the
power dynamics within them. By positioning the patient as a ‘co-creator of value’ within
this paradigm, they are taken out of the traditional passive role expected in a paternalistic
model of healthcare (see Andersen, 2010 and Moll, 2010) and given the opportunity to
actively contribute to the patient-professional interactions. Oosterholt & Simonse (2016)
discuss this in relation to clinical encounters between a patient and their physiotherapist

(see fig. 3.12 below), highlighting that both parties have insight to offer.
146



INSIGHT

EXPECTATIONS .

Q
£
r

PHYSIOTHERAPIST

PATIENT

INFORMATION ADVICE

INSICHT

Fig. 3.12: A model of ‘value exchange’ within a clinical encounter between a patient and

their physiotherapist (Oosterholt & Simonse, 2016).

However, this PhD study suggests that when this model is extended to longer-term
working relationships (as in the SIU), the patient arguably has more to offer in this ‘value

exchange’ than simply their expectations, as implied in fig. 3.12 above.

Hyde and Davies extend this argument further, suggesting that the patient’s role in ‘co-
creating value’ also implicates them as ‘co-producers (with staff) of both organizational
culture and organizational performance,’ (2004, p1424). This suggests a need to safeguard
the current organizational performance (i.e. staff’s ability to provide at least the same level
of care for their patients alongside the renegotiated roles between them), although explicit

discussions or advice related to this could not be found in the reviewed literature.

3.13 Participatory Service Design Methods

In the literature reviewed, general descriptions of using Service Design tools and
approaches in healthcare contexts highlight their ability to support patients and healthcare
professionals in understanding complex, interrelated healthcare services (Carr et al., 2009)
support staff’s empathic understandings of service users (Raijmakers, 2013, Schepers et
al., 2011, Wetter-Edman & Moritz, 2015) and imagine radically new solutions or support
innovative behaviours (Carr et al. 2009, Wolstenholme, Grindell & Dearden, 2017,
Schepers et al., 2011).
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The specific contributions of the most common methods discussed in the reviewed
literature (visualisation, prototyping and enactments/service prototyping) are described in

the following sections.

3.13.1 Visualisations

Visualisations have been used for a variety of purposes, with varying degrees of healthcare
community involvement. Hahn and Zimmerman (2011) provide a case study comparing
‘traditional, causal’ visualisations of existing quantitative data gathered by a hospital ward

to those generated by professional designers (see fig. 3.13).

B5 Patient discharge

B2 Wartezeiten - 2006
AA AAAAA /A A
A A AAA
AAAA : A
4 4 - &
e A W
A5y e } [\
Loigess ® Lo
| o ‘

11 A i

i | \

Fig. 3.13: Examples of designerly visualisations of data routinely captured by hospital
wards, such as patient discharge times (top), waiting times (bottom left) and risk of

pressure sore (bottom right), taken from Hahn and Zimmerman, 2011.

Whilst design is often attributed to explorations of ‘what could be’, it was found that
design-led visualisations of ‘what is’ data (shown above) uncovered new insights, and

identified new patterns or correlations. Beyond this, the visualisations were said to ‘admit’
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new questions, being well-suited to group discussion and having a ‘certain emotional
value,’ (ibid). Although the healthcare community were not involved in their creation, the
new conversations afforded by the visualisations were said to encourage further service

development.

In other cases, visualisations supported data gathering, with particular strengths in making
abstract concepts tangible and easier to share with those who may affect positive change
(see Carey et al., 2017). Visualisations of patient pathways in particular have been found
to support patients in discussions of current and preferred future healthcare experiences,
and communicate these insights to staff (Oosterholt & Simonse, 2016, Kronkvist, Jirvinen

& Leinonen, 2012).

Raey et al. (2017b, p67) describe how a visualisation of the patient pathway can be an
important output of design projects in their own right, as it is an ‘effective tool that
reduces a sophisticated whole — e.g. a complex health service and its procedure — to a
comprehensible representation of its major elements, including the relationship between
them.” Indeed, several notable examples in the literature have shown great benefits to
enhancing patient understanding of where they are in a particular healthcare process, what

to expect, and why (see fig. 3.14).

Fig. 3.14: The Design Council (2011) found that improved communication of the
patient pathway, and reasons for waiting times, dramatically reduced violence and

aggression in Accident and Emergency departments across the UK.
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As such, visualisations can be useful tools in facilitating mutual learning (a cornerstone of
PD) between patients, staff and designers when eliciting or communicating knowledge
about healthcare service processes or experiences. Interestingly, the strength of
visualisation in evaluation and in decision-making processes, as found in the DeSID
project (Sangiorgi et al., 2015, discussed in section 3.8.7), did not come across in the

review, suggesting an opportunity to explore these strengths in a healthcare context.

3.13.2 Prototyping

As with the use of visualisations, prototypes have invited input from the healthcare
community in various ways. In some cases, designers have created a prototype material or
process to support the healthcare service based on ethnographic observational or interview
data, and used this prototype to elicit deeper, more meaningful feedback from staff or
patients (Boess et al., 2013, Macdonald et al., 2014). Other studies have used iterative
prototyping activities as the basis for co-design workshops, where the prototypes can
spark new ideas or show what is needed for a cohesive service (ten Bhomer & Tomico,
2013) and make these ideas tangible to help healthcare service professionals and users see

‘what is’ and ‘what could be’ (van der Lugt & van der Laan, 2017, Raey et al., 2017b).

Prototyping, then, may be particularly useful in helping to overcome the inertia or ‘set’
ways of working in many healthcare contexts. Raey et al. (2017b) suggest that prototypes
also address the challenges associated with bringing multiple disciplines together by
acting as a ‘stabilising narrative,” enabling differences in culture or opinion to be resolved

between the designer and clinicians, and embodying the progress being made together.

Prototypes also have a crucial role to play in healthcare service development by using
them in enactment activities, or service prototyping, allowing staff to ask new questions
(Johansson, Vink & Wetter-Edman, 2017) or try new behaviours in a low risk, low cost

way (Coughlan et al., 2007).

3.13.3 Service prototyping

Service prototyping can be conducted as a means to learn more about the patient
experience (sometimes from multiple perspectives, see Mullaney, 2016), and as a means

to developed a co-designed service concept.

However, as Starnino, Dosi and Vignoli point out, 'service prototyping in healthcare is a

rarity,” (2016, p576). They suggest that testing a service prototype in actual use, with
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regular opportunities for staff to suggest changes during the test, is important to

understand professionals’ needs in the complex reality of healthcare services.

3.134 Summary: The role of the designer and designing in aesthetic disruption

Several sources describe the benefits of the designer’s ‘outsider position’ to the healthcare
service, either in their ability to maintain an open imagination ‘without falling into
existing situations or battling against conflicts of interests,' (Carr et al., 2009, p10-11) or in
their ability to highlight and bring to discussion ‘taken-for-granted’ aspects of the service
(Raey et al., 2017b). Related to this, Vink, Wetter-Edman & Aguirre (2017) provide an
interesting discussion on what they feel is the crux of the designer’s offering to healthcare
service redesign. They argue that whilst there has been a growing emphasis of designers’
strengths in their different ways of thinking about a context (see Kimbell, 2012), there
should also be equal consideration given to design’s offerings of new ways of doing. They
suggest that design methods, such as those described above, draws on the strengths of the
‘bodily experience’ of design, and can stage an 'aesthetic disruption' that allows the
healthcare community to challenge their assumptions about a service, and step out of their
traditional habits or ways of experiencing that service, in order to contribute to service

innovation.

Wetter-Edman, Vink & Blomkvist (2018) have found that, in their own practice,
‘destabilizing the habitual action of participating actors’ has been important not only for
staff who are used to ‘delivering’ the service in particular ways, but also to patients who
are used to ‘receiving’ the healthcare service, leading to the latter questioning their own
agency in healthcare appointments. They report how, through collaborative prototyping
activities, 'staff and patients increasingly began to engage in actions that diverged from the
norm in an attempt to realize patients as partners in their own care' (ibid, p14), with staff
taking steps outside of the activities with service designers to support these new patient
roles in practice. As such, the authors argue that ‘micro-level” aesthetic disruptions are ‘a
critical part of service innovation on a macro-level by catalysing institutional change,’

(Wetter-Edman, Vink & Blomkvist, 2018, p2).

The notion of aesthetic disruption, and it’s potential in renegotiating patient-professional
roles towards more participatory practices, is encouraging. However, the examples given
above concern the interaction and experiences between one patient and one healthcare
professional, and as Vink, Wetter-Edman and Aguirre highlight, further research is needed

in broader multidisciplinary contexts (2017).
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3.14 What is the landscape of participatory service design approaches to
enhancing patient participation in rehabilitation?

3.14.1 Contexts

Of the few sources that could be found in this category, most were concerned with stroke
rehabilitation (Macdonald, Loudon & Taylor, 2014, Tosoa, 2017, Lemke, 2017, Lemke et
al., 2017, Nielsen & Poulsen, 2013, Szaniawski et al., 2015), as well as individual
examples concerned with chronic pain management in children (Partridge, 2017) and renal

blood testing (Gradinar et al., 2017).

3.14.2 Outputs

As in the previous section, outputs from the projects in this category included; enhanced
understandings of the complex lived experience of patients (Nielsen & Poulsen, 2013,
Szaniawski et al., 2015); guidelines or recommendations for future service improvements
(Nielsen & Poulsen, 2013, Szaniawski et al., 2015, Tosoa, 2017); co-designed prototype
visualisation interfaces ready to gain patient and/or staff feedback (Gradinar et al., 2017,
Lemke et al., 2017, Lemke, 2017); and prototype visualisation software tested in a series

of Randomised Control Trials (RCTs) (Macdonald, Loudon & Taylor, 2014).

3.14.3 How do the cases frame ‘enhanced’ participation?

Skills

In a PhD position paper, Partridge (2017) posits that children going through chronic pain
services may be supported through enhancing their resourcefulness and ability to self-
manage their pain through the transfer of design skills (informed by the RSA project in
which this study also has its roots). As such, enhanced participation is framed as
enhancing the range of skills at the child’s disposal to manage their condition

independently.

Knowledge

Gradinar et al. (2017) aim to enhance patient participation through alternative, visual
methods of sharing the results of renal blood testing. They state that visualisations of
complex numerical healthcare data can meet the needs of medical professionals whilst also
being more useful for patients, who as a result are able to be 'more actively involved in
managing their own condition' (2017, p2363). Whilst this is an important goal, it could be

argued that further exploration is needed into how enhanced patient understanding of
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clinical test results can empower patients to use this information in the healthcare

consultation, or in everyday life.

Compliance

As outlined above, the majority of papers reviewed in this section were concerned with
Stroke rehabilitation. More specifically, they aimed to enhance participation by
encouraging patients to take part in their prescribed exercises more frequently or more
effectively, either through gamification (Szaniawski et al., 2015, Tosoa, 2017) or through
the “un-learning’ of ‘non-use’ of the limb(s) affected by Stroke (Lemke, 2017, Lemke et
al., 2017).

Envisage

The Envisage project also originally sought to enhance patient efficacy in rehabilitation
exercise, but through the use of visualisations to support patient-professional interactions.
However, beyond this, the authors found that visualising patients’ movements as they took
part in stroke rehabilitation exercises, in real time, actually ‘aided understanding for
patients, enhanced communication between patient and therapist, and provided an
objective tool for therapists to monitor progress and communicate this to patients' (p226).
They suggest that, in doing so, the ‘social distance’ between patient and professional was
bridged, suggesting the potential for enhanced patient participation in the clinical

encounter (see also Loudon et al., 2013).

This case was also the only source that could be found that took a long-term, ‘participative
co-development and iterative prototyping approach' with outpatients and therapists
(Macdonald, Loudon & Taylor, 2014) which ‘cumulatively embodied the collective needs
and preferences of survivors (participating as proxy patients) and therapists, as well as the
trials leads (biomedical engineers),” (Macdonald, 2014, p382). As such, the co-developed
visualisations were ‘found to be an important socially-enabling tool,' in healthcare service

development as well as in the healthcare service itself.

The functional, iteratively developed prototype visualisation went on to be tested in a
series of RCTs which, unusually, took a mixed-methods approach to ‘shift the RCT design
towards more of an awareness of, and engagement with, the pragmatics and ‘messiness’ of
the real world physical rehabilitation context and to understand, acknowledge and allow

for the dynamics, narratives and behaviours in that setting,” (Macdonald, 2014, p383).
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Discussion

To this point, the literature reviewed has highlighted the paucity of studies concerning
patient participation in rehabilitation, particularly outside of one-to-one patient-
professional consultations or in contexts that consider the wider healthcare service.
However, it has also demonstrated the potential for design-led methods, particularly
prototyping, to uncover new, mutually beneficial interactions and behaviours between
patients and healthcare professionals. Two examples could be found in the wider co-
design literature that corroborate the potential for prototype materials to renegotiate the

roles between patients and professionals, as discussed below.

3.14.4 Design-led approaches to enhancing patient participation in healthcare

consultations

Physiotherapy following hand surgery

Bjorgvinsson & Hillgren (2004) discuss a slightly different approach to exploring patient
participation through their use of ‘on the spot experiments.” Rather than anticipate new
forms of patient-professional interaction, they instead introduced video-recording
equipment into existing physiotherapy consultation spaces (for patients recovering from
hand surgery) to explore the ways in which patients and professionals appropriated it in
use. In observations of the consultations, it was found that ‘the design of the recording
station supports the development of new social protocols of negotiation and agreement
between therapist and patient, since the patient as well as the therapist may initiate and
terminate recordings. This opens new possibilities for reconsidering the patient’s position
in rehabilitation viewed as a collective undertaking,” (Sokoler et al., 2007). This has
important implications for the co-design process of this study, suggesting that lower
resolution prototypes, or less defined service prototyping activities, may allow for the

emergence of patient-professional interactions unanticipated by the designer.

The patients involved in the ‘on the spot experiments,” were given the video recordings
made to take home with them. In follow-ups with these patients, it was found that the
video recordings helped patients to remember more details about their physiotherapy
exercises, measure how much progress they had made since their consultation, and better
explain their injury and rehabilitation process to family members, or other healthcare
professionals (Bjorgvinsson & Hillgren, 2004). This suggests that documentation of
consultations, even in non-traditional forms such as this, have the potential to support

patients in engaging with their recovery in new ways.
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Cardiology consultations

Notions of ‘the participatory patient’ (Andersen, 2010) or ‘the patient as service co-
creator,” (Moll, 2010) have also been explored in the development of a Personal Health
Record for remote monitoring of heart patients living with implanted advanced
pacemakers. A prototype record (co-designed with patients and clinicians over three
workshops, after an initial ethnographic study of the context) allowed patients to self-
report their health condition and medication list to their cardiologist prior to each
consultation. In one reported case, this patient input highlighted new health issues which
were otherwise unreported by the pacemaker (Andersen, 2010), positioning the patient as

an important actor in their care coordination.

Moll argues that this reconfiguration of the patient role is made possible through ‘the lens
of service,” and that doing so allows for a ‘re-conceptualization of the work of patients to
be recognized as activities of value co-creation. Thereby appreciating the relation between
designing the active patient and designing for value co-creation.' (2010, P165). The
authors argue that the prototype ‘empowers’ patients who are motivated, by ‘formalising’
the work that they already do (such as taking notes of their health condition over time), but
also suggest that further work in this area should ‘take into consideration and inscribe

means for patients to be less active and participating patients,' (2010, p154).

Whilst this example makes a strong case for positioning the patient as a co-creator of
value in the healthcare service (an idea rarely explored to the point of implementation), it
further highlights the need to further explore what it means to design for patient
participation, and what patients can, or want, to ‘bring to the table’ in their new roles.
Even in the Patient Health Record, the patient’s input remains scripted (the patient can
input via medication lists or a questionnaire), limiting their ability to shape the agenda of

the consultation.

3.15 Challenges and opportunities of conducting co-design in healthcare
service contexts
According to Mensted & Onarheim, it can be useful to separate the issues associated with

designing with and/or for healthcare service communities in terms of conceptual and

pragmatic challenges (2010).

Conceptually, such collaborations may experience a ‘clash of professional ecosystems’

when the hierarchical healthcare organisation, with a ‘sense of accountability focussed on
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precision and control’ meets design-led approaches, which are ‘necessarily more fluidly
organised’ due to the ‘wicked’ nature of the problems they address (van der Lugt & van
der Laan, 2017, p2064). Additionally, generating a sense of motivation or buy-in from the
healthcare community can be challenged by ‘cynicism of staff with previous unsuccessful
experience of improvement projects,” and a 'need for mandate by senior management,’
(Griffioen et al., 2017). It is not surprising, therefore, that the review found multiple
recommendations to build a community around the service design project, taking a
‘bottom up’ approach and putting ‘people, the commissioners, service providers, and users
at the heart of the process,’ to achieve the greatest impact (Yee & White, 2016, p17).
According to the literature, fostering such a community requires the building of trust and
reconciliation of divergent goals (Pirinen, 2016) through a shared vision and sense of

empathy for the service users (Nicolas et al., 2012).

Pragmatically, the building of a shared vision for the project has been said to support
consensus in design decision-making in multidisciplinary co-design groups (Carr et al.,
2009), and that transparent documentation of these decisions can support ongoing learning
throughout the design process,’ (Raey et al., 2017b, p78). However, there is little guidance

in the literature of what form such archiving should take.

Logistically, barriers to conducting co-design activities with healthcare included the costs
of running workshops (Altuna & Jun, 2014), limited time available to conduct the project
(Bjorgvinsson & Hillgren, 2004), time restraints for involving staff who already have high
workloads (Mensted & Onarheim, 2010) and the availability of all users at the same time
and place (Mensted & Onarheim, 2010, Altuna & Jun, 2014), which can lead to

inconsistent involvement (Altuna & Jun, 2014).

Given that staff time is limited, Johansson, Vink and Wetter-Edman (2017) report that
tensions can arise when they are asked to spend time on transformational activities not
obviously linked to service improvement, suggesting a need to make clear links between
the co-design activity at hand and broader ‘transformational’ aims, such as enhancing

patient participation.

Whilst the nuances of engaging staff are discussed in some detail, patients are often
simply described as ‘difficult’ to get involved (Altuna & Jun, 2014), perhaps for ethical
reasons, (Gradinar et al., 2017) or because ‘the physical and cognitive condition of some

stakeholders can also be a barrier,” (Mensted & Onarheim, 2010, p160). A wider review of
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the design literature shows that co-design tools have been developed for the inclusion of
people who have had a stroke (Neves, 2014), autistic adults with learning disabilities
(Gaudion et al., 2015), people with aphasia (Wilson et al., 2015), cognitive and sensory
impairments (Slegers et al., 2015) and visual impairments (Metatla et al., 2015), but given
the paucity of design projects focussed on SCI in general (other than those reviewed in the
preface of this thesis), this PhD study is in a position to contribute to the literature in this

arca.
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Part C: Discussion

3.16 Discussion

3.16.1 Introduction

This literature review has demonstrated the simultaneous, but mostly separate, shifts in
focus on increasing user participation in Healthcare and Design. This is true both for
engaging patients in shaping their own, individual care pathways and for engaging patients
as citizens in shaping healthcare service provision. This section will now discuss what has
been learnt, and is still yet to be explored, about designing to enhance patient participation

in (SCI) rehabilitation.

3.16.2 Role(s) of the ‘user’

Throughout the literature review, the people who we intend to engage in the PhD study
have been collated under different terms (according to the field being reviewed), including
‘citizen,” ‘patient,” ‘stakeholder’ and ‘co-designer’ (see appendix 9 for a review of these
terms in detail). In short, however, consideration of these terms and acknowledgement of
the roles ‘users’ may inhabit helps to highlight that participation isn’t always equal, and it
is this asymmetry of power that is the context of this PhD study. The study aims to engage
the host SIU inpatients within a co-design process, where they may inhabit patient, citizen,
stakeholder and/or co-designer roles, possibly (to some extent) simultaneously. SIU staff,
too, may need to balance commitments associated with being an individual stakeholder
(i.e. with personal work practices being challenged and possibly altered), a citizen of the
SIU community (i.e. with a duty to ensure the best possible experience for patients) and as
a co-designer (i.e. imagining new futures in a context which is not traditionally creative).
As such, the methodology taken forward must be sensitive to this, and allow participants

to lead the ways in which they wish to participate.

3.16.3 How is participation supporting (or not supporting) a stronger patient

engagement with rehabilitation processes?

Unfamiliar roles in participatory healthcare models

As discussed in Part A, there is evidence to suggest that most patients want an active role
in their healthcare, yet a comfortably active role can mean different things to different
people and it has been suggested that patients should be asked how they would like to be

involved on an individual basis. However, there is little advice available on how to inform
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patients about the roles available to them, nor on how to prepare both patients and staff for
their new roles (despite several authors stating a need for this). Indeed, other than Tai-
Seale et al.’s (2016) example, very few interventions target the behaviours of staff and
patients, and given that patients have been ‘trained’ to believe that their input isn’t
relevant (Holmes-Rovner et al., 2007) or fear being labelled ‘difficult’ (Tai-Seale et al.,
2016), any proposed intervention may need to make explicit the ‘arena’ of the

consultation.

Participation in SCI rehabilitation

Much of the literature available in Part A of this review considered one-on-one healthcare
consultations, where the dominant modes of patient involvement, or ‘patient-centred care’,
tended to utilise aspects of Shared Decision Making (SDM), often supported by Patient
Decision Aids (PDAs). Whilst this is better than no patient participation at all, this follows
an ‘informative’ model of patient-doctor relationship (Emanuel & Emanuel, 1992),

engaging the patient in a ‘transaction’ rather than a ‘caring’ interaction (Mol, 2008).

The healthcare literature was clear in the theoretical benefits of patients actively taking
part in a goal planning, in SCI rehabilitation and more generally. However, in practice,
case studies or advice on setting ‘patient-centred’ goals were not forthcoming, suggesting
the specific aims and context of this PhD study may address a gap in the medical

literature.

Experiences of active patient involvement in their own healthcare

Many of the patient-centred interventions found in the literature used quantitative
measures of change in health status as their primary evaluation tool. However, this study is
concerned with enhancing a less easily measurable outcome —patient participation — which
may be more suited to social science-based methods (i.e. semi-structured interviews),
particularly given the heterogeneous nature of the SCI patient population. However, it was
not common to find in-depth interviews with patients concerning their experiences using
such interventions, instead evaluations tended to focus on healthcare professionals’
experience of delivering them. This, then, shows the potential for this study to contribute
to the literature with a thorough evaluation of patient experiences related to their

participation in SCI rehabilitation.
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3.16.4 How is participation supporting (or not supporting) a transformation of

healthcare services toward more participatory practices, including staff?

The healthcare context is deeply rooted in traditional ways of working grounded in
scientific evidence, with established power dynamics between a patient and their
healthcare professional(s). What has become apparent from the reviewed literature is that
bringing in a design perspective can be well suited to navigating some of these challenges,
and can contribute to developing patient-centred services by leveraging and validating
new and different forms of knowledge. The strength of design-led methods such as
visualisation, prototyping and service enactment activities lies in their ability make this
knowledge visual and tangible, to translate and synthesise the perspectives of the
healthcare community so that it can be more easily shared, understood and collaboratively
developed (across disciplinary and hierarchical boundaries) into cohesive services

concepts that better reflect the complex, interdependent nature of healthcare needs today.

3.16.5 Where does the PhD study sit within the literature?

This study is positioned in the growing area of Service Design that is concerned with
taking participatory approaches with and within a healthcare community. Through this
lens, the experiences of patients as they navigate the service come into focus, rather than
viewing the patient pathway in a traditional process-driven manner. The review has
demonstrated the potential for co-designed artefacts, including visualisations, in enhancing
patient experiences of healthcare, affecting positive behaviour changes and mediating

productive working relationships between patients, families and healthcare professionals.

More specifically, the study is also concerned with repositioning the patient within these
healthcare services, focussing not just on the patient experience but also on the patient
role. Service logic notions of considering the patient as a co-creator of value can have
interesting implications in rehabilitation contexts, in order to renegotiate patient-
professional roles towards more participatory practices, but to date this has largely been
unexplored. In other words, this study is concerned with exploring what it means to design
for patient participation in a complex healthcare service, and what patients, families and

healthcare staff can contribute to the co-creation of such services.

3.16.6 What has been achieved in this area to date?

Whilst there is agreement in the literature that healthcare communities can and should be
involved in healthcare service development, and some positive steps made towards this

end, the conceptual and pragmatic difficulties in doing so are well documented. Moreover,
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projects taking a participatory approach to service development tended to either a) engage
patients in creative methods to learn about their experiences, to generate a set of
recommendations, or b) involved only healthcare staff in co-design activities. There is a
gap, therefore, to consider ‘patient experience,” and staff work practices alongside
potential patient roles as an active contributor and a co-creator of value in the healthcare

service.

In the whole review, only one example could be found of gathering inpatient input in situ,
through the use of patient diaries’ (Elg et al., 2012). This thesis argues that there may be
subtle differences in involving inpatients and outpatients in co-design activities, and
exploration of this concept may go some way to answering Mensted & Onarheim’s call
for more segmentation of user groups, especially in healthcare, and a need to 'move
beyond the ideal that involved users must constitute a group that represents the

multiplicity of needs and perspectives,’ (2010, p162).

The lack of inpatient involvement may partly be due to the fact that few studies in the
featured literatures focussed on rehabilitation contexts, where inpatient stay is longer. This
review found that the majority of the papers concerned with rehabilitation framed
‘enhancing patient participation’ in terms of doing more of what the healthcare
professional(s) advised, such as exercises. Whilst this is still an important part of a
patient’s functional recovery, it could be argued that this is still somewhat a compliance-
based, medical model of framing patient participation. Whilst some of the rehabilitation-
based sources reviewed reported changes in patient-professional communication and
recognition of potential patient agency, as a result of testing their prototypes with
healthcare communities, only one study could be found that drew on the Service Logic
notion of considering the patient as a co-creator of value (based in a one-to-one healthcare
consultation). As such, there is space to further explore what service design-led

epistemology of ‘participation’ can bring to multidisciplinary rehabilitation contexts.

In terms of implementation and impact, it has been highlighted that most service design
projects in healthcare focus on the ‘fuzzy front end’, and there has been ‘less focus on the
back-end of the development process, both in practice and in academia,' (Almqvist, 2017,

p2524). The literature reviewed shows a growing proficiency in engaging healthcare

> This project was also the only source to highlight the need to ensure anonymity in the
patient input, so that they may ‘feel secure’ that their comments wouldn’t affect their
future healthcare.
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communities in using design-led methods to learn about patient experiences, and in some
cases iterating prototype materials or services, but with fewer studies documenting co-
design, implementation or evaluation processes. More ‘transformational” outcomes are
linked to longer term or ‘embedded’ projects, but again, few examples could be found
with the aim of enhancing patient participation in rehabilitation or in healthcare services

more generally.
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Part D: Implications for the study

3.17 Implications for the study
3.17.1 Introduction

This study is addressing an underexplored area in participatory service design research by
focussing on rehabilitation services, and unique in its focus on a multidisciplinary
rehabilitation planning meeting such as the GPM. The literature review also highlighted
that inpatients are rarely involved in situ at any stage in participatory service design
projects, and few designers are able to operate from an ‘embedded’ position within the
hospital context. All of these issues have implications for how the main study will address
the three main research questions identified during the contextual review, as discussed

below.

3.17.2 Research Question One: What are the current experiences of staff, patients

and family members in the GPM?

After identifying the Goal Planning Meeting (GPM) as a potential site for intervention in
the contextual review (Chapter 2), this study turned to the healthcare and business
literature available to better understand its history and place within the wider trend for
active patient involvement. It became clear that each SIU approaches the process of goal
planning slightly differently, and there is not a tradition of exploring patient experiences
within it. Additionally, the medical literature does not approach the observation made in
this study’s contextual review that patients, staff and family members may experience the
same GPM differently. So, the information on the other processes and frameworks of goal
planning available may be a useful resource, but this study will need to proceed with a
deeper, structured investigation into goal planning experiences and attempt to establish a

‘baseline’ of patient participation within them.

From the design literature, Mullaney’s (2016) notion that one must look at patient
experience from different perspectives will be used to address this research question, using
a triangulation of patient, family and staff perspectives to better understand the GPM
experience. Frameworks for considering ‘experience’ from EBCD will be useful in
attempting to explore this, and as found in the previous review, the use of visualisations

can support participants in reflecting on and sharing their experiences. The data gathered
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needs to be useful, understandable and respected by both staff and patients in the

following co-design activities, so a mix of quantitative and qualitative approaches may be

needed.

3.17.3 Research Question Two: How can we engage the SIU community in co-
developing a new material or protocol to enhance patient and/or family
participation within the GPM, whilst also protecting their ongoing working
relationships with staff?

Approach

There are few precedents of engaging SIU communities in co-design activities (other than
those described in the Preface of this thesis) so much of the practicalities of the study
design must be based on the contextual review observations. Any activities involving staff
or patients will need to fit into the rehabilitation timetable, other staff commitments and
possibly visiting times. The tools and methods themselves may need to be adapted to

accommodate limited dexterity and increased fatigue associated with some spinal injuries.

Methods

On a more conceptual level, the previous review has highlighted the strengths of a design-
led approach in addressing the highly routinized and hierarchical nature of healthcare
services, using methods such as visualisations, prototyping and enactments to elicit,
validate, communicate, synthesis and leverage knowledge for creative collaboration. On
the other hand, little guidance is available on how to address the reported difficulties in
reconciling the different epistemologies of healthcare and design. As such, the researcher
aims to work in a flexible, responsive way, adapting her approach as needed based on her

knowledge of the SIU and how to work harmoniously within it.

Participants

Although many of the approaches reviewed hold face-to-face collaboration between
healthcare professionals and patients as the ‘gold standard’, some have reported tensions
between staff and patients through the renegotiation of power, but with little advice on
how to safeguard patient-professional relationships. As such, it may be more appropriate
to initially engage patients and professionals separately to avoid any risk of damaging
their crucial, ongoing working relationships. Methods will be chosen that facilitate
collaboration and continuity despite this lack of face-to-face contact, such as iterative

prototyping and the ‘Experience Goal’ method described in section 4.9.2.
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This study may also contribute to the literature by exploring the hypothesis that
outpatients and inpatients should be included in rehabilitation service improvement

projects for the ‘hindsight’ and ‘current’ experiences they hold respectively.

Designing for enhanced participation

The literature suggests that co-designed materials can be introduced into patient-
professional interactions to support patient understanding or efficacy in therapy exercises.
However, there is room to explore how else a patient could contribute in roles of ‘value
co-creation,” and how to safeguard staff’s duty of care (in these unfamiliar roles) when
patients are empowered to do so. Given that this study is situated in the GPM, where
(potentially shared) decisions are made that shape a patient’s rehabilitation pathway, there

is a lot of scope to explore these ideas.

3.17.4 Research Question Three: What are the effect(s) (if any) of a co-developed

intervention in the GPM?

As discussed throughout this chapter, robust evaluations of collaborative service
development projects are not common in healthcare- or design-led approaches. Here may
be an opportunity to explore how design-led methods can be enhanced by both qualitative
and quantitative measures to understand (new) patient and staff experiences, evaluate
impact of the intervention and suggest future improvements, and as such may better
communicate its findings to both design and healthcare audiences. However, the
fundamental epistemological differences between the fields of healthcare and design must

to be acknowledged, as discussed in the next chapter.
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04 Methodology

4.1 Introduction

At this stage of this PhD study, an in-depth contextual review of the host SIU (Chapter 2),
supported by a targeted literature review of relevant healthcare and design literatures
(Chapter 3), has been used to frame the site and purpose of intervention. In this chapter,
the aims of the PhD study are revisited and followed by a brief discussion on the
worldviews of Scientific and Design Research. This discussion leads to the proposal that

these seemingly contrasting worldviews can instead be considered complimentary.

Whilst this study has an emergent quality, this chapter explains the overall methodological
approach taken and why, as informed by the literature and the preliminary contextual

reviews.

4.2 Aims and objectives

The main aims of this PhD were to engage the SIU community in the co-design of an
enhanced Goal Planning Meeting (GPM) that better supported patient participation.
‘Participation’ was understood as akin to an ‘interaction’ rather than a ‘transaction’ (Mol,
2008), where patients and healthcare professionals are understood to be experts in their
own domains (Edh, 2006), with valuable knowledge to share and use to affect the

rehabilitation practice.

Informed by the insights gained in chapter 2, the main objectives of the study were as

follows:

e Phase One: Develop a clear understanding of the GPM from patient, family and
staff perspectives, and opportunities for improvement within them.

e Phase Two: Engage the SIU community (which is understood to include staff,
outpatients, inpatients and their families) in a co-design process that addresses the
power dynamics inherent in a hospital context, and does so in a way that protects

their on-going working relationships.
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e Phase Three: Integrate the co-designed GPM intervention into the rehabilitation
pathway, and capture a rich understanding of the ‘new’ GPM experience from
patient, family and staff perspectives.

o As well as conducting a rigorous evaluation of the effects of the
intervention, this study also aimed to evaluate the co-design process

employed.

To achieve these objectives, the researcher intended to continue working in an ‘embedded’
way within the SIU; in other words, continuing to be based in the hospital setting, being
‘present’ on the wards as much as possible, and ensuring the design-led methods were
being introduced in a manner that is sensitive to the context. However, design-led methods
and healthcare contexts are subject to different worldviews that can be difficult to

reconcile, as explored below.

4.3 Scientific paradigm

Research within healthcare predominantly emerges from the scientific paradigm, the key
principles of which are outlined below. It is worth noting that this study, based in the host
SIU, is framed by this epistemology, or in other words this is how the SIU staff see the
world and how their practice is framed. As such these worldviews must be considered

alongside the researcher’s own when working in healthcare contexts.

4.3.1 Ontology and Epistemology

The field of scientific inquiry adopts an objectivist approach which maintains that reality
exists independent of observation, and the objects within it have ingrained meaning(s) that
can be studied. Within the scientific community, a structuralist stance is often employed,
which holds that generic principles can act as governing rules to predict, determine or
explain a multitude of situations. Scientific knowledge, then, is a description of ‘what is,’
and concerned with ‘universal truths’ (Fischer, 2007). Scientific ‘evidence’ is concerned
with that which is provable and repeatable, where the knowledge gained can often be

generalised and applied to other situations.

43.2 How is research conducted?

Scientific inquiry is often based on established, testable hypotheses, mostly using
quantitative methods of exploring measurable effects, generating discrete (i.e. numerical

or true/false) data to inform provable conclusions.
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From a healthcare perspective, the Randomised Controlled Trial (RCT) is largely
considered the ‘gold standard’ in medical research, often for the purposes of testing the
efficacy of a new drug treatment. The key principles of the RCT, which are applied to
many other scientific research methods to varying degrees, include the randomization of
participant selection to avoid bias (although efforts may be taken to ensure a range of
participants from specific demographic groups such as age, gender, weight, etc.) and the
use of'a ‘control’ group who do not receive the intervention, where participants are

unaware of which group they belong to (see Sibbald, 1998).

4.3.3 Strengths and Weaknesses

The scientific approach can be considered very necessary in the field of medicine, in terms
of understanding and purposefully allocating the correct treatment for a particular illness,
etc. The role of evidence-based approaches to healthcare service improvement has also
been discussed earlier in this thesis (see section 3.5, also Carr et al., 2011). However, it
has been established that the use quantitative measures alone are unable to account for
people’s lived experiences, or the reasons behind their thoughts and feelings (Sutton &

Austin, 2015) and as such can limit the scope for innovation within healthcare services.

4.4 Design paradigm
4.4.1 Ontology and epistemology

Designers often employ a Social Constructivist approach, which maintains that reality is
not governed by a single discoverable truth, and that knowledge is considered a social
construction as we engage with the objects and people within it. This worldview accounts
for the idea that people may experience the same phenomenon differently, and as such

design work seeks to understand and use these multiple experiences.

This approach places an emphasis on understanding people and their social interactions,
not to create ‘correct’ or ‘provable’ solutions, rather to engage with ‘real world’ situations
and the ‘messy’ or ‘wicked’ nature of the problems within it (Glanville, 2015, see Rittel &
Webber, 1973). In other words, whilst scientific inquiry aims to establish ‘what is’, design
‘will always be about creating something that does not yet exist,” and as such the aim of
design inquiry is to bring together the ‘real” and ‘ideal’ states (Nelson and Stolterman,

2003, p31).
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4.4.2 Evidence in Design Inquiry

Within the design paradigm, ‘knowledge’ and understandings of what is ‘real’ is grounded
in the complex details and relationships in everyday life, which is also described as
‘phronesis’ or ‘practical’ knowledge (Glanville, 2015). The criterion for ‘evidence’ within
phronesis knowledge is that which is ‘good enough’ to help us act (Glanville, 2015). This
evidence does not need to be ‘right’ or ‘true’ as understood in the scientific sense, and by
aiming for ‘good enough’ the possibility to try again is opened up (p20), which accounts
for the iterative nature of many design projects. Using knowledge or conclusions that are
‘good enough’ is a concept derived from the work of pragmatist philosophers such as
William James and John Dewey, and potentially opens up design research to a wider range

of participants, including those not formally trained in design practice.

443 How is research conducted?

Design research has its roots in Action Research, which is described as ‘any research into
practice undertaken by those involved in that practice, with an aim to change and improve
it,” (The Open University, 2005). It is characterised by ‘a self-reflective spiral of cycles of
planning, acting and observing’ and aims to build a ‘two-way flow of information,
knowledge and expertise between researchers and practitioners,’ (Elg et al., 2012, p331-2).
Research through Design’s similarities to Action Research will be highlighted throughout
this section, but it distinguishes itself through its ‘designerly’ approach to taking and

reflecting on action.

Design Research can be considered as distinct from scientific research (Saikaly, 2005) and
as strictly related to ‘designerly ways of knowing’ (Sangiorgi & Scott, 2015, see Cross,
2001). It focuses on ‘specific, intentional and non-existing’ situations rather than the
‘universal and existing’ knowledge sought in science-based inquiries. The design process
or ‘design experiments’ (Eriksen & Bang, 2013) are increasingly at the core of Design
Research (Sangiorgi & Scott, 2015) to the point where ‘design work becomes inseparable
from research’ (Koskinen et al., 2009). Although method is crucial to scientific research,
Sangiorgi and Scott urge designers not to simplify their approach to mimic this, and to
instead establish ‘guiding frameworks and... critical mindsets to help contextualise and

evaluate one’s own work within wider social dynamics of change,’ (2015, p114-5).

The simplest distinction to make within multiple ways of conducting Design Research is
whether it is informed by theory or if it is practice-focussed. The latter uses design

projects as a ‘research strategy to enable exploratory investigations of indeterminate
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(‘fuzzy’) research problems or multivariate (‘messy’) situations when specific research
questions emerge only as the practical work develops,’ (ibid). As this is in concert with the
complex context of this PhD study, the following sections will explore the practice-

focussed branches of Design Research.

Christopher Frayling (1993) is often cited for suggesting that Design Research can be
categorised as being research ‘into’, ‘for’ or ‘through’ design. Research into Design is
usually theory based, for example a historical retrospective of a particular design style
(Sangiorgi & Scott, 2015). Research for Design can be considered ‘practice-based’, which
involves the analysis of design processes or artefacts, but not necessarily production of
original artefacts (Scrivener, 2009). The final category, Research through Design, can be
considered ‘practice-led’, where design practice leads the whole research process, closer
to an action research methodology (also referred to as practice-centred research, Rust et al.

2000).

Design Research

Research
Into
Design

(Theory-based)

Research
For
Design

(Practice-based)

Research
Through
Design

(Practice-led)

or
(Practice-centred)

Fig. 4.1: A tree diagram of the main approaches within Design Research (adapted

from Frayling, 1993).

4.4.4 Research through Design (RtD)

Research through Design (RtD) has largely been discussed within the field of Human-
Computer Interaction, although in recent years it has become an ‘increasingly recognised
approach to research in any discipline,” (Godin & Zahedi, 2014). Unlike its counterparts
(research into or for design), practitioners of Research through Design have yet to reach
consensus on ‘best practice’, as ‘no agreed upon research model existed for [...] designers
to make research contributions other than the development and evaluation of new design

methods” (Zimmerman, Forlizzi, & Evenson, 2007, p. 493). In a review of the RtD
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literature, Godin and Zahedi found that whilst the term was given several definitions, or
compared with similar practices (such as constructive design research, practice-led
research and project-grounded research), none of the definitions were necessarily
contradictory, and that they were all ‘concerned with an underlying shared goal:
establishing aspects of research done through the design process and its resulting product,’

(2014, p1668).

For the purposes of this study, RtD was understood in line with Zimmerman and
colleagues’ description as the “process of iteratively designing artifacts as a creative way
of investigating what a potential future might be” (2010, p312). This cyclical nature of
RtD highlights its roots in Action Research, however it is distinctive in its use of designed
artefacts to investigate an ‘ideal’ situation (Nelson and Stolterman, 2003). Indeed, it is
argued that the knowledge generated by RtD is embedded in these iteratively designed

artefacts, as discussed in section 4.9.1.

4.4.5 Contexts of RtD

Frayling (1993) suggests that Research through Design can occur within contexts of the
lab (i.e. testing pre-determined hypotheses), the field (i.e. real-world contexts) or the
showroom (design outputs viewed as independently observable artefacts, similar to

exhibitions of fine art).

Design Research

Research Research Research
Into For Through
Design Design Design

TN

Lab Field Showroom

Fig. 4.2: A tree diagram demonstrating the main contexts within Research through

Design, adapted from Frayling, 1993 and also discussed by Koskinen et al., 2011.
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4.4.6 Strengths and weaknesses of design research

Mullaney argues that the tools used in design inquiry are more suitable for handling the
‘real’, which is ‘continually being created, while the true is predetermined’ (2016, p63).
As discussed in the literature review, the field of design has a history in eliciting,
understanding and using people’s lived experiences in order to improve them. It also
acknowledges that ‘how one individual understands an object or behaviour can be
drastically different than another individual's understanding of it,” (Mullaney, 2016, p63)
and is able to work with these (sometimes conflicting) perspectives constructively (see

Ehn, Nilsson and Topgaard, 2014).

However, much like its roots in Action Research, the results of an RtD inquiry can be
difficult to evaluate, as no two designers may approach the same problem and produce
similar artefacts (Zimmerman et al. 2007). However, rather than judge RtD on its
replicability (as in the scientific paradigm), Biggs and Biichler suggest that “rigor in
research is the strength of the chain of reasoning, and that has to be judged in the context
of the question and the answer” (2007, p69), and that if the process is judged to be
rigorous, then the claim of the outcome is validated. In summary, rigour in a RtD approach
can be enhanced by documenting and being able to account for the decisions made
throughout the process, or in other words, how, when and why the iteratively designed

artefacts were changed.

4.5 Differing worldviews on participation

As discussed in the literature review, the way in which healthcare- or design-led
approaches to service improvement involves the ‘users’ varies, and this discussion is
equally as valid in the context of research. Collins, Cook and Choukeir (2017) provide an
interesting discussion on the different interpretations of ‘participation,’ including positivist

notions of representativeness and constructivist approaches to participation.

4.5.1 Representativeness

According to Collins, Cook and Choukeir, ‘the notion of representativeness draws heavily
upon conventionally positivist assumptions about objectivity; for example, does the
sample of users represent adequately the demographic profile of the population that will
be using the service, or will the insights of the designer get skewed?” As discussed above,

this approach may be more prevalent in scientific paradigms.
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4.5.2 Constructivist approaches to participation

From the field of anthropology, the ‘crisis of representation’ (Said, 1989) led to new ways
of thinking about how people can be ‘depicted linguistically, symbolically and
aesthetically (Hall et al., 2013); [and] how we as designers and researchers turn
knowledge into insights, weaving those into the design process... and acknowledging our
own part in shaping this interpretative process,” (Collins, Cook & Choukeir, 2017, p107).
This demonstrates a more reflective approach to involving ‘users’’ insight in design
research, more in line with design’s social constructivist worldview, that pays attention to
the ‘power dynamics of a specific process or context [which] might serve to privilege

some voices and silence others,’ (ibid).

Speaking from a Service Design perspective, Cook, Collins and Choukier also take this
argument further, stating that ‘while service designers are equipped with valuable visual,
communication, narration and creative thinking to represent the under-represented
imaginatively,’ (as discussed in the literature review), ‘they should build into their own
practices the time and space for critical reflection about these representations that they are

crafting,” or ‘critical participatory practices,” (2017, p113).

4.6 Epistemological Approach and Methodology

4.6.1 Overview

This PhD study took a Research through Design approach to explore and shape patient,
staff and family experiences of the GPM, drawing on the fields of Participatory Design
and Service Design to address issues of power and the complexity of the STU
rehabilitation service. This was in line with the researcher’s social constructivist
worldview and belief that such a complex context (the SIU) and experience (SCI
rehabilitation) cannot be understood nor improved by quantitative methods alone. The
review of RtD approaches has highlighted that this methodology could have taken several
forms, so for clarity the three ‘pillars’ supporting it (a focus on experience, a participatory

approach and co-creating value), are each described below.

4.6.2 A focus on experience

Although this study is concerned with patient participation, existing metrics of measuring
participation (such as the Patient Activation Measure, as described in section 2.3) were not
used as they may limit the scope knowledge produced about the GPM, and ways to

enhance it. Instead, a focus on eliciting and using experiential data was used to inform
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priorities and potential opportunities to enhance the GPM, and to consider the multiplicity
of perspectives of the GPM productively. Additionally, it was considered that even with
the best intentions, a co-designed intervention may not improve patient participation, but
may improve the patient, family or staff experience of it, which is still important to
capture during evaluation stages of the study. As discussed in the EBCD literature, asking
members of the healthcare community (including patients) to share their ‘experience’ of a
situation (rather than their evaluation of it) elicits richer, more useful data for design (Bate
and Robert, 2007), and also allows them to lead the discussion, in line with the

participatory principles of the methodology (discussed below).

4.6.3 Participatory approach

Although this study did not intend to develop an ICT-based intervention, the core
principles of Participatory Design (rooted in the Scandinavian workplace democracy
movement) formed a key pillar in the methodology of this study. These principles include
the concepts of ‘having a say’ (the political stance that those who are affected by a design
have the right to be involved in its creation), mutual learning (the pragmatic stance that
those affected by a design are best placed to shape it) and co-realisation (the use of

‘making’ to flatten hierarchies and effectively share knowledge).

Robert and Macdonald argue that a key tenet of a Participatory Design approach is its
potential to create an open space where traditional power structures are suspended, ‘where
differing views of ‘evidence’ and ‘knowledge’ are not mutually exclusive’ (2017, p120)
and a plurality of opinions can co-exist, usefully. Within the specificities of this study, this
translated into tailoring the co-design process to engage the multiple ‘virtuosos’ (Sanders,
2001) of the various SIU experience domains at each stage of the study, including
outpatients, staff, inpatients and their families, and using methods that allow participants’
participation to be influential and legitimised (Simonsen & Robertson, 2013). This also
involved adapting the workshop structure and tools to anticipate the potential physical and

emotional limitations associated with SCI.

4.6.4 Co-creating value in the GPM encounter

As a field, Service Design has become practised in considering how multiple actors (and
resources) can come together to ‘co-create’ value through a service encounter (Sangiorgi
& Prendiville, 2017a). This concept formed the third ‘pillar’ of this study’s methodology,

or more specifically, considering the ways in which patients, staff, families, and
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supporting materials, can promote and facilitate patient participation within the GPM

service encounter.

The specific tools taken from the fields of Participatory Design and Service Design to

reinforce these ‘pillars’ will be discussed below.

To support participation from SIU staff as equal partners in this process, and to enrich the
knowledge derived from the RtD approach, the methodology also chose to incorporate
approaches and types of ‘evidence’ that may be better understood, or respected, by the
(scientific) healthcare community (i.e. quantitative measures) in a mixed-methods

approach, described below.

4.7 Mixed-methods approach

4.7.1 Overview

It can be hard to reconcile quantitative and qualitative methods as they come from
distinctive (opposing) worldviews (Mullaney, 2016). However, this study takes the view
that they can each provide ‘distinctive kinds of evidence’ (Ritchie, 2003, p38) and can be
complimentary in providing a richer picture of ‘what is’ in order to inform the design

process (Hagen, 2014).

4.7.2 Mixed-methods for enhanced data collection

Mullaney (2016) provides an example of a mixed-methods approach to exploring patient
‘experience’ as richly as possible within the context of radiotherapy. She argues that
quantitative methods can’t replace the insights generated through qualitative means, but
they can be useful in dealing with ‘big data’ and providing knowledge that is more
sharable across disciplines. As such, quantitative methods were chosen alongside
qualitative methods more traditionally found in design-led approaches to explore the
multiple perspectives of the GPM. As mentioned above, these quantitative measures were
not found through existing patient participation surveys, but rather were used to explore
facets of ‘experience’ in a comparable way across participants (i.e. Likert scales, further

details are given in the next chapter).

Although the contextual review and literature review established that the SCI patient
population is diverse, and that the SCI rehabilitation is a highly individual experience,

scientific approaches to considering the range of demographic factors (such as age,
175



gender, incomplete or complete SCI) present in the participants engaged in the study were
also taken forward, in order to demonstrate a respect for scientific traditions and to at least

account for the potential bias present in the data collected.

Mullaney also took the ‘mixed-methods’ approach one step further by including ‘design
experimentation’ as a ‘third dimension,” drawing on Eikeland’s (2006) model of three
traditional research approaches: ‘observation’, ‘asking questions’ and ‘experimentation’.
In her work, this took the form of Design experiments (Eriksen & Bang, 2013) but
arguably could also include other design-led methods such as visualisation, prototyping,

etc.

The methodology used in this study employed quantitative, qualitative and design-led
methods together to develop a rich understanding of the current GPM experience, in order
to inform initial design proposals and to guide the collaborative, iterative development of
these proposals (or ‘prototypes’, as discussed below) into the co-designed intervention.
This triangulation of GPM experience was repeated after the implementation of the

intervention to demonstrate equal consideration of impact and evaluation.

Observe

Interview Visualise

Fig. 4.3: A representation of the mixed-methods approach used to investigate

multiple experiences of the GPM

4.7.3 Mixed-methods to enhance collaborative working

Hagen (2014) described using mixed-methods as a way of showing humility and openness
to the research traditions respected by the healthcare context in which she was working.

She and her colleagues also found that ‘adapting design tools to connect and integrate both
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perspectives as inputs for the design,” and ‘showing the source of all insights’ was useful.
As such this methodology chose to encourage staff ‘buy-in’ by creating a sense of
transparency and rigour in the co-design process; by making clear links between the
design priorities and a quantitative and qualitative evidence base; and by ensuring the

reasoning behind on-going design decisions were documented and clear.

4.8 Methods to understand the GPM experience(s)

4.8.1 Overview

The following methods were used to identify the priorities for improvement within the
GPM, to inform the first iteration of the prototypes used in Phase Two. This data was also
used to establish a ‘baseline’ of the GPM experience, to be compared with the GPM
experience after intervention. Although ‘experience’ is inherently subjective and therefore
difficult to objectively compare before and after intervention (as in scientific research), the

methodology aimed to capture any trends or key differences that emerged.

4.8.2 Qualitative methods

Ethnography, with its roots in anthropology, has been a key concern of Participatory
Design since the early 1980’s, as discussed in section 3.7.4. Additionally, Sangiorgi and
Prendiville (2017a) describe how the field of Service Design has also seen a rise in
anthropological and practice-based descriptions of services, understanding services within
socio-material and cultural contexts (see also Blomberg and Darrah, 2015). Given the
complexities of SCI rehabilitation and the interdependencies of the various rehabilitation
disciplines alongside supporting materials, ethnographic observation of the GPM was

chosen as a key method of studying the GPM experience.

4.8.3 Design-led methods - visualisation

Design’s strength in using methods of visualisation to make sense of complex situations,
and engage non-designers in this sense-making process, has been established in the
literature review of this thesis. In this methodology, visualisation methods were chosen to
generate as objective a view of the GPM as possible, by mapping the time each GPM
participant spent talking on generic rehabilitation topics (such as medication, skills
training, etc.) along a timeline (see section 6.5). This allowed the SIU staff in particular to
understand the different kinds of ‘evidence’ that can be generated from design-led
methods, and that such methods can engage with quantitative data (such as time spent

talking) creatively and usefully, with an aim to highlight opportunities for intervention.
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4.8.4 Questionnaire-led interviews

The mixed-methods approach described above is perhaps best exemplified in the use of a
questionnaire-led, semi-structured interviews with patients, family and SIU staff members,
which contained quantitative (i.e. tick-box or Likert-scale) questions, qualitative (i.e.

open-ended) questions, and diagrammatic (i.e. visual) questions (see section 5.5).

Incorporating a mixture of question types in this way allowed the participants to somewhat
guide the discussion (due to the open-ended nature of the qualitative questions), whilst
also gathering some data than can be easily compared between patients before and/or after
the intervention (in the quantitative questions) and ensuring that all of the domains the
researcher wanted to discuss were at least raised. Additionally, it could be argued that both
the quantitative questions (which are quick and easy for the participant to complete) and
the diagrammatic questions (which could allow for a greater nuance of expression where
words may give a limited understanding of a given topic) increased the likelihood that at
least some data would be gathered from patients who chose not to talk in a lot of detail, or

who had difficulty in expressing themselves.

4.8.5 Qualitative Data Analysis

As highlighted above, qualitative data were gathered both before the intervention (Phase
One) and after the intervention (Phase Three). These data were transcribed and uploaded
into NVivo© (a qualitative data analysis software), and analysed according to the aims of

each Phase (see appendix 1 for a full introduction to qualitative data analysis).

The Phase One qualitative data were analysed by coding the transcripts deductively (Pope,
Ziebland & Mays, 2000), using the questionnaire items as a guiding framework® (see
appendices 10-12 for examples of the questionnaire used in Phase One semi-structured
interviews). In this way, the researcher could collate all of the participants’ insights around
consistent, robustly evidenced areas of interest in the GPM experience (informed by the
contextual review and literature review, as described in 5.5), and interpret them within
participant groups (i.e. patient, family and staff’s separate experiences) as well as more

generally across the SIU community. This allowed the researcher to create evidence-based

% According to Ryan and Bernard, a priori themes come from the characteristics of the
phenomenon being studied; from already agreed on professional definitions found in
literature reviews; from local, commonsense constructs; and from researchers’ values,
theoretical orientations, and personal experiences,” (2003, p88).
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summaries, with illustrative quotes, of the current GPM experience from multiple
perspectives (given in section 6.8). This was considered sufficient analysis to inform the
development of the initial prototypes and Experience goals for Phase Two (see section

6.10), and an appropriate time commitment given the number of participants involved.

The Phase Three qualitative data, which aimed to give a rich description of the (new)
GPM experience using the intervention, was analysed using an integrated approach to
coding (Bradley, Curry & Devers, 2007), using a pre-defined guiding framework as well
as an inductively developed set of codes that are ‘obtained gradually from the data,” (Pope,
Ziebland & Mays, 2000, p114). This was to ensure topics of interest were addressed whilst
also leaving room for emergent, unexpected findings, in line with this study’s social
constructivist stance. As in Phase One, the questionnaire items (informed by the Phase
One questionnaire and the format of the intervention, see appendices 13-15) were used as
an initial guiding thematic framework and applied deductively the qualitative data. The
data gathered within these pre-defined themes were then reviewed and analysed
inductively, creating new or more nuanced themes as necessary (discussed in sections 8.6-

8.9, with further details given in appendix 16).

4.8.6 Quantitative data analysis

The quantitative questionnaire items allowed for discrete, numerical ratings of aspects of
the GPM experience to be derived and compared. This quantitative data can be
summarised across the participant groups to statistically show how much of the SIU
population agrees with a particular statement about the GPM experience, or how often
participants felt certain topics were covered appropriately in the GPM discussion. As Ali
and Bhaskar have it, ‘statistical analysis gives meaning to the meaningless numbers,
thereby breathing life into a lifeless data,” (2016, p662). As such, quantitative methods
were not included in the methodology simply to satisfy the expectations of a traditionally
scientific SIU staff cohort, but rather they brought new meaning and depth to the

understanding of the GPM experience.

It should be noted that whilst the field of statistics has a rich heritage of complex processes
of analysis, this study aimed to understand the GPM experience enough to act within it,
rather than explicitly and definitely describe the phenomenon. As such, simpler forms of
quantitative data analysis were deemed sufficient, such as percentages of patient vs staff

participants that agreed with a particular statement, etc.
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4.8.7 Visual data analysis

By its nature, the act of visualising (in the manner described above) is a form of analysis
itself. By abstracting the detail of a given situation and its components, the researcher
aimed to more clearly see general trends or to identify key issues, and to be able to share

these insights with the SIU community to be developed further.

4.9 Methods to co-design the GPM experience(s)
4.9.1 Prototypes and Prototyping in Design Research

Prototypes are a hallmark of many forms of Design Research (Wensveen & Matthews,
2015, p262), and indeed throughout the contextual and literature reviews of this study a
focus has emerged on how artefacts can help to structure particular experiences or guide
staff-patient collaboration in creating them. It is widely acknowledged that prototypes act
as ‘manifestations of design ideas that concretise and externalise conceptual ideas’
(Wensveen & Matthews, 2015, p262), but in a research context we can consider the ‘the
process of iteratively designing artefacts as a creative way of investigating what a
potential future might be,” (Zimmerman et al., 2010, p313). Research through Design as
‘research that imagines and builds new things and describes and explains them’ is also

referred to as ‘constructive design research’ (Koskinen et al., 2011, p6).

Whilst prototyping is often used for furthering design agendas (i.e. prototyping for
practice), Wensveen and Matthews suggest that ‘new properties come to light’ when they
are used for research purposes (2015, p263). They go on to provide four models that frame
how prototypes can be used, with the hope to ‘erode the idea that “Research through
Design” is a (singular) research method or approach, in favour of the view that there are a
multitude of legitimate intersections between design research and practice,” (p263). As
above, these models can be mapped onto existing models of design research (see fig. 4.5),

and are summarised from Wensveen and Matthews’ descriptions below.

1. Prototypes as an experimental component. Here the prototype can be thought of as
a ‘physical hypothesis,” where its appearance, functionality, interactivities and
context are treated as variables and altered independently to investigate its effects
in use. This can arguably be mapped onto the ‘lab’ branch of Research through

Design.
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2.

Prototypes as a means of inquiry. In this approach prototypes are deployed to
generate understandings about contexts of use or users. This arguably fits within
the ‘field’ branch of Research through Design.

Prototypes as a research archetype. Here, prototypes represent physical
embodiments of concepts and their role is ‘exemplary or ostensive,” perhaps best
places in the ‘showroom’ context of Research through Design.

The process of prototyping as a vehicle for inquiry. In this approach the
prototyping process is ‘documented, analysed, critically assessed and written up,’
(p269). Here the contribution is not in the design output itself but in how it was
crafted. Horst (2011) describes prototypes as ‘platforms for participation’ where
users can make real-time changes to a design concept. Although this may be
applied to any of the three branches of Research through Design, the inclusion of
users in the prototyping process (as in this study) suggests a focus on the ‘field’

context.

Design Research

Research Research Research
Into For Through
Design Design Design

TN

Lab Field Showroom

Prototypes as an Prototypes as a
experimental research archetype
component

Prototypes as a Prototypes as a
means of inquiry vehicle for inquiring

Fig. 4.4:

A tree diagram representing the roles of prototypes and prototyping

processes within Research through Design. Adapted from Frayling, 1993, Wensveen &
Matthews, 2015, and Sangiorgi & Scott, 2015.
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It is important to acknowledge that the roles of prototypes can overlap and the ‘same
prototype can feature in different roles in the pursuit of different design contributions’
(Wensveen & Matthews, 2015, p271). Both of the roles situated in the ‘field” context
(prototypes as a means and vehicle for inquiry) were considered applicable within this
PhD study, given its concern with how the SIU community could be collaboratively and

creatively engaged to enhance the rehabilitation experience.

Stappers et al. (2015) argue that prototypes can also help to give a Design Research
project the same “unity’ that Scientific Research embodies by subscribing to a consistent
theory or method. This unity can be reached by ‘a commitment to achieving an
improvement in the phenomenon under study, where either a designed prototype or a
flexibly defined framework provide the central focus of the work,’ (p163). To support this,
prototypes can ‘give direction to the research, help to focus attention and demarcate the
boundaries of interest,” (p171), which when considered alongside the concept of
‘experience goals’ was considered particularly applicable to this study’s co-design

process.

49.2 Experience Goals

Experience goals (as described in section 4.9.2) can be particularly useful when engaging
diverse groups of participants, and as such were considered relevant to this study’s efforts

to collaborate the SIU community.

Whilst maintaining a general focus on ’participation’, the findings from the Phase One
exploration of the current GPM experience (chapter 6) were used to guide the
development of these experience goals. This facilitated a more participatory approach to
establishing the guiding framework for the co-design process, where the experience goals
were used in two ways; a) to maintain a clear, shared purpose in the co-design activities;
and b) to act as an evaluative framework in order to establish when the co-designed

intervention was ready to be implemented.

4.10 Ethics

Design work, in general, is inherently a moral activity as its outcomes can affect people’s
actions, choices and experiences (Verbeek, 2011). Within the SIU the ethical
considerations were arguably much higher, as it aimed to collaborate with newly spinal

cord injured-people, and their family members. This particular group of participants may
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have had practical, medical and emotional issues affecting their ability or desire to
participate, which were assessed and considered at all times. As the work was conducted
within a hospital context, the anonymity of patients and staff members not participating,
but in the vicinity of research activities, was also considered. The safety of the participants
(including patients) and the design researcher was considered, but was agreed to not be in
question due to the low-risk nature of the study activities and the large volume of

healthcare professionals present in the hospital environment.

The appropriate ethical committees within the university and hospital contexts were
consulted prior to (and when necessary, during) the study to ensure ethical conduct.
Informed consent was obtained from all participants in the study, who were then given the
opportunity to withdraw from the study at any time. Full details of the ethical code of

conduct will be described in the next chapter.

4.11 Conclusion

Whilst subscribing to a social constructivist worldview, the methodology of this study
recognised the complimentary potential of incorporating approaches traditionally found in
scientific and design-led fields together, and the importance (for practical and pragmatic
reasons) of taking a participatory approach to designing for healthcare services. This
mixed-methods approach was chosen with the hopes of generating a deeper knowledge of
GPM experiences, and as such drive meaningful, sustainable, positive change within it. In
addition, the methodology aimed to communicate to both medical and design audiences,
and as such the contributions of quantitative, qualitative and design-led methods were
each considered valuable, and in combination, the whole was considered ‘greater than the

sum of its parts,” (Mullaney, 2016).
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05 Study Design

51 Introduction

As discussed in the previous chapter, a mixed-methods approach will be employed to
understand, co-develop and experiment within the host SIU’s Goal Planning Process, with
the overall aim of enhancing patient participation in SCI rehabilitation. Central to this
process is the collaborative elicitation and use of experience data from and with the STU
community, where outpatients, inpatients, family members and staff members are

considered to offer equally valuable contributions.

Here it is important to note that, within the GPM itself, patients do not always ask family
members to attend. Instead, they may prefer to invite close friends or even legal
assistance. As such, the study will be investigating the experiences of staff members,
patients, and the People/Person Important to the Patient (PIP). The PIP may be a family

member, but this term will be used from this point forward for simplicity and inclusivity.

This chapter will describe the study design as set out into three main phases:

e Phase One: Understanding the multiple perspectives of the current GPM process
e Phase Two: Engaging the SIU community in a series of prototype-led co-design
workshops

e Phase Three: Testing and evaluating the co-designed intervention.

This chapter will then conclude with a summary of the ethical protocol used to guide the

process.

5.2 Phase One: Research Questions

There are two questions driving the first phase of this study:

1. What are the ‘baseline’ experiences and opinions of the GPM from the
perspectives of patients, PIPs and staff?

2. What are the priorities for change within this experience?
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Question one will be addressed directly in the methods used, whereas the answers to

question two will become more apparent through analysis of the data collected.

5.3 Phase One: Method Summary

Phase One will consider eight GPM’s (of eight different patients) as case studies for
investigation. This sample size was chosen for feasibility to complete within 1 month by a
single researcher whilst still being large enough to include a variety of patient situations
(i.e. injury level, time spent on the rehabilitation ward, etc.). The experiences of patients,
PIPs and staff members will be triangulated using a mixed-methods approach, including;
ethnographic observation and note-taking during the GPM; audio recording and
conversation visualisation of the GPM; and semi-structured interviews with the patient,
PIP and key worker after the GPM. These methods are described individually in more

detail below.

Observe

Visualise

Interview

Fig 5.1: A representation of the mixed-methods approach used to investigate

multiple experiences of the GPM.

5.4 Phase One: Method 1: Observations

After recruiting the patient and asking permission of the staff and PIPs involved, (see
section 5.8 below), the researcher will passively observe the GPM, sitting in the back of
the meeting room to minimise the influence of her presence. During these observations,

the researcher will take notes and/or on any perceived barriers or bridges to patient
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participation in the meeting displayed by any of the meeting participants. This may
include behaviour, speech, tools used, body language, etc. An observation matrix was
developed for this purpose, however after trialling this in a GPM (not included in the
Phase One results), it was found to hinder rather than assist the researcher’s note-taking.

So, a more ad-hoc approach will be taken to note-taking instead.

5.5 Phase One: Method 2: Questionnaire-led, Semi-Structured Interviews

5.5.1 Questionnaire Content

The patient, PIP and key worker will be invited to a semi-structured interview after the
GPM, guided (but not dictated by) a questionnaire developed by the researcher. The
content of the questionnaire has been developed so that it can be comfortably delivered
between 60-90 minutes, to avoid causing patient fatigue with too long a discussion. The
questionnaires are tailored to each group, yet similar enough to compare perspectives (see
appendices 10-12). As well as asking for non-identifiable demographic data (such as age,
injury level, number of GPMs attended to date), the questionnaire uses a mix of open-
ended, Likert-scale, tick-box and diagrammatic questions, informed by a range of key

sources:

e Bate and Robert (2007) encourage researchers to invite participants to give short
narratives of their experience, rather than ask if they were satisfied with a
particular aspect of it. This goes beyond simple open-ended questions, and allows
participants to set the agenda for the discussion, which the researcher can then
probe with related questioning. Additionally, their definition of ‘experience’ of a
product or service (quoting Alben, 1996, as ‘how well people understand it, how
they feel about it while they are using it, how well it serves its purpose, and how
well it fits into the context in which they are using it’) has been used to structure
the different sections of the questionnaire.

e The review of Goal Planning literature has been essential in understanding how the
host SIU’s GPM structure relates to that of other units. This has inspired questions
that address patient/PIP knowledge of their short-term and long-term goals, as well
as perspectives on the progress made towards them.

e The medical literature states that not all patients want full participation in their

healthcare all of the time (Baker et al., 2001). As such, it is important to discuss
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not only the level of participation perceived by the patient, PIP or key worker, but
also how satisfied they are with it and, if applicable, what they might prefer.

The Design literature has highlighted the importance of understanding the GPM
within the wider rehabilitation system, and the agency that objects as well as
people can have in an interaction. As such, the questionnaire also addresses the
meeting environment and its effect on the rehabilitation journey more generally.
From the contextual review, it was observed that one purpose of the GPM
appeared to be the transfer of information, and that some staff members were
concerned about the language used in doing so (such as the use of FIM scales to
communicate progress made). Expectations and perceived aims of the meeting are
also addressed in the questionnaire, as the contextual review highlighted some
disparity between patient and staff views of this. Some of the themes that emerged
from the Diagrammatic Exploration of the contextual review could also be
explored further, and are exemplified in the diagrammatic questions shown below

in figures 5.2 and 5.3:

Me
My PIP Staff
O 900
| 2 R

Fig. 5.2: One diagrammatic question that asks participants to show who they think is

involved, or who has most influence over, decision-making in the GPM. As well as

indicating where they think decision-making happens currently, they will also be asked

where they would prefer it to happen, if they could change it.
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Point of Point of
injury discharge

Fig. 5.3: A diagrammatic question that asks participants to indicate how much

progress they think they/the patient has made in their rehabilitation journey.

Both diagrammatic questions are arguably able to show nuance in opinion whilst being
able to clearly compare the perspectives of patients, PIPs and staff members. It also
encourages participants to explain their perspective, rather than simply state whether they
are satisfied or not, and introduces a future-focussed element to the discussion. It is
important to remember that some patients with higher level injuries (and as such, with
limited dexterity) may not be able to draw on the diagrams themselves. In these cases, the
researcher will slowly move a pen in the diagram area until the patient tells her when to

stop and make a mark.

5.5.2 Questionnaire language

Fitzpatrick and Hopkins describes how, in healthcare-led research approaches, patients
generally prefer not to use ‘attitudinal language to describe their views’ such as the terms
‘satisfied’ or ‘dissatisfied’ (1993, p82). They expand upon this by suggesting that
‘normative effects’ can be avoided by using language that reflects ‘more natural ways in
which respondents might talk about their health care’ (p8). So, whilst the language used in
the questionnaire maintains a level of objectivity, it also draws on the researcher’s
experience of how patients and professionals discuss SCI and the associated rehabilitation
processes. The semi-structured, informal nature of the questionnaire-led interviews will

also encourage more natural modes of discussion.

In addition, the term ‘engagement’ was used more frequently in the questionnaire
language, as the researcher’s experience in the contextual review suggested that this was
more widely used and understood by the SIU community. As discussed in section 2.3,
patient ‘participation’ can be considered a more active or interactional form of patient
‘engagement’, and whilst the former remains the core focus of this study, the broader term
of ‘engagement’ was used to capture more nuanced accounts of the SIU community’s

experiences.
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5.5.3 Questionnaire format

Thompson describes how ‘the public should be listened to for establishing the domain of
concerns but also they should indicate the relative weight to be given to components of
care,” (1993, p26). Other authors in the medical literature also describe the importance of
patient priorities, but little advice is given on how to establish this (although some design-
led examples do exist, see the Talking Mats© system). Although several studies and
reviews exist in the medical literature that aim to establish patient priorities for recovery to
retrospectively inform SCI research and/or healthcare delivery (Simpson et al., 2010 and
Bragge et al., 2015), literature concerning patient perspectives on and priorities for the
rehabilitation process itself is not as forthcoming. As such, the questionnaire topics will be
printed onto separate A4 pages, which the participant can then order in terms of highest-

lowest priority for change at the end of the interview.

5.5.4 Questionnaire validity

Iteration is important in developing a survey (Fitzpatrick & Hopkins, 1993, p8), and after
several redrafts of the questionnaire, specialist staff (both the healthcare- and design-based
supervisors) were asked to review it for face validity (i.e. how well it appears to address its
aims, as recommended by Baker et al., 2001). Fitzpatrick provides further detail on
methods of establishing content validity and criterion validity (1993, p10-11), but as the
questionnaire has exploratory intentions rather than being used as a scientific measure of
effect, supervisory review (and review by the University Ethics Committee, see section

5.23) is considered sufficient.

5.5.5 Questionnaire delivery

As mentioned above, the questionnaire-led interviews will be conducted in a semi-
structured, informal, conversational style. A less rigid approach such as this facilitates
expansion on the answers given. This creates a space to “‘uncover the “but” part of

answers’ (Baker, 1993, p58) and to try to understand how views are formed.

Wherever possible, PIP interviews will be scheduled first (as they may have travelled
specifically to attend the GPM), followed by the patient (to avoid allowing too much time
to pass between the GPM and reflection on it) and then the key worker (who are often
only available at the end of the working day, or may choose to self-complete the

questionnaire).
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The literature emphasises the importance of guaranteeing participant confidentiality
(Fitzpatrick, 1993, p8, Pryce-Jones, 1993, p89), so a ‘safe’ space is needed in which to
conduct the questionnaire-led interview. Permission will be sought to use the conference
room in which the host SIU conducts all of its GPMs, as ‘clinical rooms should be
avoided,” when carrying out research activities such as this (Pryce-Jones, 1993, p91).
Additionally, using the same environment where the GPM took place may aid reflection
on the participants’ experience of it, as described in Participatory Design literature

(Simonsen and Robertson, 2013).

5.6 Phase One: Method 3: Visualisations of the GPMs

Each GPM will be audio recorded to evidence observations and inform the GPM
visualisation method. After all the GPMs have been observed and recorded, a selection of
three (one patient’s first GPM, one patient who has had more than one GPM, and one
patient’s final GPM) will be thematically analysed (discussed in section 4.8.5). The
conversation in each GPM will then be (separately) visualised on a graph, using the
emergent thematic framework along the y-axis and time along the x-axis. In this way, each
participant’s contribution to the conversation can be anonymously mapped in terms of
what they were discussing and for how long. By giving each participant a different colour,

the interaction between participants can be somewhat objectively represented and shared.

This visualisation method was trialled using publicly available audio of multiple people
speaking together (see figures 5.4 and 5.5 below). It was found feasible and potentially
useful (showing a repeating pattern in conversation which wasn’t noticed by simply
listening to the audio) but also time-consuming. This provided a rationale to apply this

method to a limited selection of the GPM audio gathered.
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Fig. 5.4: Two examples of the pilot conversation mapping visualisation, showing the

themes and people involved, for demonstration purposes and not representing any data
collected. The audio represented here was collected from two episodes of the BBC series
‘Have I Got News For You,’ last accessed 2015 at https://www.youtube.com/watch?v=-
hrLgu7nr_c and https://vimeo.com/58296976. Themes (along the y axis) are consistent but

the people involved change between the two examples.

Fig. 5.5: The full maps of approximately 2 minutes of audio described in fig. 5.4.

The visualisations above suggest that most episodes of ‘Have I Got News for You’ follow
a similar pattern in the first 30 seconds of the show. Perhaps, then, analysing the audio
data of the Goal Planning Meeting in this way may also reveal or evidence patterns in

communication.

Several other software programs were trialled to create the conversation visualisations,
such as NVivo. A search was conducted for other software created for similar purposes,
(with only one result of note, see Angus et al., 2012), but Microsoft Excel (used in the
examples in figures 5.4 and 5.5 above) was found to be the easiest, quickest and most

flexible option available.
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It must be stated that some researcher bias may be present in terms of creating the
thematic framework, but it is hoped that transparency in how this is created will mitigate
this. Although the visualisation of the GPM audio will be conducted by the researcher,
both design- and healthcare-based supervisors will be consulted to check the emergent

thematic framework and the results of the visualisation.

5.7 Phase One: Patient participant inclusion criteria

Patient, PIP and staff input into Phase One can be seen in fig. 5.6 below.

Person
Important to Rehabilitation
Patient the Patient Team

1.1: Observation of Goal Planning Meeting (25 - 90 mins)

1.2a: 1.2b: 1.2c:
Questionnaire-led Questionnaire-led Questionnaire-led

discussion discussion discussion with Key

(45-60 mins) (45-60 mins) Worker (15-30 mins)
| | |
Max. Total time Max. Total time Max. Total timg
commitment: commitment: commrtn"lent.
150 mins 150 mins 120 mins
Fig. 5.6: A flow chart of patient, PIP and staff input into Phase One of this study

design, as used in the participant information letters.

There are many variables that may affect a patient’s experience of the GPM, outside of

personality types. Phase One will attempt to include patients across a range of the

192



following categories (listed in order of priority), although this will be dependent on the

inpatient population during the one-month window allocated to conduct Phase One:

Rehabilitation progress: the study will aim to recruit an even spread of patients in

their first, middle and final GPMs.

e Injury Level: According to McCaughey et al. (2015), the majority of injuries in the
host SIU are at a cervical level (66.3% between 2009 and 2013), so if possible
more than half of the patients recruited should have higher level injuries to reflect
the host SIU population.

e Age: McCaughey et al. (2015) state that the average age of the host SIU patients
has increased in recent years, with more older patients being admitted due to falls.
As such, a higher proportion of older patients should be recruited if possible.

e Gender: Over their 20-year study, McCaughey et al. (2015) found that the ratio of

male to female patients being admitted to the host SIU remained relatively stable at

approximately 3:1, so if possible, this study should aim to recruit a similar gender

distribution.

It is important, particularly in this initial phase of the study, to recruit patients within a
range of the variables described above, but also with a range of attitudes to the
rehabilitation process (something far less measurable). Doing so may go some way to
addressing the issue of patient bias, as it could be assumed that the patients who are more
amicable to take part in a research study could also be more motivated to actively
participate or have positive experiences in their rehabilitation. As Pryce-Jones suggests, it
may be important to make participation in research activities as easy as possible to
encourage the majority of patients to take part in the survey, not just the motivated

population (1996, p96).

5.8 Phase One: Approach to recruitment

5.8.1 Viable sample size

Up to ten GPMs (with associated observation, interviews and audio recording) will be
attended to account for the potential for some patients to withdraw their participation at a

later date, with the intention of obtaining at least 8 full case studies.
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Within each GPM, interviews with the patient and their key worker are necessary to
consider it a full case study. Interviews with PIPs will be sought wherever a PIP attends

the GPM, but they are not deemed necessary to consider the GPM as a valid case.

5.82 Scheduling

Clearly, it is vital that this research does not interfere with the patient or key worker
rehabilitation schedules, so they will be free to choose the best time for their interview
(ideally as soon after the GPM as possible). With this in mind, key workers will be given
the option to attend a semi-structured interview, or to take the questionnaire away with
them to fill in when they choose (with the researcher’s contact details in case they have

any questions).

5.8.3 Recruitment Process

The participant inclusion criteria listed in section 5.7 above will be used to guide a
discussion with a staff member who arranges every GPM in the unit. Through this initial
discussion, ten GPMs (of different patients) across a one-month period will be identified
as potentially suitable to capture a range of GPM experiences. This list will be taken to the
co-supervisor, a consultant in the host SIU, for approval. Once approved, the co-
supervisor will act as gatekeeper to the SIU community, and introduce the researcher to
the identified potential patient participants. During these introductions, the researcher will
arrange a convenient time with the patient to return and explain the project more fully.
During this second meeting, if the patient is interested, the researcher will provide an
information letter to read in their own time, as well as a copy of the consent form they will
be asked to sign if they agree to take part. A separate information letter and consent form
will also be given to the patient to pass on to their PIP, if the patient feels the PIP may also
be interested. The researcher will then return to the patient (and PIP, if possible) 2-3 days

later to answer any questions, and sign the consent forms if they agree to participate.

5.9 Phase One: Data Collected

A range of quantitative, qualitative and visual data will be gathered that aims to triangulate
the GPM experience from patient, PIP and staff perspectives. By its nature, experience
data is subjective, although the visual representation of the GPM conversation aims to give

as objective a view as possible of the conversations within it.
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5.10 Phase One: Analysis
As a mixed-methods approach is being used to explore the GPM experience, several

methods of analysis will also be required.

5.10.1 Observations

The researcher will collate and summarise the notes taken during the GPMs observed, to
highlight any common or influential barriers or bridges to participation. It is important to

highlight what is working as well as areas that could be improved.

5.10.2 Interviews

Answers to open-ended questions will be collated and summarised by question in patient,
PIP and key worker groups according to the process described in section 4.8.5. Likert-
scale, tick-box and diagrammatic questions will be compared within the individual GPM

cases to highlight any aspects of the GPM where perspectives diverge.

5.10.3 Visualisation

Once thematically analysed and visually mapped, the GPM conversation visualisations
will be condensed and printed to look for patterns in communication that may highlight
priorities for change. For example, the conversation may follow a repeating structure, or

certain staff disciplines may focus more on certain topics, etc.

5.10.4 Experience Goals

Both thesis supervisors will then be invited to meet together with the researcher to discuss,
develop and/or corroborate any conclusions drawn from analyses, from both design and
healthcare perspectives. From these conclusions, or priorities for change, 3-5 Experience
Goals (as described in section 4.9.2) will be established to take forward into the next
stages of the study. Given the experience of both supervisors in their respective fields, and
the long-term immersion of the researcher in the SIU context, these Experience Goals will

certainly achieve the ‘good enough’ status needed to proceed (see section 4.4.2).

Although this may not be considered a “participatory’ method of deriving the Experience
Goals, the data informing them comes from across the SIU community. It is arguably
necessary to afford the researcher the authority to make decisions such as this in order to
maintain momentum in a healthcare-based project, and to capitalise on the limited contact

time available with patients, PIPs and staff in the following stages of the study.
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5.11 Phase Two: Research Questions

As in Phase One, two interdependent research questions drive Phase Two of the study:

1. How can outpatients, inpatients, PIPs and staff be engaged in a co-design process?
2. What new or enhanced material or process can be introduced to the Goal Planning

Process to potentially support patient participation within it?
With this in mind, the data collected in Phase Two concerns the process and outcome of

co-design activities with and within the STU community.

5.12 Phase Two: Method
5.12.1 Initial Prototypes

Before conducting the workshops, the researcher will generate 3-5 initial paper-based
prototypes that each embody one or several of the Experience Goals. They may do so by
facilitating different patterns of communication or perhaps by making some aspects of the
GPM conversation more tangible (i.e. recording information that is commonly forgotten or
misunderstood), depending on the issues highlighted in Phase One. As discussed in
section 5.10.4, the researcher is given authority to create these initial prototypes in this
study independently in order to maintain momentum in the study. These initial prototypes
will be deliberately simple in format to encourage open interpretation by the SIU
community, and as such they can be considered physical embodiments of potential design
directions emerging from the Phase One data, rather than extensive design work

conducted independently by the researcher.

5.12.2 Workshop Participants

The structure of the co-design workshops, and who is involved when, is best shown in the

flow chart used in the participant information letters (see fig. 5.7 below).

196



Phase 2: ‘Co-plan’ Workshops
Patient PIP

SCl-related SIU
Charity Staff

»
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: ~

2.2: Prototype development : 3
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(32}

2.3: Prototype development| | &

session 3 (Approx. 60 mins) é’

At this point, 1-2 patient participants from Phase 2 will be invited to ‘act out’ a goal
planning meeting with their PIP and Rehabilitation Team using the developed
prototype. The prototype will be refined in use ready to be used in Phase 3 (testing).

IXRRRY

<
2.4: Refining prototype in a mock Goal Planning Meeting (60 - 90 mins) | é
. . . =
. . Yo}
2.5: Refining prototype in a mock Goal Planning Meeting (60 - 90 mins) é
| =
Patient max. PIP max. Charity Staff S
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total time total time max. total .
. . . . A time
commitment: commitment: time commitment:
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over 4 over 4 60 mins over|
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Fig. 5.7: Flow chart demonstrating how and when the SIU community will be
involved in the co-design workshops. Two sessions have been dedicated to refining the
prototype (2.4 and 2.5) to potentially include input from greater numbers of participants
(due to the high demands on staff and patients' time, greater attendance may be facilitated

by providing two opportunities to participate).

As can be seen above (and discussed earlier in this thesis) prototype-led workshops will be
used to allow the SIU community groups (i.e. outpatients, inpatients and staff) to
collaborate whilst preserving anonymity and therefore protecting continuing working
relationships. In this way, the SIU community can speak its mind in the initial workshops
(potentially including contradictory voices), when conversations may still critique the
current rehabilitation process, then come together towards the end of the process when

activities focus more on refining the new intervention.
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The order of the initial workshops represents a desire to establish what is wanted from the
(often less vocal) patient group in the intervention first, before then moving on to
incorporate staff desires and practical knowledge of how to make the intervention work in
the rehabilitation process. The first workshop will involve outpatients only (through
established contacts with a spinal injury charity) to gather hindsight experience (i.e. ‘this
would have been useful back then,’) and also to vet the initial prototype proposals before
introducing them to the (arguably more vulnerable) inpatient group. Prior experience
working with the charity staff in the contextual review for this thesis suggests that they
will be comfortable explaining to the researcher (without taking offence) if any of the

concepts seem inappropriate or not useful.

5.12.3 Workshop Structure

As discussed above, the workshops themselves will be led by the discussion and
development of prototypes. The activities and materials to support this will be designed
week by week, reacting to the input of the SIU community. Decisions on the structure of
each workshop will be based on the form of the prototype by the end of the previous
session, as well as from notes or conversation during the previous session that is not
directly embodied in the physical prototype. Activities to meet these emergent needs will
be drawn from a prepared catalogue of tools and materials (described below) that aim to
help participants explore, interact with, edit or ‘perform’ the prototype, as well as how to
consider it within the rehabilitation context. These activities aim to help participants to
consider ideas as changeable, and to encourage non-committal or ‘playful’ engagement
with the prototypes to elicit their vast experience and tacit knowledge. This may be
particularly useful for staff groups, considering their aversion to ‘making marks’ in the

diagrammatic exploration activity in section 2.10.
The catalogue of tools described above can be split into two categories (although there
may be some crossover between the two); tools to aid creative thinking and tools to edit

the prototype itself.

5.12.4 Tools for creative thinking

Although it is assumed that the workshops aim to create a new process or material to
introduce into the GPM, successful development of the prototypes will require participants
to consider its use within the wider rehabilitation system. As such, tools such as ‘A Day in

the Life of...” (where participants are asked to consider a patient’s or staff member’s daily
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routine) or a service journey map (as commonly used in EBCD and other service design

approaches) could be useful.

The way in which the prototype is presented may also help the creative process within the
workshops. For example, a new information sheet could be presented not as a printed
material (suggesting the content is already decided) but as a toolkit, with types of
information presented as separate, physical components for participants to sort through,
prioritise and place into the prototype. Given the limited dexterity of some participants,
these ‘components’ may be easier to manipulate if mounted onto foamboard. This
‘components’ approach could also be applied to current GPM materials (such as the Goal
Planning Checklist), so current knowledge and resources can be drawn upon without being
influenced by their current rigid structures. In ‘toolkit’ activities such as these, where no
permanent marks are made, photographs must be taken to capture the results of the

participants’ efforts.

A collection of miscellaneous materials will be collected and brought to each workshop to
facilitate ad-hoc, rough representations of ideas or interactions (see fig. 5.8 below), such
as Lego™ figures (to act as ‘player pieces’), chocolate coins (perhaps to explore ideas of
progress rewards), modelling clay (to consider 3 dimensional concepts), coloured yarn (to

visualise connections), and so on.

| Expgl ] g
"\

Fig. 5.8: A side-by-side comparison of a rough prototype generated by IDEO, a

a

design and innovation consultancy, in consultation with a group of surgeons, and the final

product it led to (images taken from Suzuki, 2010, see tinyurl.com/y86rw4mw).

Posters of the Experience Goals derived from Phase One will also be displayed in each

workshop and used to guide or evaluate idea development whenever necessary.
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5.12.5 Tools to edit the prototype (in real time)

It is important that the co-design activities do not unintentionally cause embarrassment or
highlight the difficulties that some patients may have with dexterity. As such, ballpoint
pens have been chosen for their resistance to bleeding through the paper (i.e. if held in one
spot for too long) and crayons that did not look child-like, as they do not require much

pressure to make a mark, have been sourced.

A collection of props may also be useful to edit or act out the prototype, such as ring

binder folders, clipboards, computer tablets, etc.

5.12.6 Documenting the workshops

Each workshop will be audio recorded (if consent is granted by all participants) and
handwritten notes will be taken by the researcher of any points made by participants that
cannot be immediately embodied in the prototype. After each workshop, the researcher
will reflect on the session’s activities and the participant’s engagement with them, taking
handwritten notes to evaluate the process each week. These notes on the co-design process

will be gathered and summarised concurrently, but separate to, the co-design outcome.

5.12.7 Role of the researcher

An emergent and reactive workshop structure such as this requires the researcher to adopt
the roles of facilitator (of the co-design activities) and synthesiser (of the multiple views
expressed during the activities). As such, the researcher must be prepared to be very much
‘in the moment’ and reactive to the needs expressed by participants, as well as any needs
that are not verbalised (for example, if a patient displays signs of distress at the

conversation topics or physical fatigue).

Whilst remaining ‘in the moment’ the researcher must also be able to maintain a critical
distance to the co-design activities in order to reflect upon their effectiveness at a later
stage. As it will likely be difficult to maintain a balance between the two perspectives,

audio recording and handwritten notes will be crucial during the workshops.

5.12.8 Finalising the prototype

The Experience Goals developed in Phase One will be used as evaluation criteria to decide
when the prototype(s) are ready to be tested in use, as well as staff consensus that they are

satisfied that the intervention will not cause harm or distress.

200



5.13 Phase Two: Participant Inclusion Criteria

To represent the outpatient group of the SIU community, staff members from an SCI-
related charity will be invited to participate in the study. This is partly for logistical
reasons (the staff regularly visit the SIU anyway) and also because the nature of their work
indicates an interest in improving services and resources for people who have sustained a
SCI. This study will invite outpatient participants who have been discharged from the SIU
after initially sustaining their injury for more than 2 years, as several sources in the
literature indicate that this can be the minimum period to adjust to life in the community

following an SCI (Macdonald, 2013).

For both inpatient and outpatient groups, participant selection will not be restricted or
based on their age, gender, occupation or type or level of injury. However, inpatients and
outpatients will only be invited to participate if they are medically stable and not

undergoing heightened emotional distress at the time of the workshop.

There are no exclusion criteria for staff or PIP participants, providing the latter are not

undergoing heightened emotional distress at the time of the workshop.

5.14 Phase Two: Approach to recruitment

All participants will be approached individually by the researcher, rather than using
generic recruitment methods such as posters or blanket emails. This is to ensure
participant numbers are manageable, to convey a more personal approach and to address

any uncertainties potential participants may have about the workshop content.

5.14.1 Outpatients

Previous work with the spinal injury charity during the contextual review and informal, ad
hoc contact within the SIU has established contact with potential outpatient participants.
Senior staff (n=2) will act as gatekeepers to any other charity staff members who wish to
participate in the workshops. The workshop with outpatients aims to recruit a minimum of

2 and maximum of 5 participants.

201



5.14.2 Inpatients

As in Phase One, the co-supervisor will act as gatekeeper to the patient population,
although patients already familiar with the study will not need to be re-introduced to the
researcher. These patients who have already been involved in Phase One (if they are still
an inpatient at the time of the workshops) will be given first refusal on attending the
inpatient workshop. This workshop with the inpatient group aims to recruit a minimum of

3 and maximum of 6 participants.

5.14.3 PIPs

Inpatient participants will act as gatekeepers to their own PIPs, as they will be asked to
invite the PIP and pass on information letters on behalf of the researcher during visiting
hours (as in Phase One). Because of this, the maximum number of PIP participants

matches that of inpatients (n=3-6).

5.14.4 Staff

Due to the researcher’s long-term immersion in the SIU, she will approach potential staff
participants individually. If the co-supervisor feels that certain staff members who aren’t
familiar with this study would offer particularly useful contributions the workshops, she

will act as gatekeeper to introduce the researcher to them.

5.15 Phase Two: Data Collected

The tacit knowledge and desires of participants (as service deliverers and receivers) will
be embodied in the iterative developments of the prototypes. Additional notes will be
taken if the information given by participants does not relate to specific changes to the

prototypes (for example, further commentary on the current rehabilitation process).

Separate to the commentary on the output of the design process, the researcher will
maintain a reflective account of the co-design process to evaluate the effectiveness of the

activities chosen.

5.16 Phase Two: Data Analysis
The main output of the co-design workshops, the intervention, will be analysed by testing

it in use.
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By the end of the series of workshops, the researcher will be able to collate and summarise
the notes taken after each workshop to draw some conclusions on effective methods to

engage healthcare communities in collaborative service development projects.

5.17 Phase Three: Research Questions
Phase Three represents a more traditional ‘test and evaluation’ style of research, with
‘baseline’ data from Phase One being used to judge if a positive effect has been made

through use of the intervention. As such, two final questions lead this phase of the study:

1. What effect (if any) does the intervention have on the patient, PIP and staff
experiences of the GPM?

2. Does this effect, if present, address the Experience Goals generated in Phase One?

5.18 Phase Three: Method

The co-designed intervention will be tested in use in the rehabilitation pathway of three
patients. As the form of the intervention is not yet known, the only detail that can be
planned at this point is that the new or enhanced process/materials will be used in 2
consecutive GPMs of each patient. If certain staff members are responsible for delivering
or facilitating the intervention, the researcher will arrange a meeting with them between
the first and second GPM, to give staff an opportunity to feedback (which Bate and Robert
term ‘formative evaluation’, 2007, p156) and make minor changes if necessary (a form of

‘design after design’, Bjorgvinsson et al., 2012).

The methods used to explore the GPM experience in Phase One will be repeated after the
introduction of the intervention in Phase Three, in order to gather comparable data. This

includes:

e Ethnographic observation, note-taking and rough sketching in all six GPMs (two
GPMs per patient). As before, particular attention will be given to perceived
barriers and bridges to participation, as well as direct use of or reference to the

intervention.

203



204

Audio recording of all six GPMs and visualisation of the conversations in the
second GPM (when participants are more familiar with the intervention) using the
same thematic framework as Phase One.

Questionnaire-led, semi-structured interviews with the key worker, Patient and PIP
(where possible) after the second GPM. The majority of questions from Phase One
will remain unchanged, particularly the diagrammatic and Likert-scale questions,
to facilitate clear comparisons between Phase One and Phase Three data. New
questions may be added if the development of the prototype requires new measures
of experience. Specific questions relating to the co-design approach will be
included in the staff questionnaires, drawing on the work of Bate and Robert
(2007), such as ‘how would you describe what you and others have been doing to
someone who did not know about it?’ or ‘were there any points in the project that

made you feel sad, mad or glad?’ (p169).



5.19 Phase Three: Participant Inclusion Criteria

SIU community involvement in Phase Three is planned as follows:

Person Important Rehabiliation
Patient to the Patient Team (n=7)
3.1: Training
30 mins)
‘;
&
=
3.2: Observation of 1st Goal Planning Meeting using
co-designed intervention from Phase 2 (25 - 90 mins)
12
| 3
14
3.2: Observation of 2nd Goal Planning Mee