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Despite widespread endeavours over many years, patient-centred care continues to
evade some areas of healthcare. This can be clearly evidenced by regular reporting of
sub-standard care and the findings of national patient experience surveys which
repeatedly highlight a number of common contributory factors. Amongst these include a
predominant culture of secrecy and blame rather than openness and support; failure to
listen and respond to staff or patient issues; workloads and time constraints; fragmented
teamwork; an overriding focus on targets rather than people; in addition to varying
perceptions and interpretations of, and expectations and priorities for patient-centred
care (PCC). These occur between patients, staff, educationalists, policy-makers,
healthcare managers and the public. These factors, which are further reinforced by this
studyos r ev i studiesoof patientgentred cara, btrongly indicate that new
approaches to improvement, that involve service providers as well as service users, are

called for.

Addressing this call was an interest of this study. Action research was selected because
this promotes a collaborative and democratic approach to research-based
organisational, social and cultural change and improvement. In this study, which was
also underpinned by the philosophy of patient-centred care, action research was
combined with the Patient Journey. This is a patient-centred improvement, and, or,
practice development process developed and tested by Campbell et al (2004) at the City
Hospitals Sunderland NHS Trust. By combining the action research and Patient
Journey (PJ) processes, this enabled the generic potential and effectiveness of the

approach to be concurrently investigated and established as will be explained.

Through the collaborative efforts of a participating 25 member Vascular Patient Journey
project team, data was gathered during the process through team discussions, mapping
and interviews with 17 service users. 75 issues were identified using inductive thematic
analysis; 34 of which emerged from the data of service users, 35 from service provider
data, and a further six jointly emerged from both datasets. These provided powerful
catalysts for change and points of learning which the team, empowered by their
involvement in the process, used as the evidence-base from which to action change, as
discussions in this thesis will demonstrate. They will also illustrate why more should be

done to involve multidisciplinary teams as well as service users in improvement.
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llntrodwantdi drmackgr ou

Introduction

This action research study has explored the Patient Journey, a structured and
collaborative approach to service improvement and practice development that had been
clamedtobefiée xpl icit, different and (@anpbelhegal a
2004, p. 15). Campbell et al (2004) developed the Patient Journey by way of response
totheUK&6 s Depar t me (DH) pmdrambhhe ai Natiomad Health Service (NHS)
modernisation. The team, from the Nursing Practice Research Centre (NPRC) at the
City Hospitals Sunderland NHS Foundation Trust (CHS) were specifically responding to
the Go v e r n malhfdr thesNHStofibe redesigned to offer
through patient-c e nt r ed he al t(BH, 20002, pdlé)l Thivwas outiined in the
Whi t e RreddSPlan: a plan for investment, a plan for reformopublished in 2000.

Campbell, then Head of Nursing Research and Development, together with Gibson and
Bremner, as former and current Chief Executives of the CHS Trust, and Watson, and
Husband as Principal and Senior Lecturers from a local University, identified
shortcomings in a number of healthcare quality improvement initiatives, many of which
had been introduced since 1997 to support NHS modernisation. These were intended
not only to improve patient experience but also safety, efficiency, quality and continuity
of care. Amongst these measures include integrated care pathways, continuous quality
improvement, evidence-based practice, clinical audit, Plan-Do-Study-Act (PDSA) cycles
(Langley et al, 1996, DH, 2003) and Discovery interviews (DH, 2003). Campbell et al

(2004, p.15) were concerned that Discovery interviews, for instance, as a similar

a

di f f

P

approach to Patient Journeys,didinot have a systematic appr oa

(Campbell et al, 2004, p.15). They were also concerned that many of the existing
improvement measures were unlikely to address power differentials between healthcare

staff and patients, or hierarchical differences amongst clinicians. It also seemed that

none would effectively enablethefii nsi der perspecti ve toobe t

acknowledged,or pati ent sitdbeconedualisesl asdingegrated journeys that

cross organisational and health and social care boundaries (Campbell et al, 2004, p.16).

Campbell et al (2004, p.17) explained that their Patient Journey (PJ) approach aimed i t o

rebalance the power relationshipswh en dev el opi nsguchmathoseghatt
might arise from integrated care pathways. These are usually only determined by health
professionals. The Patient Journey, by comparison, was developed to enable the

perspectives of service users and service providers to be considered alongside each
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other when reviewing a current service for the purpose of improvement. As Table 1-1
illustrates, Campbell et al describe the Patient Journey as a six-step process. This
begins with the identification of key stakeholders who are interested in reviewing and
improving a current patient journey, and the recruitment of a PJ project team associated
with that journey, who are to become actively engaged in the change process. The

process is led by an external PJ project facilitator.

The Patient Journey

1. Identify Patient Journey and recruit Patient Journey project team
2. Stakeholder sampling and mapping of current patient journey

3. Recruit and interview patients
4. Collate and analyse data from mapping and interviews
5. Identify issues and solutions; plan actions for change

6. Implement change, monitor, evaluate, plan further change

Figure 1-1: six key stages of the Patient Journey (adapted from Campbell et al, 2004)

The first Patient Journey was piloted in CHS in 2002. Prior to the start of this study,
sixteen Patient Journey projects had been completed (Table 1-2) and a further four were
in progress. As Table 1-2 indicates, these had been used to investigate the patient

journeys of adults and children living with acute or long-term conditions.

Patient Journey projects completed by 2004

Acute coronary syndrome  Lung cancer (2 projects)

Prostate cancer Percutaneous endoscopic
Cholecystectomy gastrostomy (PEG)
Laryngectomy Ovarian cancer

Acute myocardial infarction Head injury

(AMI) Epilepsy
Acute childhood admissions Strabismus
Fertility

Figure 1-2: completed Patient Journey projects prior to start of this doctoral study

It was the outcomes of these sixteen PJ projects that enabled Campbell et al to claim

that their approachwa s efixép | i cit, different and making a
(Campbell et al, 2004, p. 15). These results had also been indicative of the wider

potential of the model. However, becauseallPJpr oj ect s had been run
overseen by those who had developed the model, it was recognised that independent

verification was required before claims about its wider and generic potential could made.

This led to the proposal for this funded doctoral study which would enable an outsider to
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Campbellet al 6s team, and the City Hospitbals Sur
independently investigate, implement and evaluate the Patient Journey process. The
method selected for conducting this investigation, as already indicated, was action

research. The methodology is explained in Chapter 3.

Study context

This action research (AR) study was structured around the Patient Journey (PJ)
approach to improvement and practice development developed by Campbell et al
(2004). As explained, prior to the start of this study, sixteen PJ projects had been
implemented and completed for a variety of patient groups who had journeyed through
the services of the City Hospitals Sunderland NHS Foundation (CHS) Trust based in
northern England. The CHS Trust provides a wide range of services to a local
community of around 350,000 residents; has around 904 acute hospital beds; an annual

income of approximately £309.55 million; and employs just over 5,000 staff.

By comparison, this AR study, which investigated a Vascular Patient Journey (VPJ), was
set within a vascular specialty which provides care, treatment and services to patients
diagnosed with vascular disease. This forms part of the surgical directorate of an acute
NHS hospital Trust based in southern England. This Trust, which will be referred to as
the SE Trust to respect anonymity, serves a population of over 340,000; has an annual
budget of approximately £246.7 million; nearly 800 beds, and employs more than 4,000
staff. At the commencement of this study, the SE Trust was undergoing a programme of
modernisation and had expressed a keenness to develop high quality patient-centred

healthcare services.

As action researcher, external Patient Journey project facilitator, and author of this
thesis, prior to the start of this study | had no previous affiliation with the CHS Trust or
with the SE Trust where this study was subsequently set. | was a true outsider at the
outset in every sense; to the CHS team, the participating NHS hospital trust, and the
CHS Patient Journey approach. During the implementation oft hi s AR adcylér s
Patient Journey service improvement project, | worked concurrently as a staff nurse in a
separate and unrelated acute NHS Trust located in a different part of southern England.

In the latter part of the study | became a lecturer in nursing.

Background to the Patient Journey approach
BecausetheCi ty Hospitals Sunderlandés (CHS) Pati

al, 2004) was developed by way of response to the U K N$IS modernisation agenda, a
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brief introduction to the patient-centred care (PCC) element of NHS reform follows. An

overview of additional PCC policy drivers is provided in Appendix 1.

Key drivers behind NHS patient-centred reform

Significant failings

During the late 1980s and early 1990s a series of failings in paediatric cardiac surgery,
at the Bristol Royal Infirmary (BRI) in England, UK, resulted in numerous infant deaths.
When these failings came to light, this sparked intense media, public and political
debate, both in the UK and internationally. This caused a sea change in attitudes
towards professional regulation, clinical competence and quality improvement in
healthcare (Walshe and Offen, 2001).

Complaints and cost to the NHS

More than 38,000 complaints had been made between 1998 and 1999 about all aspects
of healthcare services, at a cost to the NHS of around £400 million. This was in addition
to an estimated £2.4 million in liability already outstanding for existing claims (DH,
2000b). Moreover, a UK pilot study found that adverse events were costing the NHS an
estimated £2 billion a year in extended hospital stays; some five times more than clinical
negligence claims (DH, 2000b). Approximately 850,000 adverse events (affecting
approximately 10% of in-patients) occurred annually in NHS hospitals; about half of
which were thought to have been avoidable (Vincent, 2000, Vincent, 2001, Vincent and
Coulter, 2002, DH, 2000b).

An endemic culture of secrecy and blame

A culture of secrecy and blame was identified as a contributory factor to healthcare
failings. This was encouraging s t a f concealcerroiis rather than report them and risk
retributiono(DH 2000b, p. ix) despite their professional, moral, ethical and legal duties to
do so. In turn, this was adversely impacting on patient safety, collaborative teamwork,
quality improvement and the implementation of patient-centred care (DH, 2001; Coulter,
2002).

Incident analysis, not only in healthcare but also wider society, had become focused on
human acts or omissions and attributing blame rather than learning from errors, adverse
incidents or accidents (Coulter, 2002, Walshe and Shortell, 2004). In healthcare this
culture was further exacerbated by a lack of collaboration between frontline staff and
managers as also highlighted by Kennedy (2001), Dimond (2002), and Ahern and
McDonald (2001).
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An internal market system

These issues were partially attributed to performance measures associated with an

internal market system that permeated the NHS. These measures il f a iolrefledt the
breadth of what patients expect of the service, and of what staff want to provided6 ( DH,
1997, p.8); and were further exacerbated by a corresponding principal duty placed on

NHS organisations. This had been financially driven rather than focused on people and

their experiences.

NHS reform: the NHS to be redesigned to be patient-centred

By way of response, in 1997 a programme of National Health Service (NHS) patient-
centred reform was launched by the UK government (Department of Health [DH], 1997).
This called forthe NHStobefiér edesi gned -cénttedb t® offprat i ent
personalised serviced(DH, 2000a, p. 3, 17); the directive that led Campbell et al (2004)
to develop their Patient Journey model. The goal was for the NHS to become fi a althe
service desi gned (RH, 20008, ¢. 4} Wwhere gatents weuldtbé given a

Aireal say ;andpravidledwitN®8éw powers and more iinflu
t he NHS (DiHp2000sp06). These reforms were necessarytofi . . . tttee f i ght
failings iandithlee syct@gmést i ssues that (DHave b
20004, p. 15).

Ten fundamental principles of reform made clear that the needs and preferences of
fiindividual pati ent s werdtdhbe taken iht@aodountiretree a n d
provision and re-design of services (DH, 2000a, p.4, 5; DH, 2004d). Healthcare and
services were to be developedac cor di nma ttioe rt thé@s Afamdialetto o f
respond ef f edfferentneddyof different gopulatili o MMisedeformed NHS
would Awork to continuously improve quality services and minimise errorsa It would also
fvalue and support its staffowho would needt owofr k t o g et h eto pravide ah
iseaml es sforpatients (DHE,2AD0, p.4, 5; DH, 2004d). The Government
acknowledged that attaining high quality healthcare and services was dependent upon
fevery member of the team and every part of the system working effectively and in

har mony wi t(0OH, 200de forevol)t Bhese quotes are used to emphasise
policy level recognition of the importance of finding new ways to enhance and improve

collaborative, multi-disciplinary teamwork.
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Measures introduced to guide quality improvement and patient-centred care

The Quality Framework
Thefi@Qal i ty F r(CHpO8)(Figkiré 1-3) was set up to drive quality into all

areas of the NHS as part of the governmentds

Clinical audit: clear
monitored standards
for service

Professional self-
regulation and life long
learning

Patient and Public
Involvement

Dependable local NHS
health care and services
delivery

CLINICAL GOVERNANCE e S

Frameworks (NSFs)

National Institute for
Clinical Excellence
(NICE)

National Patient and
User Survey

Healthcare Commission;
Performance
Assessment Framework
(PAF):

Figure 1-3: the Quality Framework
Adaptedf r om AAIl RissstSe€vice, Qual ibHy1998n t he New NHS

This saw the introduction of clinical governance, National Service Frameworks (NSFs),
the then National Institute for Health and Clinical Excellence (NICE), renamed in 2013
as the National Institute for Health and Care Excellence (NICE), the Performance
Assessment Framework, clinical audit, and independent monitoring of healthcare

organisations.

The requirement for independent monitoring and review of healthcare was introduced

through the Health Actin1999. The aim was to verify each o
clinical governance; and the implementation of NICE and NSF guidelines and twelve
patient-focused benchmarks introduced throughA Th e Es s e n @H, 2001b)Car e O
Independent monitoring was initially undertaken by the Commission for Health

Improvement (CHI). Since 2009 the Care Quality Commission (CQC) has acted as the
independent regulator of health and social care in England. This organisation continues

to monitor healthcare performance and patient experiences through inspections and

national patient and user surveys. The results contribute to publicly available,
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performance ratings for healthcare organisations first introduced by firhe NHS Plan: a

plan for invest me(DH,2008a).pl an for reformo

Since it sThe Quality pramewarkd(dH, 1998) (Figure 1-3) has aimed for the
delivery of clinical excellence through the efficient, effective synchronisation of the
systems and processes of risk management, performance management, quality
improvement, information giving, accountability and communication (Craig and Smyth,
2002; McSherry and Pearce, 2002; Bauman et al, 2003). Each NHS organisation, and
its employees, has a statutory duty to ensure that quality standards are upheld and
maintained through clinical governance (DH, 1997); this Vincent (2000, 2001) described

as the cornerstone of NHS modernisation.

Conversely, Duffy and Irvine, (2004), Swage (2004), Peak et al (2005) McSherry and
Pearce (2002) reported that clinical governance i h aften led to fragmented pieces of
w o r Because the concept and its operationalisation was not readily understood (Duffy
and Irvine, 2004, p. 141, McSherry and Pearce, 2002). Peak et al also identified that,
even eight years after its introduction, the organisational view of clinical governance
frequently differed to the perceptions of clinical staff. Moreover, a fundamental element
of clinical governance,oinnovationg was being suppressed by a greater emphasis
placed by NHS management on accountability (Peak et al, 2005). These factors are
also indicative of a lack of collaboration between policy-makers, healthcare managers

and frontline staff.

Patient and public involvement
As Figure 1-3 illustrates, patient and public involvement and national patient and user
surveys were included as integral elements of clinical governance and thus the quality

framework.

The Health and Social Care Act (DH, 2001); Learning from Bristol (DH, 2001) and
Involving Patients and the Public in Healthcare (DH, 2001) introduced the building
blocks for the greater involvement of patients and the public in every aspect of
healthcare. These people were to have their voices heard, and their feedback used

appropriately as catalysts for future change and improvement.

Commission for Patient and Public Involvement in Health

The Commission for Patient and Public Involvement in Health was set up to support
involvement. One of its key functions was to collate information retrieved by Patient
Advice Liaison Services (PALS); Patient and Public Involvement Forums, other local

patient networks, and disseminate any trends or concerns in annual reports. In 2004
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fifthe NHS | mprovement Pl an: Putting(Dheopl e at
2004a) reaffrmed thatfi r e s p oa s dherddnalised s e r v iwoudd Hedembedded
across the whole of the NHS (DH, 20044, p. 8).

Professional duty to engage with patients and multidisciplinary teamwork

The duty to engage with patients, and with other members of the multidisciplinary team,

was also explicit in professional codes. In more recent times in the UK, for example,

Domai nGBoof Médi c aprovided by the GenegabMedical Council (GMC,

2011, 2013) makes clear that doctors arerequired it o wor k i n partner shi
tolistentoand respond to their camdeéemwonwoarkdwpit édf €
in the ways that best (GVMEr20l3)chDoctgrsalsohaveaduty i nt e
toAiwork coll aboratively with coll eagu@MC, resp
2003, p.14). These duties are also reiterated
(NMC,2008)6 The Coamd The Health and Care Profess
p.8)6 St andards of conduct whopegulatedhe pnactise of sixeeend et h

groups of allied health and care professionals.

Involving service users in change management

A change managementii Br i e f i rbgtheMB$ Senvice Delivery and Organisation
R&D Programme (SDO) (NHSSDO, 2004) provided guidance for managers on helping
service users to bring about change in the NHS. This was based on a summary of two
systematic literature reviews, commissioned by the SDO, to examine best ways of
involving service users in organisational change. Guidance for improvement leaders
was published a year later by the NHS Modernisation Agency (DH, 2005). This made
clear to improvement leaders that frontline staff, clinicians and managers (service
providers), in addition to patients, should be involved from the beginning of the
improvement process and empowered to contribute and share their knowledge,
experiences and ideas. This was acknowledged as imperative, not only in terms of
relationship building and reducing anxieties, but also because when the different
perspectives and experiences of patients and staff are shared, these can produce
catalysts for change (DH, 2005). These recommendations will be reinforced by the finds

of the literature review in the next chapter.

Several factors found to impede meaningful patient involvement, as identified from the
two systematic literature reviews, were also highlighted in the NHS SDO Briefing Paper
(NHSSDO, 2004). Amongst these included organisational and professional resistance
to change or to learning from service users. A lack of understanding of power
differentials in healthcare, perhaps most notably between managers, doctors, nurses

and patients, was also identified as a contributory factor. Guidance emphasised that
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these factors were exacerbated by managers who set out to build an alliance with
service users, or simply obtain their feedback, yet failed to recognise that for effective
change to happen, this also required the engagement and empowerment of frontline
staff (NHSSDO, 2004, DH, 2005).

The guidance also made clear that the aim of service user involvement must be explicit

from the outset. The approach must be open and honest; information should be clear

and readily understood by all, the potential for distress recognised and steps taken to

prevent this, and service users informed of the outcome of their involvement. Securing
organisational commitment and ownership for change was recognised as essential

(NHSSDO, 2004, DH, 2005). This guidance was followed before and duringt hi s st udy

Patient Journey project.

Partnerships with serviceusers; st aff wunderstanding of each
fiNational Standards; Local Action: Health and Social Care Standards and Planning

Framework 2005/06-2007-0 8 (BH, 2004d), set out seven Domains of Core and

Development Standards to guide the planning, commissioning and delivery of NHS

healthcare and social services. One of the domains, Patient Focus, again reiterated that
healthcare wastobefipr ovi ded in partnership with patie
Healthcare organisations were to use feedback from patients, carers and relatives to

continuously improve the patient experience (DH, 2004d, p. 31). However, as the

NHSSDO (2004) and Modernisation Agency (DH, 2005) guidance highlighted, finding

out what service users wanted was relatively straightforward. The Patient Focus domain

failed to make clear that the challenge would lie in achieving change once the data had

been gathered. Core Standard C2 restated former recommendations that all health and

social care staff gain an understanding of the roles and responsibilities of other

professionals (DH, 2004d). The aim of which was to improve inter-professional

communication, working and patient care.

10 high impact changes for service improvement

fiLO0 High Impact Changes for Service Improvement and Delivery: a guide for NHS

| e a d @H,2@04e) introduced rare examples of real-time piloted improvement

initiatives. The NHS Modernisation Agency described how the thinking behind the
developmentofii 1 0 Hi gh | mp @tCs) difered to magesusual approaches to

NHS improvement. This was because these changes were based on everyday

experiences and the achievements of fthousands of frontline clinical teams, right across

t he NHMH&wereinot the products of academic theol
e X p e (DH,2@04e, foreword), but the results of the efforts of over 150,000 NHS staff

who had been involved with the work of the NHS Modernisation Agency between 2001
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and 2004. NHS staffhad beenfiact i vel y erhggpgendy ismrerraotcae del i
the NHS might move closer to achieving its ambition for patient-centred, individualised

care. These 10 HICs were based on three underpinning principles

0] Change, informed by empirical evidence that is tested and evaluated in
practice, in freal life NHS settingsg has the best chance of success.
(i) A high quality service is dependent on every member of the multi-disciplinary
team and every part of the system fworking effectively and in harmony with
the resto(DH, 2004e, foreword)
(i) Health care and servitheao umgeded hteodplad iwing
Patientsdexperiences involve a journey and one fivhich sometimes lasts for
the rest of their lives. Such care is not only physical: it is emotional,
psychological and spiritual, and encompasses the needs of the whole
p er s (DH,.2@04e, foreword)

These principles reflect the philosophy of the Patient Journey approach (Campbell et al
2004). However, no guidance or examples accompanied the 10 HICs to illustrate how
they could be implemented at local level. Nevertheless, these made clear that the
Patient Journey approach was closely aligned with political expectations and seemed to

offer an effective means by which to address the followingii n e 2 d 0

Ai... We need to help frontline stafge to de
differently and provide a culture to encourage change at grass roots with all
healthcare staff. We need to empower staff to have the courage to break with
ingrained habits plus the energy and perseverance to meet the challenges of
transforming healthcare which is patient-l ed . 06 ( DH, 2004e, p. 4)
fiLO High Impact Changeso(DH, 2004), the SDOA Br i e f i nMNHS$D®Op2604)é&and
the NHS Modernisation Agency (DH, 2005) guidance for improvement leaders, which
offered evidence-based policy guidance for initiating change, and involving service users
and providers in quality improvement initiatives, contributed to the underpinning

rationale for this study.

Organisational duty to involve

In 2006, Section 242 of the consolidated NHS Act placed a duty on NHS trusts, primary

care trusts and strategic health authorities to involve or consult patients and the public

during service planning and developing proposals for change. Guidance to support this

was subsequently providedini Re a | Il nvol vement :tompovikhealtly wi t I
s e r v i(@He20a8).
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NHS modernisation, patient-centred careand t hi s studyods
Since the launch of NHS ¢patient-centredémodernisation more than a decade ago, the
systems and processes of the NHS, particularly in relation to quality improvement and
patient and public involvement, have undergone radical change, as these introductions
illustrate. Yet despite best intentions, and considerable effort, the findings of a
subsequent public inquiry (Francis, 2010, Francis, 2013), more recent regulatory body
inspections and media reports have continued to make clear that sub-standard,
dehumanised healthcare still exists, at least in some pockets of the NHS (Healthcare
Commission, 2009; Care Quality Commission, 2008, 2011a, 2011b, Patients
Association, 2011). Indeed many of the recommendations of the Bristol Royal Infirmary
inquiry (Kennedy, 2001, DH, 2001) are repeated in the final report of two subsequent
inquiries into serious failings at the Mid Staffordshire NHS Foundation Trust that
occurred during 2005 and 2008 (Francis, 2010, Francis, 2013).

These reports provide evidence that the blame culture continues to permeate many
healthcare organisations preventing staff from being open and sharing their views
(Coulter, 2002; Attree, 2007; Brandom et al, 2011; Francis, 2013). Francis (2010, 2013),
for example, reports that patients and staff at Mid Staffordshire were not listened to; little
if anything was done to rectify deficiencies when identified; the numerous agencies in
healthcare failed to communicate effectively and share knowledge and concerns; and a
negative culture existed amongst disengaged managers who tolerated poor standards.
Managerial interest was focused on budgets and targets and achieving foundation trust
status rather than people. Moreover, for more than fifteen years, these and other reports
have provided evidence that staff shortages, lack of time and resources; poor
communication and fragmented ways of working continue to adversely affect both
patient and staff experiences (Coulter, 2002, 2006; Calkin, 2011; Francis, 2013).
Additionally, a report by the Health Service Ombudsman revealed that during the period
2011 to 2012, the NHS had received 150,859 complaints, an increase of 1.3% on the
previous year, and 112,859 more than the period 1998 and 1999 (Parliamentary and
Health Service Ombudsman, 2012).

These findings indicate that the NHS has not fully learnt from past mistakes and that

disparity continues to exist between the views and expectations of policy makers, NHS
managers, frontline staff and patients about the key determinants of high quality, safe,
patient-centred care and how these can be operationalised (Coulter and Cleary, 2001,
Coulter and Ellins, 2006, DH, 2009e, DH, 2010d, DH, 2010e; Moore, 2007; The Health
Service Ombudsman (HSO), 2011; and Wheldon, 2005). They also provide evidence

that, although significant inroads have been made to involve patients and learn about
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their experiences, the findings are not being routinely used to inform change and

improvement. This may be due, in part, to a failure by managers to recognise that

frontline staff, those who directly interact with patients, are best positioned to identify

solutions to issues raised by service users and implement changes in practice (DH,

2005). This suggests that more needs to be done to actively involve service users,

frontline service providers and managers in quality improvement initiatives, thus also

promoting multi-disciplinary teamwork and enabling shared learning (DH, 1997, DH,

2000a, DH, 2004e, NHSSDO, 2004, DH, 2005). More recently, the NHS Constitution

(2013, p.13) includes pledges that support this, one of which specifies a commitment to
ensure that all staffare i e mpowered to put forward ways to

servicesforpat i ent s and .their familiesbo

This study: aresponse to issues identified

Recognition of these issues and an interest in finding ways to address them underpins
the rationale for this study and its investigation into the Patient Journey approach to
service improvement developed by Campbell et al (2004). This was to examine how the
Patient Journey, as a multi-disciplinary, collaborative approach that involves services
users and providers in the review of services, can impact on and improve the delivery of

patient-centred care.

Consequently, the following chapter, Chapter 2, offers a critical review of literature

associated with patient-centred healthcare. This aimed to address the lack of

underpinning empirical evidence found in healthcare policy directives and the paper by

Campbell et al (2004). These failed to clearly explain the rationale for PCC and what

this approach entailed, or how PCC improvement might be attained in practice. The

review will also highlight a number of gaps left by former empirical investigations into

PCC. By so doing, the findings of the literature review will explain the underpinning
rationale and philosophy that influenced t hi
the approach taken towards enabling patient-(person)-centred change and improvement

to a current patient journey. They will also explain how the aim and objectives for this

study, listed at the end of Chapter 2, were determined.
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2 LI terature R

Introduction

This review examined the empirical roots of 6 p a t-cieemttr e  PC &) edtiend 0

c e nt r e dnd assosidied frameworks of care to explain why these are core concepts
promoted by NHS modernisation and an international movement for PCC. This included

a critical review and analysis of empirical studies that have specifically investigated PCC

or patient-centredness. The findings provide an evidence-base for PCC and

improvement, whilst also offering insights into associated healthcare concepts, theories

and underpinning philosophies. In turn, these provide justification for the engagement of
service users and multidisciplinary service
investigationintoCa mp b el | e tPateht dosrney @drdsgtand the approach

taken in this action research study.

As explained, this study was set up to explore the City Hospitals Sunderland NHS

Tr ust 0 sPatientldBney (PJ) model (Campbell et al, 2004); a localised, yet

potentially generalisable, collaborative and patient (person)-centred approach to quality
improvement/practice development. Campbell et al (2004) had identified shortcomings

in @ number of current improvement measures, many of which had been introduced

since 1997 to support patient-centred NHS modernisation. These aimed not only to

improve patient experience, but also safety, efficiency, quality and continuity of patient-

centred care (PCC) but commonly lacked clear guidance or failed to reveal their

evidence-base to explain or support the approach advocated. Moreover, as Campbell et

al (2004) identified, none of the existing improvement initiatives appeared to offer a

means through which power differentials between healthcare staff and patients, or

hierarchical differences amongst clinicians could be addressed. Nor did they generally
enabletheii nsi dectpegespf t he itdHeackmwledged prer i enceo
patientsd experiences contextualised as inte
organisational and health and social care boundaries (Campbell et al, 2004, p.16).

These factors are considered fundamental to the attainment of PCC improvement as will

be explained.

Literature search strategy

The strategies used to structure this review of literature evolved from guidance offered
by Aveyard (2007), Bell (2005), Dixon-Woods et al (2005), Fink (2005), and Hawker et al
(2002). Advanced searches for peer reviewed, full-text empirical literature published in

English Language were usually undertaken using the comprehensive electronic
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discovery service provided by EBSCO (this includes key health and social care
databases such as MEDLINE, Science Direct, Ovid, CINHAL® (Citation Index for
Nursing and Allied Health Literature) and Web of Knowledge) and the Cochrane Library.

Search terms are included in Table 2-1. These emerged as the review progressed.
Although the original intention had been to solely focus on patient-centred and patient-
centredness, it soon became apparent that the empirical foundations, philosophy and
determinants of PCC should be contextualised with other theories, concepts, models
and frameworks that also influence professional practice and patient care. This is

explained separately.

Concepts and terms used for literature searches

Patient-centred and Existing frameworks of Patientengagement/
patient-centredness care involvement
patient-cent* patient care patient-cent* AND
health care care pathway patient involv*
patient care multidisciplinary inter- service user/carer/staff
patient experience professional involv*
patient-cent*care model/framework patient/carer/family/ and or
defin* theoretical/conceptual staff engage*
measur® philosophical patient voice
outcome* model of healthcare patient narrative
healthcare frameworks of care quality improvement
improv* holis* service improvement
service human* patient journey
biopsychosocial change
person-cent* model
life-world multi-disciplinary
compassionate service user
relationship-cent* service provider
caring healthcare staff
digni* professional

Table 2-1: Literature review core concepts and search terms

Searches often brought extensive results, for example 246,551 foré6 pat i ent centr e
(Figure 2-1 below). This presented a significant challenge to a sole reviewer, and

several modifications were required to reduce the results to a more manageable

number. This was generally achieved using different combinations of terms; adding

more limiters, applying Boolean logic, truncation and so forth (Aveyard, 2007; Bell, 2005;

Fink, 2005). Not all revisions significantly reduced the results; on these occasions only

the first 200 were scanned for relevant titles and abstracts.
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On occasion this strategy led to an unexpected increase in results and advice was

sought from a librarian. For example asearchusingé pat i entodipravt d lene 6 ¢c e n |
AND heal,yidlded3s4,080results (Figure 2-1). Adapting this search in

accordance with guidance reduced the results to 103, by using (healthcare) and

(service* improvement*) AND (patient experience* OR patient journ*). A record of the

number of new and modified searches undertaken during this review was not kept.

Results of 2" search:
354,020

Results of 41" search:
1

*Search 3:
+Modified search

+(health care) AND
(service improve*) AND

«Search 1:

+Keywords patient
cent* OR person cent*
OR family cent* OR

«Search 4:
*New search

«Patient involve* OR
patient engage* AND
service user AND carer

*Search 2:
+Modified search

+*OR patient involve*
added to search 1

(patient experience* OR
patient cent”)

holis* AND health care

Results of 1%t search: Results of 31 search

248,551

Figure 2-1: Example of application of search strategy

Hand searches of reference lists and citations in empirical literature revealed additional

theoretical, conceptual or philosophical concepts and frameworks of care that have been
associated with PCC. Journals and books; networking and serendipitous finds provided

further articles (Whittemore and Knafl, 2005, Foster and Ford, 2003). A number of these

and grey literature, including publications from the Department of Health, Picker

I nstitute, Kingbs Fund, the Care Quality Com
Institute for Healthcare Improvement, were retrievedviaGoogl e E and Googl e
Sc hol a r-lioc searchas were also undertaken as required to retrieve further

seminal works revealed by the literature.

Appraisal and data extraction

All shortlisted empirical studies were critically appraised in accordance with guidance
offered by Aveyard (2007) and by using relevant checklists provided by the Critical Skills
Appraisal Programme (CASP) (www.casp-uk.net, 2007), Oxford, UK. These can be
used for appraising quantitative and qualitative research and literature reviews. They
are tailored to the specific research paradigm, for example to appraise reliability and
validity of quantitative research, or to determine the authenticity and generalisability of

gualitative methods.
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Irrespective of research paradigm, appraisal included consideration of study aim and

design; setting; background literature review (to also identify key sources of influence);

methods, participants, findings and limitations. Where relevant and available, additional

elements were also assessed, including sampling strategy; ethical issues; researcher/

participant relationship if identified; data collection method; method of analysis, any

undue bias on results, r es ¢exampldappraisalmarixcept i o
included as Appendix 2). Prior to final selection, the relevance, generalisability and

potential contribution of each paper to this study was established (Aveyard, 2007).

Once selected, papers were read and re-read to affirm understanding; identify and
extract key points, and enable relationships between studies to be identified. Highlighter
pens and memos aided this process. Sometimes, but not always, pertinent data were
extracted and stored in tables according to emerging theme (see example Appendix 3:
table of associated concepts). This allowed more detailed cross-referencing and
analysis. Every effort was taken to ensure that each stage of the iterative review process
was conducted systematically and with rigour, to mitigate the risk of bias or error, and
enable findings to be presented authentically. The inclusion criteria are detailed in Table
2-2 below.

What is the empirical evidence-base for

patient-centred care and patient-centredness?

Inclusion criteria Exclusion criteria
A Patient-centred or patient-centredness (UK and Empirical studies
_ US spellings) only using terms other
A Peer reviewed, published, empirical studies only than patient-
A Date of publication 1998-May 2007 (extended to  centred

2010 to allow contemporary perspective when
writing up thesis)

Healthcare, health care; any setting (acute,
rehabilitative, end of life, primary care)

Any country

Any professional discipline

Any health condition, any patient group

English language

Full text

Service user (patient, carer, relative) involvement
Service provider (single or multi-disciplinary)
involvement

Fulfilled appraisal criteria

Content must be relevant to proposal for this
study. This includes establishing underpinning
philosophy, identification of research method and
justification for study.

Table 2-2: Inclusion criteria for empirical studies associated with patient-centred care

DDA DD D

™ >
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Empirical literature was automatically excluded if it did not include thetermé pati en't
centorédatcieemttr e drwasaat folly relevant to the proposed aims and
objectives for this study. No paper was excluded on the basis of participant health
condition, diagnosis, age-group, gender or ethnicity. Studies were not restricted to any
specific discipline, healthcare setting or country in view of the multi-disciplinary nature of
this study and perceived generalisability of the Patient Journey model. Date parameters
varied according to the purpose of the respective element of the review; for example

when establishing context and evidence-base prior to the implementation of the new
Patient Journey in May 2007, or to enable contemporary perspective when writing up

this thesis. Only papers that fulfilled the criteria are discussed in this review.

Tenets of the integrative review and narrative inductive method of analysis
Patienti centred care (PCC), as this review will illustrate, has been investigated through
a broad variety of quantitative, qualitative and mixed research methods; from different
theoretical, philosophical, professional and conceptual standpoints; and usually to
examine different aspects of PCC. This reflects the complex and subjective nature of
PCC, understanding and attainment of which is influenced by many factors, including
individual perception and experiences; availability of resources; environment; human
factors (Leonard et al, 2004); societal and organisational culture; and healthcare
systems and processes. Not all of these could be explored or discussed during this

review, rather an overall sense of most significant influences is provided.

In recognition of the varied evidence-base and complex nature of PCC, the principles of
the integrative review and narrative inductive method of analysis have been followed, as
proposed by Whittemore and Knafl (2005), Dixon-Woods et al (2005) Mays and Pope
(1995), Mays et al (2005) and Greenhalgh et al (2005). Through these methods, data
analysis technigues, including thematic analysis and narrative summary allow evidence
from qualitative, quantitative, theoretical and conceptual origins to be integrated and
presentedininar r ati ve (Pixor-Waodsesal 2005ppd6). Consequently,
this review is presented as a critical analysis interspersed with summary tables to
highlight key points (Greenhalgh and Peacock, 2005, Greenhalgh et al, 2005).

Literature review findings

Patient-centred care (PCC) initially became the focus of this review principally because,

as explained, this is the term consistently used by the British Government to describe its
vision of UK healthcare (DH, 1997, 2000a, 2008). However, as review will illustrate, this
vision is not exclpatente e n t tbeotihterm tbKrefleatsar i s

persistent and international endeavour by behavioural and social scientists,

33



philosophers, theorists, healthcare professionals and patient advocates, to improve,

humanise, personalise and demystify patient care.

This multitude of separate endeavours has resulted in an abundance of differently
termed concepts, theories, models and frameworks of care. Some of those most
commonly related to PCC include person-, client-, relationship-, or family-centred care;
holistic, biopsychosocial, caring, dignity-conserving and compassionate. Many of these
terms are also used interchangeably (Mead and Bower, 2000, 2002, Reid Ponte, 2004,
Freeth, 2006, Price, 2006, DiGioia Ill et al, 2010); a practice that is commonplace in

healthcare and often causes confusion.

To prevent misunderstanding or confusion from being a barrier to improvement in this
study, a brief introduction to commonly affiliated concepts will be included. This is
integrated within the discussions in this review. A summarised synthesis of these
interrelated concepts is also presented in Figure 2-2, and an additional narrative
summary to introduce yet more related concepts, theories and models is provided in

Appendix 3.

The foundations of patient-centred and humane approaches to care

According to McWhinney (1980), a co-contributor to the development of one of four
dominant models identified by this review (Stewart et al, 1995), two schools of thought
have co-existed in medicine since the time of Ancient Greece. The first, the
ftonventional shod, gaversatetheitraddional biomedical model. This
is built on a disease classification system and, as such, is relatively easy to measure,
Afarticul at e a natleast bymmysiclansdMcWlenney, 1980, p.1096). The
model focuses medical practice on pathology, diagnosis and treatment. It pays little

regard to human and subjective elements or broader influences on health or illness.

The second,thefinat ur al or d ewasaligngdtby Mcehimey (1680, 0 ,

p.1096) to the beliefs and practice of Hippocrates, a Greek physicianandfinat ur al 0o
diagnosticianwhodidfin ot separate disease from the man
e nvi r o nfheinexptained further by Peabody (1927) who, almost a century ago,

made clear to Harvard medical students in the US, that the effectiveness of diagnosis,

treatment and care, is heavily reliant on the personal nature of the doctor-patient

relationship. He also explained that the &cienced the biomedical aspects of medicine,

and @rtéof medicine, the human component, should not be consideredasfiant agoni st
but suppl teeaehother (Pgabody, 1927, p. 876). Each patient should be
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viewed and respected as a person, not merely a set of symptoms for diagnosis, and

their illness or wellness assessed and responded to in the context of their everyday life.

Early influences on patient-centred care

This review acknowledges that some of the most enduring early influences on PCC
originate from the fields of medicine (Peabody, 1927, Engel, 1977, McWhinney, 1980)
and behavioural and social sciences, for example through the contributions of Rogers
(1951), Maslow (1954), Balint (1957). It also acknowledges long-term recognition in
nursing of the importance of the whole person approach to care. This can be evidenced
through nursing theory, and includes contributions offered by Roper (1976), Roper et al
(1985) from the UK, and Watson (1985) Orem (1980) and Roy (1984) in the US. A brief

introduction to some of these theories is included in Appendix 3.

Models of patient-centredness and patient-centred care

Unlike the majority of healthcare models, frameworks and concepts, the foundations of
three of four models of PCC identified by this review are built on empirical evidence.
Most importantly, this evidence has been gathered from service users (patients, carers,
relatives and lay people) and, or service providers (multidisciplinary staff; clinical and

non-clinical); those with first-hand experience and knowledge of healthcare.

Each of these models has been a significant influence not only towards the global
movement towards PCC, healthcare policy directives and practice, but also more recent
research into PCC through which these models were identified. Significantly, the
development of these three empirically-based models triggered a concerted effort to
improve patient care and healthcare experiences according to the perspectives of those
with first-hand experience. Correspondingly, as ensuing discussions will demonstrate,
these also provide the underpinning philosophy, principles and blueprint for future PCC

healthcare improvement.

Models of patient-centred care (PCC)

The following two models focus on patient-centred care from first point of contact,
recognising that healthcare requirements may extend beyond primary care. Patient-
centred care embodies the philosophy and core determinants of the total patient care

continuum; t he patientds journey through healthc:

The Planetree Model of patient-centred care
The earliest model of PCC, the Planetree model (Martin et al, 1998, planetree.org.
2014), was introduced in 1978 in Connecticut, US, by Angelica Thieriot. This model

promotes a multidisciplinary and collaborative approach to healthcare. It also
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emphasises the importance of supportive, nurturing organisational cultures towards the
well-being of patients, their families and staff; healthcare environments where human

beings care for other human beings. According to Frampton and Guastello the

partnership that develops between patients and staff, or more specifically nurses, is

viewed as fthe cornerstone of patient-c e nt r e @2010,3.51. dlursing practice in

hospitals that have been awarded Planetree patient-centred designation, as Frampton

and Guastello (2010) explain, isoften,but not excl usively, influe
(1985) framework of human interactions and relationship-centred caring. Other
influences stem from Swansondéds (1991, 1999)
(1991, 1999) and the Tresolini Pew-Fetzer TaskFor ceé6s (1994) wer k on
centred care (Frampton and Guastello, 2010). These theories and frameworks help to

facilitate the operationalisation of PCC through their emphasis on the human and

relational element of PCC.

In 2014, the Planetree organisation reported that membership had exceeded 500
organisations across eight countries including Canada, the Netherlands, Brazil and
Japan (planetree.org. 2014). The Planetree organisation is also affiliated with the Picker
Institute, another world leader in PCC whose roots lie in the empirical foundations of a
model of PCC offered by Gerteis et al (1993).

Gerteis et al (1993): AThrough the Patientos
patient-cent red careo

The Picker Institute of the US institutionalised and built on the philosophy and

determinants of PCC first identified through eleven research projects. These had been

used to gather the perspectives of over 6,000 recent patients and 2,000 family and

friends (care partners) about care they had experienced in one of sixty-two hospitals

across the United States (Gerteis et al, 1993). Data from staff had also been gathered

and subsequent analysis of this service user and service provider data led to the

identification of seven core dimensions of PCC (Gerteis et al, 1993). These, similar to

the components of the Planetree model, aimed to makethefiexper i ence of il |
hospitalisat i o@erteisetrale1998upnxaiin €he findings were

disseminated in a seminaltextA Thr ough t he PByaerieis, Edghan- Ey e s 0

Levitan, Daley, and Delbanco in 1993.
The seven dimensions of PCC were institutionalised by the Picker Institute when it first

opened in 1986 in Massachusetts, US. An eighth dimension, access to care, was added

the following year. Importantly, these dimensions, which have remained virtually
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unaltered, embody the philosophy and principles of PCC as identified by service users

and providers. These are:

i) respect for patientsdé values, preferenc
i) coordination and integration of care;

iii) information, communication and education;

iv) physical comfort;

V) emotional support and alleviation of fear and anxiety;

Vi) involvement of family and friends;

vii) transition and continuity; and
viii) access to care (pickereurope.org, 2014).

Although the Picker Institute in the US ceased operation in January 2013, its work is
continued by the Institute for Patient- and Family-centred care in the US, and the Picker
Institute Europe in Oxford, England (pickereurope.org, 2014, Richards and Coulter,
2007).

Gerteis et al (1993), like Thierot and Planetree (Martin et al, 1998; planetree.org. 2014),

also aimed to transform healthcare systems and cultures so they provided positive

environments and experiences for staff, not just patients. Yet, none of the current Picker

Institute principles actively promotes this. This oversight, although not verified, is
attributed to Gert eficsonestciad uwssl ye naddecapvto utrhse tpoa f
(21993, p. 5). However, there is concern that by doing so this creates the potential to

di minish the significance of others actively
This includes staff, family, friends and carers, who support and interact with patients and

influence their experiences. Although no empirical evidence was found during this

review that explicitly supports this suggestion, this is implicit not only amongst review

findings, but also in reports of public inquiries and healthcare watchdogs, and the results

of patient experience surveys.

Models of patient-centredness

Unlike the models by Planetree and Gerteis et al, the two following models focus more

closely on the human and relational aspect of PCC, and facilitating patient-centredness,
predominantly in primary care practice. Nevertheless, because these models aim to

deepen care providersdé knowledge and under st
centredness becomes an integral element of every stage of the PCC continuum, they

are adaptable to any discipline and healthcare setting.

Stewartetal ( 1995) : -GePmattrieechtMedi ci ne; transforming
The first PCC model to specifically focus on patient-centredness was developed by

Stewart et al and published as a core text in 1995. The Patient-Centred Clinical Method,
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which originates from Canada, was initially developed to transform family medicine by

promoting patient-centredness in doctor-patient consultations.

Stewart et al (1995) initially identified six interactive dimensions of patient-centredness:

i.  exploring the disease and illness experience

ii.  understanding the person as a whole and what it means to be human

iii.  finding common ground

iv.  prevention and health promotion;

v.  enhancing the doctor-patient relationship; self-awareness, compassion,
healing, power, transference and countertransference;

vi.  being realistic about time, resources, teamwork, personal limitations
(Stewart et al, 1995, p.35).

Dimensions ii, v and vi, highlighted the importance of also recognising the doctor

(healthcare professional/care provider), not just the patient, as a person; a factor this

review highlights as a fundamental element of PCC. Unfortunately, the emphasis on

doctor (healthcare provider) as person was omitted from a more recent edition of the

model published in 2003. Although the reason for this remains unclear, a potential

explanation may be attributed to Stewart e t s ackndéwledgement, similar to Gerteis et

al (1993),thatonlyfit he patient shoul dc dret it d¢Steqvatfdeg® o f
2001, p.444); and thus the focus should remain on the patient. This deletion is

regrettable as without specific dimensions to emphasise the significance of staff towards
patientsd experiences, or the importance of
there is potential for this group to experience dehumanisation and depersonalisation.

Indeed, the endemic culture of blame and secrecy that continues to permeate

healthcare organisations throughout the western world is indicative of the

dehumanisation and depersonalisation of staff.

The foundationsof St ewart et al és (1995) PCC clinical
model, is also built on empirical evidence. This was gathered from a number of

observational studies undertaken in family practice in Ontario, Canada, by co-authors

McWhinney (1972, 1986), Brown et al (1995), Levenstein (1984) and Levenstein et al

(1986). Itis also informed by a systematic review of sixty-nine internationally published
peer-reviewed papers (Stewart, 1995). Stewart (1995) explained that review findings

showed that patient-centredness requiresfia bal ance between the ob]j
subjective, a bringi ng/(Stwad,d99% p.35). Anfanalysisdfy and
medical interviews undertaken in a study by Mishler (1984, p.192), one of the works

reviewed by Stewart (1995), had explained patient-centredness in terms of two voices;

t h e c i e ntheiobjectivéd and detached voice of medicine due to its focus on
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di agnosi svoiceafthk life-via e r .Iflkdedatter, Mishler suggested, reflected a
Acommon vsieenmseof BbBedwoiheéed from the personods
personal meaning of iliness, and concern about how illness might impact on everyday

|l ives and goals (Mishler, 1984, p. 192). Mis
enable acknowledgement of a further influence on PCC identified through this review;

the philosophical perspective. In particular, the philosophies of the lifeworld and lived

experience as explored by Habermas (1984), Husserl (1936), Heidegger (1962), Mishler

(1984), Barry et al (2001), Charon (2001, 2006) and Galvin and Todres (2008) (For brief

introduction to related theories and concepts see Appendix 3).

Mead and Bower (2000): a conceptual model of patient-centredness

Mead and Bower (2000b), by comparison, developed a conceptual model to clarify
which aspects of doctor-patient relationships constituted patient-centredness. In a
former observational study (Mead and Bower, 2000a), analysis of 55 video-taped
consultations between 24 volunteer GPs and adult patients recruited from 13 practices
across Birmingham, Manchester and Exeter in the UK, revealed that each observation-
based instrument measured different elements of patient-centredness. Consequently,
disparity was found amongst findings, a broad range of interrelated variables were
exposed, and the effect of subjectivity on observer assessment was apparent. Mead and
Bower (2000a) suggested these inconsistencies were further exacerbated by the lack of
a universal definition of PCC, variances between concepts promoted by theorists and
their application in practice, and differences in how the concept of PCC was interpreted
and operationalised. These findings are similar to those also reported by Klein et al
(1961) some forty years earlier in relation to the measurement of PCC, and more
recently by Smith et al (2013) with regard to the biopsychosocial model (Engel, 1977,
1980). Because none of the three elements of the latter model could be measured in a
consistent way Smith et al (2013) criticised thisforb ei mgs@éi enti fi c and url
(Smith et al, 2013, p265)

Despite Mead and Bowerds (2000b) intentions,
their model, without introduction or context, may still cause confusion. For example, the
fourth dbiopeynshosnodi al spagrnypmedtsi vEeng,el 6s (1977
biopsychosocial (BPS) model. Yet, this is a distinct approach that, like PCC models,

was also developed to address deficits of the biomedical model (Engel, 1977, 1980;

Borrell-Carrié et al 2004). Consequently, if the biopsychosocial model is not explained or
understood in this instance in the context o
may trigger confusion amongst healthcare staff about what model of care they should be

following. Additionally, the fifth dimension6t her apeutdecr iavd d afnrceend , Ro ¢
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(1951) client-centred theory, introduces terms and three integral elements i) empathy; ii)
unconditional positive regard; and iii) congruence (Mead and Bower, 2000b). These

require translation to everyday practice if clarity and consistency of understanding is to

be ensured.

Core determinants of PCC and patient-centredness

Despite differences due to country of origin, healthcare system, evidence-base,
philosophical influence, language used, and target audience (primary care doctors
versus hospital staff) similarities are clearly recognisable between each of these models
of PCC and patient-centredness. These have been synthesised and the resultant core

dimensions presented in Figure 2-2 to enable a clearer overall perspective.

Access to
healthcare:-
GP/family physician,
walk-in centre,
online, urgent and
emergency care,
planned admissions

Complementary and
alternative medicine
and therapies:-long
term care, mental
health

Spirituality & diversity

Support and allied
services

Culture:-
organisational,
community and team;
supportive, people-

centred ,
transformational
leadership, role

models

Dimensions of patient-centred
care

Human beings caring for other
human beings: seeing and
respecting each person as an
individual not just a patient,
relative, carer or healthcare
employee

(home, hospital, nursing home
and hospice settings)

ersonal
Resources:- relations:-

sufficient, timely & )
appropriate : - Assessment (medical
diagnostics, staffing, — seeing person and
limitations of each symptoms in context
person, surgical, of daily life), finding
medical, and other common ground,
building trust, shared

Education: —

service users &
service providers,
communication,
professional
knowledge & skills,
self-care, self-
awareness,
motivation, illness
prevention, wellness
promotion

Environment:-

Welcoming, friendly,
clean, controllable
lighting & heating,

views of & access to
outside, social and

private spaces,
accessible to all

treatments, g |
equipment decision-making,
technology’r teamwork, continuity

of care

Figure 2-2: Synthesis of core determinants of patient-centred care based on Gerteis et al (1993),
Stewart et al (1995), Planetree (Planetree.org, 2014) and Mead & Bower (2000b)
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Each of the summary dimensions emphasises the complexity of PCC, and each may be
broken down into further components and contributory and influencing factors. Although
each dimension has been identified as an integral element of PCC, not all of these will
be relevant to every episode of care and every patient on every occasion. Nonetheless,
as the review of PCC models made clear, and the main circle of this diagram illustrates
(Figure 2-2), PCC, at every level, is dependent upon humaneness, and the relationships
that develop between service users and service providers. Perhaps most importantly,
the dimensions in Figure 2-2 reflect the collective perspectives and experiences of
patients and healthcare staff gathered throughout several decades. Yet these only came
to light after individual perspectives had been gathered and findings analysed. This is
significant because, as a US study by Klein et al (1961) and others in this review will
illustrate, even staff from the same discipline, with similar roles commonly hold different
perspectives and priorities for patient care. This in turn can impede the delivery of PCC

and hinder multidisciplinary teamwork.

In the study by Klein et al (1961), for example, interviews with 24 hospital leaders from
six out-patient departments in Boston, US, even after secondary analysis of interview
data, led Klein et al (1961, p. 140) to conclude that PCC could not be defined as a
Aunit ar y Yeteixteerecpmponents of patient care had also been identified from
the same data set. More recent studies, including UK studies by Wilkes and Mills (2001),
Douglas and Douglas (2005), Webb (2007), a US non-experimental longitudinal
prospective study by Radwin et al (2009) and a Canadian descriptive correlational
design study by Poochikian-Sarkissian et al (2010), reinforce the finds of Klein et al
(1961). These too provide evidence of long-standing differences, but also similarities,
between the perspectives of patients and staff. Findings which support the view that
improvement should be informed by patient and staff experiences as Campbell et al
(2004) also recognised. They also indicate that if uniformity of understanding amongst
multidisciplinary staff is to be attained, as is a fundamental requirement for improvement
and PCC, opportunities should be provided for healthcare teams to come together and
share their perspectives so that they might collectively identify and agree common goals

for improvement.

What evidence is there that models of patient-centred care and patient-

centredness make a difference?

In order to establish if PCC philosophy and associated models might also provide a

blueprint for improvement, empirical studies that investigated the outcomes of patient-

centred modelsofcarepr i or to the start of tjcatiwereasd udy 6 <

reviewed. In keeping with the complex nature of PCC, each of the empirical studies
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critiqued, despite sharing a common interest in PCC, investigated PCC from a different
perspective, or to address different aims and objectives. Consequently, each study is
presentedinfinar r at i v e Qjfoenalleaaptiestic representation (Dixon-Woods
et al, 2005, p.47). Each included study fulfilled CASP appraisal criteria (www.casp-
uk.net, 2007).

The impact of Planetree PCC philosophy and trainingon pati entsdé exper.
Martin et al (1998) discusst he ef fect of the Planetree PCC
experiences in the US. In a randomised controlled trial (RCT) outcomes for 315 patients

randomly assigned to a general medical-surgical Planetree Model hospital unit, were

compared to those for 445 patients from four non-Planetree general medical-surgical

units. The units were based in the California Pacific Medical Centre in San Francisco

which offers a broad spectrum of medical services including bone marrow, kidney, liver

and heart transplantation (Martin et al, 1998).

Martin et al (1998) briefly explained how the original eight integral components of the

Planetree model (rather than subsequent 10 components) had been applied in the

participating hospital unit. However, they did not clarify ifthe i Pl anetr ee hadhi | os
been disseminated to all multidisciplinary staff, rather than just nurses, to ensure

consistency of practice (1998, p.126). Nor did they explain if the results showed that
patientso6 per werenligned with componeRt€dl care identified by the

Planetree model. Nevertheless, Martin et al (1998) reported that the responses of 273

patients revealed an overall satisfaction rate of 70% with the Planetree unit environment
compared to 67.7% by 345 patients of hon-Planetree units. Whilst this result does not

indicate a significant difference, and the percentages relate to different sample sizes,

70% of 273 as opposed to 67.7% of 345, it is nonetheless suggestive that Planetree

PCC improved patient satisfaction. Further results also reinforced this. For example,

Pl anetree patientsd satisfaction of technica
defined) was rated at 86.5% compared to 81% by non-Planetree patient respondents.

The personalised and nurturing elements of care provided by Planetree (patient-centred)

nurses scored an overall 81.6% compared to 76.4% for non-Planetree unit patients.

Patients also reported feeling more involved and better educated following discharge

(79.2% versus 74.6%); more satisfied with the education they received (73.5% versus

65.1%), but little difference was found between patient control over health (73.6%

versus 74%) and coping strategies (62.3% ver
discharge. No obvious explanations for the latter two outcomes were identified by Martin

et al (1998) but had been investigated. Even so, overall, the results showed that

patients, who had experienced PCC according to the Planetree Model, felt more

42



involved, learned more about their illnessesandwerei s i gni fi cantly mor e

t hei r h o s(Mairtih et &l, 1998; p.130).

The impact of Planetree PCC designation and in-patient quality outcomes

A more recent retrospective quasi-experimental US study, also explored the effect of the
Planetree approach on inpatient quality outcomes (Stone, 2008). Stone, a former chief
nursing officer and chief operating officer at the Sharp Coronado Hospital in California,
had engaged nursing staff in meeting Planetree designated criteria (as detailed in
Frampton and Guastello, 2010). Once more, it was not made clear how these criteria
were disseminated to ensure consistency and clarity of understanding and approach to
patient care. This was a study of five separate cohorts of a total of 869 hospitalised adult
patients grouped by calendar year. All patients had recently undergone elective total-
knee or total-hip replacement surgery. Data in relation to patient demographics, patient
satisfaction, length of stay, cost-per-case were gathered and retrospectively examined
from two comparable medical-surgical units, one of which followed the Planetree

approach.

In each of the five one-year cohorts studied, Stone (2008) found that the Planetree unit
consistently revealed shorter lengths of stay; statistically significant lower costs per
case; higher than average overall patient satisfaction ratings; higher satisfaction ratings
in almost all patient-centred dimensions. This study, similar to the RCT by Martin et al
(1998),showed the positive effect of PCC on
according to Planetree criteria (see Frampton and Guastello, 2010). The outcomes also
led to the recommendationtothosefis eeki ng t o i mprove the
e X p e r iteaorsidedimplementing the Planetree PCC model (Stone, 2008, p. 68).
The Sharp Coronado Hospital subsequently became the first hospital in California, and
one of the first five in the US, to be recognised as a Designated Planetree Patient-

Centred Hospital.

Although the collective findings represent the experiences of more than 1,000 patients, it
is recognised that the studies by Martin et al (1998) and Stone (2008) were undertaken
in the US, where the healthcare system is different to the UK, and patients are more
widely regarded as consumers. Nonetheless, the ever-increasing, international
membership of the Planetree organisation, outside of the US in eight countries including
Canada, the Netherlands, Brazil and Japan (planetree.org. 2014), is indicative of
widespread recognition of the merits of this PCC approach and its potential
transferability to other healthcare systems (planetree.org.2014). Moreover, as

highlighted previously during the introduction to the Planetree PCC model, the Institute
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of Medicine (IOM, 2001) in the US demonstrated that their goals for healthcare reform
were fundamentally the same as those of the Department of Health in the UK (DH,
2004e), despite the differences in healthcare systems, and irrespective of whether

service users are viewed as consumers or patients.

The impact of training according Stewart et
practice

Kinmouth et al (1998) also used an RCT, but this time to examine the impact of PCC

training in primary care on patient outcomes in England, UK. Forty-one GP practices

from a health region in southern England were involved; 21 in the intervention group

with 142 patients, and 20 in the comparison group with 108 patients. Participant
ranged from 30-70 years; all patients had been recently diagnosed with type Il diabetes.

Study methods included pragmatic parallel group design and randomisation between

practice teams to PCC (intervention group) and routine care (comparison group).

Baseline data from each group were compared with data gathered one year later using
interviews, questionnaires and self-reporting by patients on satisfaction with treatment,

approach to care, lifestyle and communication with practitioners.

Unfortunately, once again, detail of the training, which was based on Stewart e t al 6s
(1995) model, was not included. This would have helped Kinmouth et al (1998) to

explain in what way practice was being influenced and whether this involved just doctors

and practice nurses, or whether a multidisciplinary approach was also being promoted.
Nevertheless results showed that PCC resultedinfisi gni fi cantly i mprove
communication, wellbeing, and satisfaction amongst patients with newly diagnosed

di a b gKinmsuth et al, 1998, p. 1207). This is consistent with findings of Martin et al

(1998), Stone (2008) and a more recent Canadian study by Poochikian-Sarkissian et al

(2010) which investigated the impact of patient-centred education in acute care settings.

However, unlike other studies, Kinmouth et al (1998) found an unanticipated adverse

effectof PCC. Afsi gni f i c a rbody massindex (Bl @=66/133) was identified

amongst patients in the intervention group one year after diagnosis. Kinmouth et al

(1998) partiallyat t ri buted this to patientstishadetter a
previously been found to correlate with positive outcomes of PCC in former RCTs

(Roter, 1977, 1989, cited Kinmouth etal, 1998).Pat i ent s i n Kinmouth et
study had been treated with hypoglycaemic agents, a common side effect of which is

weight gain.
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Kinmouth et al (1998) also suggested that practitioners in the intervention group may

have been overly focused on diabetes treatment and management, rather than

preventative measures to reduce risk of cardiovascular disease through weight gain.

This was not verified. Moreover, this suggestion can be challenged as illness prevention

and health promotion should have been an integral element of the training these

practitioners received. This is because health promotion is one of the dimensions of

PCC identified in Stewart et aloés PCC model
provided a cautionary reminder that patient-centred consulting should notiil ose t he f
on disease while paying attention to the unique experience of illness ofeachpat i ent 0
(Kinmouth et al, 1998, p.1208).

The i mpact of Stewart et -certrédsconm@g@Qcatomdel on p
Stewart et al (2000) used an observational cohort design to investigate patient-centred
communication and outcomes on patient health and use of medical care in Canada.
Understanding of PCC was again derived from Stewarte t  d998) snodgl. Thirty-nine

(47%) family physicians (general practitioners) and 315 adult patients were randomly
selected from 250 family prid@QrdariccCanatdas 6 pr acti c
Presenting problems were identified as respiratory, digestive, musculoskeletal and

other. Data were collected at 5 points during a two month period through a variety of

guantitative and qualitative measures, including audiotaped patient-physician

encounters, 4 measurement instruments (measure of patient-centred communication

score; patient perception of patient-centredness; patient recovery from discomfort and

concerns; and patient health status), assessment of medical care post-audiotaped

encounter by 3 medical doctors, and telephone interviews with patients attwo-mont h 6 s

post-consultation.

Analysis revealed that of the patients who had perceived their visit to be patient-centred,

just 4.1% of the group underwent diagnostic tests during the two-month period,

compared to 25.4% amongst the group who believed they had not established common
ground (a determinant of PCC) with their phy
clinical method). Referrals were 6.1% compared to 14.9% in the non-patient-centred
group. A limitation is that the data | acked
skills and behaviours positively influenced
to explain why no similar result was revealed by a measure given to patients to rate their
perceptions of how well their doctor had explored their illness experience (component 1

of Stewart et a l[Thsdimimation was alsa dcknowdetdgbedoby Jtewart et

al (2000) who recommended that future researchers use qualitative methods when

seeking information about patientsd percept.i
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Relationship was also found between patient perceptions of patient-centredness, the
efficiency of care, and positive health outcomes. These included lower levels of post-
consultation discomfort, concern, and a six-point improvement in recovery (measured on
a 100 point scale) were reported. However, insufficient detail was included by Stewart

et al (2000) to enable effective critique. No findings were reported in relation to
component 2 of the model, 6 wh o | e , despitestrostbéing cited as a focus of the
investigation. Nevertheless, the finds were sufficiently robust to support the
recommendations by Stewart et al for wider recognition of the importance of PCC and

for healthcare organisations to promote and facilitate this throughfimeani ngf ul 0
educational programmes (2000, p.780). Stewart et al (2000 p. 800) specifically
advocated communication skills training to enable doctors to understand how they can
become eas pflonsi ve par t ramdrthe importande lofahis popdtiene nt o
outcomes. A shortfall is that, similar to other studies discussed in this review, including
Martin et al (1998), Stone (2008) and Kinmouth et al (1998), detail of the recommended
training was not included or signposted. Nor was there any mention of whether this
training should be offered to other members of the multidisciplinary team who also

interact with patients, rather than just doctors.

Nevertheless, overall Stewart et al (2000) provided evidence that greater efficiencies

can be achieved in medical care through PCC. They also verified the significance of
patient-centred communication and establishing common ground towardsp at i weall-t s 6
being and recovery. This is achieved when interactions with doctors are perceived by
patients to be patient-centred. The latter finding demonstrating similarity with Martin et al
(1998) and Kinmouth et al (1998), and perhaps contradicting those of empirical studies

by Little et al (2001) and Swenson et al (2004) which indicated that not all patients want
PCC, as some, particularly older patients, appeared to prefer a more paternalistic,

directive consultation style. However, because of the adaptable nature of PCC, which is
tailored to meet individual need, these preferences can still be accommodated and thus

PCC is still appropriate.

The i mpact of Stewart et aldéds PCC model on p
Epstein et al (2005) also investigated outcomes of PCC in the US. Their observational
cross-sectional study design examinedé phy si ci an interaction styl
di agnosti c (Epesteihetal 0085, p.415) [@ata were collected from varied

sources, including a survey, claims data and two impromptu, covertly recorded

standardised patient visits with 93 physicians. The findings of Epstein et al, similar to

Stewart et al (2000), also showed PCC related efficiency savings in diagnostic testing.
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however

, a number

the potenti al i nfl

patient visits and the collection and forwarding of survey instruments. Other limitations

include recruitment of physicians to the study by colleagues; and the ability of physicians

to identify 40% of standardised patients. Nevertheless, Epstein et al reported that these

factors had been recognised as potential issues and adjustments made during the

study.

A summary of evidence-based outcomes of models of patient-centred care

The findings of these varied investigations into the outcomes of different aspects of

patient-centred care are summarised in Table 2-3.

Evidence-based examples of positive outcomes of patient-centred care

since 1998

Outcome

More personalised, individualised care, more nurturing
nursing care, patient preferences addressed

Better, more effective communication between service
users and providers, being kept informed
Partnerships, shared understandings

Authentic self-representation — patients honest and
truthful accounting of self and symptoms

Improved adherence to treatment/medication; improved

patient responsibility for self-care

Lower levels of anxiety, discomfort, concern and
improvement in recovery

Optimism, improved sense of well-being and quality of
life

Patient reports of feeling better informed pre and post-
discharge

Improved functional status for patients

Increased patient satisfaction

Increased job satisfaction (doctors and nurses),

empowerment of nursing staff
Improved quality of care

Improved general atmosphere in healthcare

environments

Cost effective way to improve health outcomes; reduced

length of hospital stay, reduced cost per case; reductions

in referrals and diagnostic testing

Source of evidence (providing signposting to additional sources of

evidence)

Martin et al (1998), Little et al (2001), Radwin (2003), Swenson
(2004)

Martin etal (1998), Kinmouth et al (1998), Webb (2007)

Borrell-Carri¢ et al (2004), Douglas and Douglas (2004)
Radwin et al (2009)

Kinmouth et al (1998) (in this study this resulted in a negative
outcome for patients with recently diagnosed diabetes type I1),
Robinson et al (2008), Poochikian-Sarkissian et al (2010)

Stewart et al (2000), Webb (2007)

Kinmouth et al (1998), Stewart et al (2000), Reid Ponte et al
(2003), Radwin et al (2009), Webb (2007)

Martin et al (1998), Poochikian-Sarkissian et al (2010)

Poochikian-Sarkissian et al (2010)
Martin et al (1998), Wolf et al (2008), Stone (2008), Sidani (2008),
Poochikian-Sarkissian etal (2010)

(Delbanco, 1992), Chaaya et al (2003), Johnson (2005), Brown et
al (2006), McCance et al (2009)

Martin etal (1998), Stone (2008)
Douglas and Douglas (2005), Poochikian-Sarkissian et al (2010)

Stone (2008), Stewart et al (1995), Stewart et al (2000), Martin et
al (1998), Epstein et al (2005), International Alliance of Patients’
Organizations (2005), Bensberg (2007)

Table 2-3: Evidence-based positive outcomes of patient-centred care
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Table 2-3 contains evidence-based outcomes which were identified from included
studies. These emphasise the significance of healthcare staff, or in this context doctors
and nurses, towards patient outcomes and experiences, and the efficient workings of
healthcare organisations. They also strongly indicate that because these outcomes were
achieved through practice underpinned by the philosophy and principles of PCC; PCC
also provides a blueprint for improvement in healthcare. Further evidence in support of

this is offered in discussions that follow.

What does research tell us about the phenomenon, nature and implications
of patient-centred care?

Despite the existence and ease of access to these PCC models, widespread promotion
of the principles and philosophy of PCC, and evidence that this approach makes a
difference in healthcare, evidence has continued to emerge of significant failings,
unacceptable standards, and distressing experiences for patients (chapter one). This is
also in spite of a broad range of improvement initiatives introduced through NHS patient-
centred reform (DH, 1997, 2000a, 2008, 2013) (chapter one). Regulatory body reports
and outcomes of public inquiries already provided evidence that explained why more
widespread delivery of PCC might be proving problematic (chapter one). However,
because this review was specifically focused on PCC, related empirical literature was
explored in search of any additional evidence-based barriers that might impede PCC

improvement, or be addressed, in this study.

Each of the following primary research studies has examined patient-centred care
(PCC) or patient-centredness. As anticipated in light of the complex and diverse nature
of PCC, each employed different methods to explore different aspects or perspectives of
PCC; expressed different aims and objectives

participants (for example, health condition, specialty, staff role).

Differing perspectives, interpretations and expectations of patient-centred care
Although the majority of included studies highlighted differences in perspectives of PCC
and priorities for patient care between service user and service providers as an issue,
only two studies specifically examined how PCC is interpreted and understood. One of
these, a UK qualitative interview study by Gillespie et al (2004), investigated how PCC
was under st ood b ytrabskatmgtiee concept rdmvaehdoretical idéa into
a practi cal206tpA43). Gilkedpie ® n 0 anaréness of different viewpoints
had been heightened by a previous patient involvement project (Gillespie et al, 2002);
UK Department of Health publications and a review of research into shared decision-

making in primary care (Elwyn, 1998, and Elwyn et al, 1999 cited Gillespie et al, 2004,
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Farquhar et al, 2005). Although it appeared generally well understood that PCC involved
placing patients at the centre of the care process, Gillespie et al (2004) had been

concerned that what this actually meant was not being well-articulated or understood.

I'n Gillespie et adtricerediretviews werecondutted by ane mi

interviewer with 47 lay, professional and managerial participants recruited from

healthcare affiliated organisations in and around London, UK (10 from health agencies;

15 from Royal Colleges; 12 from educational institutions; and 10 from patient and user

groups). Analysis of interview transcripts revealed considerable diversity amongst study
participantsod interpretations and Fxpectatio
example, health professionals most closely aligned their interpretation to the biomedical

model of care, through which patientsd needs
priorities. Although Gillespie et al (2004) did not elaborate further, the findings from this

review offer a number of possible explanations for their result. Amongst these include

that i) organisational and managerial philosophy did not support PCC; ii) these

professionals had not been introduced to PCC models through under, or post-graduate

education; iii) the principles of NHS healthcare PCC reform had not reached those at the

frontline; iv) that health professionals were not routinely made aware of findings from

patient satisfaction and experience surveys; or v) that they were not supported to deliver

PCC.

Patient and user group participants described PCC in the context of a whole person or
social approach to health, although few related this to the care of individuals. Rather,
they viewed PCC in terms of their involvement in the planning and delivery of healthcare
services (Gillespie et al, 2004). A finding potentially indicative of role bias; for example,
the role assigned to participants through patient involvement may have caused this
group to tailor their responses according to what they believed was expected of them;
rather than offering a personal, perspective grounded in experience (DH, 2004,
NHSSDO, 2004). As advocates for PCC, these people should have been able to
articulate that PCC is principally concerned with humanising experiences and care at the

individual level.

Participants from educational institutions generally reduced PCC to the teaching of
communication skills, and appeared to neglect other significant, contributory elements
such as shared decision-making. This is despite the existence of PCC models,
theoretical frameworks of care, professional codes of conduct, and healthcare policy
directives (DH, 2000a, 2004e) which emphasise the importance of these elements, and

with which this group should have been familiar. In contrast, managers predominantly
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focused on quality assurance and measurement of care; their understanding of PCC at
the individual level was also vague, despitetheir6 d ut y t ¢DHj2004e 20058, 6
NHS Act, 2006). This latter finding also reflects reports of public inquiries and
investigations into healthcare failings which commonly cite a managerial focus on
targets and budgets as one of a number of common barriers to PCC. At policy level,
PCC was mostly viewed as public participation in health services and healthcare policy,
including patient advice and liaison services (PALS), patient advocacy, and patient
forums (Gillespie et al, 2004); a finding similar to that of patient groups and respondents
from Royal Colleges. Again, these groups failed to consistently acknowledge the
individual level of PCC or the patient-centredness of i f atafea c e e n c(Giliespiee r s 0
et al, 2004, p.146). Correspondingly, Gillespie et al (2004, p.147) concluded that

6 p a tci eennttwas mhdiely beingusedasafisound bit eod

Goodrich (2009) reinforced the findings of Gillespie et al (2004) when reporting on
research conducted for the Kingbdés Fundd Poin
London, UK. She too reported that PCC was commonlyusedasafibuz zd wor d
(Goodrich, 2009, p.16). Focus groups and in-depth interviews were conducted with
around 30 staff drawn from four NHS trusts in England to find out how the language of
policymakers and academics was understood by those in practice. Although Goodrich
(2009) reported that the study involved nurses, doctors, porters, consultants, domestics,
administrative staff, middle managers and trust executives, she, similar to Gillespie et al
(2004), did not disclose how many participants represented each discipline or trust. This
data could have helped to pinpoint if the mixed perceptions and misinterpretations were
more prevalent amongst specific groups or organisations, clinical or non-clinical staff,

gualified or unqualified healthcare staff.

Further data might also have clarified whether these differing viewpoints, interpretations

and priorities had also been influenced by factors other than the language and

terminology of academics and policy-makers; such as lack of familiarity with healthcare

policy directives,insuf f i hioese 66iemucati on, the intercha
terms, alternative models and frameworks of care, discipline specific priorities, or lack of
leadership and role modelling or trust engagement with PCC philosophy. These were

highlighted as issues during the course of this review (Mead and Bower, 2000a, 2000b,

Institute of Medicine, 2001, West et al, 2004, Reeves et al, 2005, Webb, 2007).

Nevertheless, Goodrich (2009) reported that the phraseis eei ng t he person
pati,enéeé soerda positively \pil6).hrhisd idtereptingrasthicx i pant s O
indicates that those at the frontline of care were at least familiar with the philosophy of
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PCC. ASeetimag per son iamdsdeihgehe peavicd fietnhtréough t he
eyes are messages widely promoted by Gerteis et al (1993), Stewart et al (1995); the
Institute of Medicine (IOM, 2001), the Planetree organisation (planetree.org, 2014), and
the Picker Institute Europe (pickereurope.org, 2014) in the UK. These are also phrases

endorsed by the Department of Health (DH,

Fund Point of Care programme, with which Goodrich is associated (Cornwell and
Goodrich, 2009, 2010, Goodrich and Cornwell, 2009); the latter providing an alternative
explanation for the positive affiliation she reports (Goodrich, 2009). Even so, and
importantly, Goodrich (2009) reiterates the point that NHS staff prefer the use of
everyday i h u mwards such as respect, dignity, gentle, kind, caring, welcoming,
comfort, smile, sensitive, and compassion, to describe patient care (Goodrich, 2009,
p.16).

Yet, conversely, this review found that some of these everyday terms may also cause
confusion. This is because commonly used terms such as dignity, compassion, and
caring also represent separate philosophical, theoretical, conceptual and or empirical
frameworks developed to guide professional practice.

Related concepts and theoretical and conceptual models and frameworks
Because of their potential to cause confusion, a few of these alternative, yet related
concepts are introduced to enable PCC to be contextualised within the wider healthcare

and educational arena. (See Appendix 3 for further interrelated concepts)

As mentioned, some of the most commonly found terms and concepts associated with
PCC during this review of primary research papers, include dignity, holistic,
biopsychosocial, compassionate, caring, and person-centred, many of which are used
interchangeably. Yet, despite their similarities and clear links with PCC as will be
illustrated, similar to nursing frameworks and models, the majority of these have been
influenced by, or reflect a different perspective; evidence-base; dimension of patient
experience; model of professional practice, or specific discipline. Consequently, even
everyday terms such as dignity and caring will have differing connotations according to
t he communi c at -basd lved lexparienteeadgxpectations. So, although
Goodrich (2009, p.16) reports that NHS staff prefer everyday fi hmua nwiords to describe
patient care, correcting language as a stand-alone measure, would be unlikely to

eradicate confusion.
Dignity
Dignity, for example, one of the everyday words highlighted by Goodrich (2009), may be

simply understood by lay people and healthcare support workers (non-health
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professional graduates)asafist at e or quality of being wort
(oxforddictionariesonline.com, 2013). By comparison, doctors, nurses and allied health
professionals will understand dignity as a human quality they have a duty to respect,

maintain and protect for each of their patients (General Medical Council (GMC), 2013;

Health and Care Professions Council (HCPC), 2012; Nursing and Midwifery Council

(NMC), 2004, 2004, 2008, 2010). Professional understanding is also likely to be deeper

and further advanced as a consequence of knowledge gained from theory, practice and

research (Davies et al 2000; Chochinov, 2002, 2007, Chochinov et al, 2002, Gallagher

and Seedhouse, 2002, Gallagher, 2004, Woolhead et al, 2004, Baillie, 2008).

A Canadian cross sectional cohort study by Chochinov et al (2002), for example,

contextualises dignity in end of life care. The study involved 213 terminally ill cancer

patients with a life expectancy of less than 6 months. This showed that for patients

receiving end of life care, dignity was highly correlated with how they looked and how

they thought they were perceived by others (Chochinov et al, 2002). A separate

Canadian study by Chochinov et al (2002), in which 50 patients with advanced terminal

cancer were interviewed, found that for patients with greatest debility il i f e wi t hou't
was described as a | i f eandrfoothdseomoigableiwo pteln v omfa l

sense of dignity was inseparable from life itself @hochinov et al, 2002, p.441).

These studies provided the empirical evidence-base forthe 6 ABC and D model ¢
0Di gni ty Co nAtéude; Behayiou @ompassion and Dialogue (Chochinov,

2007). This too, like PCC, emphasises the importance of seeing the person for who

they are or were, rather than just the iliness they have. It promotes compassion as an

integral determinant, rather than a separate concept (Schantz, 2007) and highlights to

healthcare staff that dignity in end of life careisaboutihavi ng onebés human
wor t h ac k n(dohrstendegag 2000, p.11). To achieve this, it makes clear that
Adyindignihy means diff er en,fandthhtindividsal t o di f f e
meaning is influenced byeachfii ndi vi due&dbs ®&®o0ostalb and cul tu
(Johnston et al (2010, p11), thus reiterating the importance of seeing each patient as a

person. But, this model only promotes dignity in the context of end of life care. Thus,

unless it is introduced and its transferability to other settings and interrelatedness to

other models explained, this may cause confusion. Dignity, as a concept, has also been

examined by Davies et al (2000), Gallagher and Seedhouse (2002), Gallagher (2004),

Woolhead et al (2004) and Baillie (2008) who offer varying perspectives to Chochinov

(2007).
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Holistic

The foundations for and interpretations of the concepts holism and holistic care, by
comparison, are far more complex. Holism, like PCC, may also be traced back to the
time of Ancient Greece. It too, like PCC and BPS (Engel, 1977, 1980) models, focuses
on the patient as person in the context of lifespan and thus may cause practitioners to

guestion which approach they should be following.

In mental health nursing, the holistic model emphasises the importance of attending to
the patientdéds spiritual, social, intellectua
1993). These are recognised as inter-connected aspects of the whole person, not
merely the signs and symptoms of disease, injury or illness. Holism, like PCC, also
emphasises the interrelationship between the person, events and environment; of giving
full attention to another; being aware of attitudes and behaviours of self; the role of
technology; understanding the meanings that people attach to their iliness or disease.
And, similar to the Planetree PCC model, holistic nursing practice may integrate
alternative and complementary therapies like music therapy, pet therapy and
aromatherapy; as these are recognised as influential towards caring and healing
(Dossey et al, 2004). Yet each is usually, but not always, presented to one professional
discipline as a separate model, philosophy and approach to practice. To further
illustrate this point two brief extracts from competencies for medical practice are
included. These are sourced from the European Academy of Teachers in General
Practice/Family Medicine (EURACT) (2002) and explain to doctors that:

AFamily medicine deals with people and th
circumstances, not as impersonal pathology or "cases". The starting point of the
process is the patient. It is as important to understand how the patient copes with
and views their illness as dealing with the disease process itself. The common
denominatorist he person with their bel ief s, f ea
person-centred approach, orientated to the individual, his/her family, and their
community. o (EURACT, 2002, p.5)

EURACT (2002) also advises doctors that the

AHol i stic appr o dtgthusé abinipsyche-sociat nmodel taking
into account cul tur al and existenti al din

Without analysis these competencies seem relatively straightforward; yet collectively
they signpost three distinct models of healthcare practice; person-centred, holistic and
biopsychosocial. Consequently, this may cause doctors to question whether this means
they are to incorporate all approaches in their everyday practice, or alternatively, follow
specific models. For example, the biopsychosocial model as Engel (1997) proposed,;
holistic care according to Beck et al (1993), EURACT (2002), Dossey et al (2004) and,
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or, Bradshaw (2011); and, or, person-centred care according to Nolan et al (2001,

2004), and, or McCormack (2004). Furthermore, as each doctor and healthcare worker

has the potential to interpret the messages from these models according to their own
predispositions, experiences and knowledge-base, this may give rise to further

confusion, misinterpretations and differing perceptions (Klein et al, 1961, Mead and

Bower, 2000b, Gillespie et al, 2004, Goodrich, 2009). An example of this is provided by
Warner, a nurse of many yearsb6 experience wh
EURACT (2002)holpies tcie beasseciatétbwith i wi nd cahd me s o
Aical mi ng [{Baroreand Wamér,t2@04, p.21). A misconception which has also

been found in medicine, and one that McWhinney (1980; p. 1096) attributed to common

useof6 holbysiuinodt hodox groups of healerso.

Caring

Interestingly, a concept analysis of caring by Sourial (1997) in the context of mental
health and learning disabilities nursing in London, UK, indicated that this was a part of
holism. Sourial (1997) considers holism a more comprehensive concept because it is
more clearly defined, better understood and scientifically based. But not everyone
shares this view:

AHol i sm dictates we spend time discussing
intravenous cefuroxime. Unfortunately, as more nurses embrace this approach,

other matters become less important, such as, their knowledge of the

therapeutics, contraindications and potential adverse effects of any drugs they
administeréd (Baron and Warner, 2004, p .

Sourial refers to Gordon (1990) who stated that holistic medicine incorporates
humanistic medicine; an aspect of holism that respects relationships and the personal
development of staff as well as patients. Like those who have investigated PCC, BPS
and holistic approaches to care, Sourial identified numerous meanings and
interpretations of caring, and recognises that this is another term not only used by
professionals but also lay people (Sourial, 1997). Caring has also been explored by
Berg and Danielson (2007), Fredriksson and Eriksson (2003), Halldorsdottir (2008),
Larson (1984), McCance et al (1997, 2009), Mathes (2011) who links this with
relationship-based care, Quirk et al (2008); Steele-Moses et al (2011), Trojan (2003);
Watson (1985, 2006, 2007) who associates this with PCC; and Eriksson (2002) from the
Department of Caring Science in Finland (Appendix 3). Fredriksson (1999, p 1173)
explained that caring entails

féattempting to participate in the inner
objective, to see the world from the other's perspective with as much
understanding as possibleéto undemstand t
must begin by I|istening. o
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Fredrikssonés (1999) st at estandingsinularites betdveen e v i d
perspectives of caring and PCC. Roach (1984, 1992, 1997), by comparison, defines

seven COs of assan,iicogpeterice, iii) comfidgnce, iv) conscience, v)

commitment, vi) comportment, and vii) creativity. She describes caring as an action that

nurtures, fosters growth, recovery, health, and protects and empowers recipients of

care. Roach (1992, p.18) explainsthati wi t h compassion one become
h u ma n Campadsion is once again considered an integral element of caring, as it has

been with PCC and Dignity; although this too has been explored as a separate concept

by von Dietz and Orb (2000, 2001) and Schantz (2007) amongst others. Thus, caring,

like other concepts associated with PCC, will have different meanings according to

communicator knowledge, experience and context. It is, for instance, also viewed as a

human trait, a moral virtue; a naturally occurring phenomenon. Additionally, as Roach

(1992, 1997) points out, the origins of caring theories lie in theology, philosophy,

anthropology, human sciences and metaphysics. These are often informed by

humanistic knowledge and hermeneutics which evolved from understandings of human

love and caritas, the natural motive for caring. Thus they are not always readily

relatable to everyday practice.

Swanson (1991), somewhat unusually, offers five empirically-based, rather than

theoretical or conceptual, categories or processes of caring; i) knowing; i) being with; iii)

doing for; iv) enabling, and v) maintaining belief (1991, p. 163). The findings of three

separate phenomenological investigatons i n the US, two into 39
of caring in maternity services, and the thi
neonat al intensive car e undpistemolbgical antd empiricald v an ¢

understandings. Her findings, together with those of meta-analysis of 130 studies and
influence from Watson (1985, 1988), led to the identification of five hierarchical levels of
nurse caring knowledge, and three conditions that significantly affect caring in nursing; i)
leadership; ii) compensation and reward and iii) professional relationships, including

culture (Swanson, 1999).

More recently, Tonges and Ray (2011, p.374) explainedt hat S w aanirggmodéls

(1999) providesaficoherent explanation of thaevell i nks b
b e i amgl dan effectively help to bridge the gap between nursing theory and practice.

I nterestingly, Swansond6s (1999) model, as on
users and service providers, also emphasises the significance of multidisciplinary staff
involvement, recognition and well-being and teamwork towards caring and PCC

practices. Elements also identified by thisr evi ew as central to attai
(1991,1999) and Watsono6s (1985 usedtasupportpatienke or i es
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centred nursing practice in Planetree designated hospitals (Frampton and Guastello,
2010).

Person-centred

According to Nolan et al (2001; 2004, p.46), person-centred care, like PCC, is another
fi oeh quoted butillkd e f i ne d (baan etal 2004, p.46). Person-centred,
according to the findings of this review, is generally used in the context of nursing
practice, perhaps most notably by Kitwood (1997) and McCormack (2004). Kitwood

(1997, p.8) defines person-centredness in the context of dementia nursing as

féa standing or status t haleing,  otheesssnt owe d
the context of relationship and social being. It implies recognition, respect and
trust. o

Kitwood explains this definition was influenced by the work of Swiss psychologist
Tournier (1999) and the philosophies of Buber (1984) and Rogers (1961).

Mc Cormack (2001) drew on Gadamero6s (1993) ph
carried out in Northern Ireland. This investigated the meaning of autonomy for older

people in hospitals (McCormack, 2001). He also examined howtheword6 per s on 6
translated into person-centredness and person-centred practice through a review of 110
papers and philosophical analysis (McCormack, 2004). Four core concepts were

identified which according to McCormack (2004) represent the heart of person-centred
nursing; i) being in relation ii) being in a social world iii) being in place and iv) being with
self. These concepts emphasise the significance of relationships in healthcare and

nursing practice, and were also influenced by philosophies of Buber (1958), theoretical
models for nursing, including those by Peplau (1952, 1988), Watson (1985) and Johns
(1994). As mentioned, the latter contributions have also been influential towards the
development and operationalization of PCC, and theoretical models of caring, providing

a further indicator of the interrelatedness of associated concepts.

McCormack selected the term person-centred, because terms such as relationship, as
introduced by Tresolini and the Pew-Fetzer Task Force (1994) in delationship-centred
care@ only represent one component of personhood; the others being context, place and
self. 6 P e r-cs®mt, MeCbrinack (2004) suggests, is more inclusive as this enables
regard to also be paid to sustaining relationships that are nurturing, not only to patients,
their relatives or carers, but also to staff. This is further explained in a framework for
person-centred nursing offered by McCormack and McCance (2006, 2010) and through
further discussions in McCormack et al (2010a, 2010b).
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The findings of this review of PCC empirical literature, despite theirfocusoné pati ent
centreiddf or ce Mc Cor theaernk®se ncermeeddmoshazdurately

reflects the ambition for humane and personalised healthcare. Indeed, person-centred

was, and remains, the preferred term for this doctoral study. As explained, it was not

used because 6 p a t-cergreddis the term promoted by UK healthcare policy directives,
Campbell et al (2004), and the global movement towards PCC. Yet, as explained, this

review of PCC strongly suggests that by focusing only on the patient, as the term
patient-centred implies, this adversely affects the experience of others, particularly those
who support and directly interact with patients as carers, family members, and

healthcare staff. This is perhaps most evident from the findings of studies that

investigated service user and service provider experiences of PCC, discussed later.

A synthesis of concepts most commonly related to patient-centred care
Collectively, dignity, caring, holistic, compassionate, biopsychosocial, as interrelated
concepts, theories and models, embody the core determinants of humanised, PCC
healthcare. Together they also impart a clear message that relationships between
patients and staff are central to attaining this. Individually, the summarised elements
illustrate that every concept is essentially focused on the same goal; to improve patient

care and patient and staff experiences. This is represented in Figure 2-3 (below).

Figure 2-3 illustrates that PCC is the only model that clearly links the care continuum to
patientsd healthcare journeys. Thhas.PCGisatt ri
built on the experiences and perspectives of service users and providers. In contrast,
related concepts and frameworks, which feature the interpersonal element of patient
care, with a few exceptions (Chochinov, 2007, Swanson, 1999, and Roper, 1976), are
generally philosophically and theoretically-based. Yet, whilst their differing foci,
terminology or evidence-base may initially trigger confusion, the messages of any can
deepen understanding of the relational and interpersonal aspect of care. To reflect this,
each of the outer relational dimensions in Figure 2-3 has been overlapped with the
central element of PCC. It should be acknowledged, however, that each of the outer
dimensions provides signposting to a range of models and frameworks of care that can
help to facilitate the operationalization of PCC. But, this only became apparent during
this investigation of empirical research into PCC. Correspondingly, this supports the
view that, where models and frameworks are to be used to guide practice these should
be contextualised, introduced and explained not just to doctors or nurses, but all
multidisciplinary staff to ensure clarity and consistency of understanding and approach

to practice.
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Dignity
Attitude, Behaviour,
Compassion and
Dialogue,
Humanity

Comfort, privacg_ respect,
personal identity; being human;
human rights;
self-warth;

small acts of kindness

Caring
A moral virtue: respect for
person and protection of
human dignity
Compassion — being with
another,
Competence, Confidence,
Conscience, Commitment,
Comportment — professional
presence, behaviour, attitude,
appearance, Creativity

Holistic care

Whole person, lifespan,
spiritual, social, intellectual,
physical and emotional needs
of caregiver and patients

interrelationship between the
person, events and

environment; self awareness;

health, illness and wellness

Patient-centred, humane care

Respect for individuality of the person

1. Respect for patients’ values, preferences
and expressed needs

2. Coordination and integration of care
Compassionate 3. Information, communication and education Biopsychosocial
care _ 4. F'hysu:alc:nmfol_'t _ 3 fundamental integrated
A maral virtue: a humane 5. Emotional support and alleviation of fear aspects of the person
quality and anxiety _ Social — culture, community,
Human actians and interactions 6. Involvement of family and friends family, doctor, relationships,

Whole person 7. Transition and continuity attribution of meaning
Nl Psycho - person — experience,
behaviour, perception,
cognition

Person-centred Bio — nervous system, cells,
tissues, organs

Acceptance, affirmation,
enactment and evaluation
Small acts, smile, sharing
stories, being there; finding
comman ground Personhood
EleingEin_relatiDn: Being in a social world;
eing in place; Being with self
Security, belonging, continuity, purpose,
achievement, significance

Figure 2-3: Patient-centred care and interrelated concepts

These interrelated models and frameworks reflect a long-term, widespread, yet
somewhat fragmented endeavour to improve the experiences of patients and healthcare
staff. This has resulted in varied perspectives and interpretations of contemporary
approaches to care, the confusion and misunderstandings from which have been found
to impede the widespread implementation and smooth delivery of PCC. The singular
focus on one profession by the majority of these models and frameworks, and their
failure to explicitly emphasise the importance of also valuing and respecting the
healthcare provider as a person, towards PCC, are now identified as contributory factors
which impede multidisciplinary teamwork and PCC practice. Further barriers are
identified from the following studies that have investigated service user and service

provider perspectives of PCC

Service users and service providers perspectives and experiences of PCC

Four studies, by Gillespie et al (2004), Douglas and Douglas (2005), West et al (2004)
and Reeves et al, 2005 who report on the same study, and Webb (2007), specifically
investigated service user and, or, service provider perspectives of PCC, the findings

from which provide more recent perspectives of PCC. These have been contextualised
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with the Innovation in Practice report in which the Patient Journey (PJ) improvement
method is introduced (Campbell et al, 2004). The purpose is to illustrate why Campbell

et al 6s contribution warranted further i nves

As previously discussed, the UK qualitative interview study by Gillespie et al (2004,
p.16), provided evidence that policy writers, educationalists, healthcare professionals,
managerial and lay participants rarely associated PCC with individual experience. It
also showed significant variation in interpretation and understanding about the concept.
Although these findings only reflected 47 participants from London, these were people
who should have been able to explain what PCC entailed through their positions. For
example as healthcare policy writers, educationalists, professionals, managers, or

patient-centred care advocates.

In PJ projects, Campbell et al (2004) suggest this issue can be addressed, at least
locally, by bringing clinicians and managers together as a team to share and discuss
their perceptions and priorities for care and improvement. The team, collectively, also
map the current patient journey through their service. This, according to Campbell et al
(2004) brings better understanding of each o
which Atwal and Caldwell (2006) identify as a fundamental requirement of
multidisciplinary (MDT) teamwork. Yet, bringing a team together as Campbell et al
(2004) suggested, would preclude the involvement of non-clinical members. As a
consequence, other issues that may compromise teamwork, such as differing
perceptions of teamwork; different skill levels and characteristics of team members; and
medical dominance might remain unresolved (Atwal and Caldwell, 2006). These were
identified as barriers by Atwal and Caldwell (2006) from an analysis of interviews with 19
nurses and 21 recorded observations of multidisciplinary interactions in a UK qualitative

study.

Service user groups in Gillespie et ald6 €004) study also spoke of disparity of power

between health professionals and patients, and the persistent resistance by some

professionals to adopt a patient-centred approach (Gillespie et al, 2004). These are

issues also identified by Campbell et al (2004), and ones they purposely aimed to

address when developing their improvement methodology. As a consequence the PJ

approach to sampling differsfromfit r adi t i onal faomdimpovement r edesi g
project development (Campbell et al, 2004, p. 21). Firstly, sampling is based on a

st akehol de r(Campbellsepakt 2004i pr22) avhich not only promotes team
engagement, but also receptiveness to learning about the impact of their own practices

and services on their patients6é care and exp
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patients whose experiences they want reviewed, and determine the criteria for their

selection. Secondly, patients and carers are interviewed in their homes, rather than an

unfamiliar or clinical setting. Thirdly, interviews are carried out by an outsider to the

clinical team to mitigate bias. Campbell et al (2004; p. 21) found from CHS PJ projects,

that this approach to patient involvement and interviewing is more likely to encourage
participantstofit e | | u s Cdampbell et al (2004 suggest, this enables specific

issues experienced by patients (including those from socially disadvantaged or minority

groups) to be freely reported without fear of repercussion, or impact on future care

(Campbell et al, 2004). This is significantasinGi | | espi e et a@dveks (2004
userso6 f i nanmdesocia,lcultwal a langsage differences had been identified

as barriers to PCC, shared-understanding and decision-making (Gillespie et al, 2004).
Health professionals in Gillespie et alds (2
underfunding, low staffing levels and low morale as significant barriers to PCC; they also

generally perceived PCC as expensive (Gillespie et al, 2004). Awareness, patrticularly of

low morale, and other barriers reported by staff, was important, particularly as an aim of

the PJ projects is to empower staff to overcome barriers and identify and implement

solutions to problems reported by their patients. It was not clear, however, to what

extent any of these specific issues were a p
supporting statistical data or additional explanatory information were provided. This

would have been useful as staff perceptions about these barriers, despite relating to a

different NHS trust and region of the UK, could affect staff willingness to be involved in

this study.

Interestingly, the negative perceptions about costing that Gillespie et al (2004) found,

contradict those of Gerteis et al (1993), Stewart et al (1995), Martin et al (1998), Stewart

et al (2000) and, more recently, Campbell et al (2004), Epstein et al (2005) and Stone

(2008), who suggest that PCC does not increase costs, but leads to more efficient and

cost effective care. In the context of PJ projects, Campbell et al (2004) explain that
theseareibased on a premigeo®sof ttoh e he,altheughatley 3@ t i

emphasise that project teams should also include a business or directorate manager.

Although Gillespie et al (2004) identified numerous barriers to PCC; they make no
mention of their findings being used to influence improvement. This reflects a trend
amongst included studies, the only exception to this is an action research study by Curry
(2005), discussed separately. It is acknowledged, however, that this was not an explicit
aim of included studies which generally only sought current perspectives of PCC.

Campbell et al (2004) and Curry (2005), by comparison, indicate how research can
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support improvement by revealing current perspectives and experiences that can

provide the impetus for meaningful, sustainable, localised change and PCC

improvement. Further discussions will elaborate.

Patientsd perspectives of the hospital envir
Similar to Campbell et al (2004), Douglas and Douglas (2005) undertook their study by

way of response to NHS patient-centred modernisation (DH, 1998, DH, 2000a, DH,

2004). This mixed-methods study comprised a survey of 785 former patients; an
autophotographic study by 35 in-patients; interviews with a further 50 in-patients from

surgical (21), medical (9), care of the elderly (9) and maternity (12) units; and focus

groups with hospital staff, architects and surveyors. The setting was an NHS hospitals

trust in Greater Manchester, UK. The hospital had been selected by Douglas and

Douglas (2005) because of tnhpogrammesapassblep!| anne

indicator of that organisationd6s commitment

Douglas and Douglas (2005) specifically focusonpat i ent s 6 perceptions
healthcare environment. (Environment is one of the core determinants of PCC).

Analysis of interviews with 50 patients, and a large scale survey of a further 785 former

patients, exposed severalii d e p e r s o,misempogvarimggadd unfriendly aspects of

hospital environments (Douglas and Douglas, 2005, p66-67). These included loss of
independence, freedom and control; no outside view; minimal consideration for specific

needs of physically disabled people; limited or no choice of accommodation (single room

versus 4-bed bay); insufficient space between beds; limited seating for visitors; no

refreshments on ward for patients or visitors; restrictions to normal ways of living in

every aspect, including being able to adjust heating, lighting and noise. WardAr e gi me 0
andigener al a wene@lsopfdureditossd gni fi cantly i mpacted o

and experiences (Douglas and Douglas, 2005, p66-67).

Survey results largely reiterated the findings of interviews but included lack ofibe d s i d e
ent er t adsasepamnte ssue, perhaps as a consequence of questioning (Douglas

and Douglas, 2005, p.271). Auto-photographic data from a further 35 in-patients,

showed that perceptions of ward atmosphere and hospital environment were strongly
influenced by nursing staff. This was evident from photographs that patients had taken

of nurses to illustrate their view of a patient-friendly environment. Although study

findings re-emphasised the importance of environment, and inter-personal relationships

as determinants of PCC, a criticism of this study is that because the staff perspective is

missing the findings could not be contextualised within the reality of everyday practice.
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Nursesd perspecti ves-canfreddardin acigea hiogpigal setiings e nt
By way of contrast, another large-scale UK study, reported in two papers by West,

Barron and Reeves (2004) and Reeves, West and Barron (2005) only examined the
perspectives of nurses. A closed questionnaire was used to determine whether nurses
experienced barriers when delivering PCC. The questionnaire was a modified version of

a prototype developed for healthcare employees in the US, and piloted by the Picker

Institute (Weinberg et al, 2000 cited West et al, 2005). The design was influenced and
structured according to the original seven dimensions of PCC identified by Gerteis et al
(2993). (This is mentioned to demonstrate the continued and wider influence of Gerteis

et al and Picker, despite its origin from the US and use in a different healthcare system.)

Nurse participants were recruited from 19 acute and one specialist hospital located
around London, UK. A total of 2880 healthcare assistants, enrolled nurses, qualified
staff nurses, senior staff nurses, ward sisters, unit managers, nurse specialists, nurse
practitioners and modern matrons completed the questionnaire. Of these, 1153 were
graduates, 1582 non-graduates, 267 were male nurses, 1523 were white, 615 Afro-
Caribbean, and 590 worked part-time. Unfortunately, similar to the studies by Gillespie
et al (2004) and Goodrich (2009), West et al (2004) did not indicate if these socio-
demographic factors were notable in the results, nor did they specify how many nurses
from each grade or hospital had participated. This is significant because healthcare
assistants are not prepared for practice in the same way as healthcare professionals;
registered nurses will have different levels of experience and skills; and senior sisters
and unit managers may not be so closely involved with the day-to-day provision of PCC.
Additionally, gender and ethnicity have the potential to be further influencing factors; and

wards and hospitals may perform differently.

Nevertheless, the results of the survey of 2880 6 n u r ecleoeddnany of those found

from patientdatai n Dougl as and Douglasé (2005) study
respondents also identified inability to adjust temperature, light or noise levels in their
environment as a problem. Nurses, similar to patients, also highlighted lack of space as

an issue. This prevented them from working effectively with patients (29.9% of

respondents) and maintaining privacy when giving information to patients and relatives

(37.7%). For patients, lack of space not only impeded privacy but also visiting (Douglas

and Douglas, 2005).

Other problems reported by nurses included, 40.7% only sometimes had the right
resources to treatthei r pati ents, demsgpeawadre | wh&3h%WiT t of s

nurses wasted time trying to locate or borrow equipment (West et al, 2004, p.440). The
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latter are just two examples of many barriers to PCC that are unlikely to be identified by

patients and might otherwise remain hidden without consultation with staff. Almost two-

thirds of nurses, 64.6%, had too much to do (West et al, 2004). Adverse effects of this
included51. 9% of nurses only sometimes had enoug
anxieties and fears because of workload pressures; 44.1% only sometimes had enough

time to treat patientsd symptoms and conditi
to call bells. Less than half (41.7%) were always, or nearly always, able to help patients

at mealtimes, and barely half (53.3%) reported always or nearly always being able to

implement measures to reduce risk of pressure sores. Significantly, when comparing

studies, the concerns raised by nurses commonly appear to echo or provide possible
explanationsfort hose i dentified by patients in Dougl
is despite differences in study focus and setting.

Lack of education was also highlighted as a problemi n West et al é6s (200 /
Education is also fundamental to PCC as determined by staff and patients in the

foundational studies associated with PCC (Gerteis et al, 1993, Picker Institute, 2012,

Planetree, 2014, Stewart et al, 1995, Mead and Bower, 2000b). Survey findings

highlighted that only 56.5% of nurse respondents received sufficient training to

effectively monitor the side effects of medication; just 54.2% iniwat ching for da
s i g n(these were not specified) and 59.8% in pain assessment. West et al (2004, p.

441,435) also stated thatafi hi g h p r aof qumseas wantedchniore training in the

interpersonal and social aspects of PCC, but failed to offer specifics in terms of numbers

and grades of nursing staff. This would have helped to clarify where current shortfalls

exist so that they might be resolved. They also reported that 14.2% of nurses had not
received any training in addr esbhis,famdlapkaoft i ent s
training in managing aggressive behaviour, are further examples of issues identified by

nurses, but not by patients. Almost half (41.6%) of nurses had not received any training,

yet 43.9% reported being verbally abused and 13.7% physically assaulted by patients or

relatives. West et al (2004) once again, did not specify if these results related to all

grades of nursing staff.

Reeves, West and Barron (2005) in their separate paper, highlight that survey findings
showed a clear relationship between the barriers to PCC experienced by nurses and
their intention to leave their current employer. Significantly, almost one-third planned to
leave within three years (Reeves et al, 2005). Findings which strongly indicated lack of
awareness at senior level, not only of the significance of the relationships patients build
with nurses towards patient outcomes and overall experiences, but also of the value of

eliciting feedback from nurses as well as patients towards improvement and
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organisational efficiency. These factors were viewed by Reeves et al (2005) as emphatic
evidence that employers should better support nurses to deliver high quality PCC; this
should also be reflected in working conditions and pay (Reeves et al, 2005). This
reinforced former similar proposals by Swanson (1999), McCormack (2004) and UK
healthcare policy directives (DH, 2000a, 2004e).

Reeves et al (2005) also recommended that staff surveys that are similar to those of
patients should become routine. The survey in their study was an adapted version of
one developed for healthcare employees and piloted in the US by the Picker Institute
(Weinberg et al, 2000 cited West et al, 2005). However, the findings of this review, whilst
supporting this suggestion, also indicate that a staff survey as another stand-alone
measure may not necessarily lead to action, or improved relationships between
managers and staff. This is further implied by reports from investigations into healthcare
failings (Kennedy, 2001, Colin-Thorné, 2009, Francis, 2013) which demonstrate that
despite numerous patient involvement initiatives introduced since the start of NHS
modernisation, patient feedback and survey results are still not being routinely, or
effectively, acted upon. The reports also indicate that additional measures are needed to
ensure that issues identified by patients and staff are not only raised but also attended
to, resolved wherever possible, with outcomes reported back to patients and staff.
These factors were also highlighted in guidance offered to improvement leaders by the
NHS Modernisation Agency (DH, 2005).

Impact of barriers to patient-centred care on nurse retention and patient care

Further evidence in support of greater recognition of staff, albeit once more in relation to

nursing, is offered by Aiken et al (2001, 2012). More than a decade ago, a large-scale,
cross-nation survey gathered 43,329 registered nurseséperspectives of staffing,

organisation and outcomes in 711 hospitals in five countries (Aiken et al, 2001). The

sample comprised 13,471 nurses from the United States; 17,450 from Canada; 5,006

from England; 4,721 from Scotland, and 2,681 nurses from Germany. The results

showed similar issues and barriers to PCC were being reported in every country, despite

di fferences in healthcar e -being themgatve inpactofe r ms
these barriers manifested in low morale and self-esteem, burnout, lack of autonomy and

job satisfaction, as well as intention to leave the current employer or profession (Aiken et

al, 2001). Interestingly Aiken et al (2001, p.51) emphasised that reorganisation

undertaken by hospital managers largely followed an approach more akintofii ndustr i a
model s of productriavihtey itrhprno wenme rntthég brotheo ul d €
s t adorfcérns to be aired and addressed. Consequently, Aiken et al (2001, p. 51)
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suggested, healthcare organisations would continue to have fi | i mi ccessdn tesnus of

retaining nurses or improving patient outcom

The findings and recommendations of Aiken et
reinforced by those of more recent, large-scale cross-sectional surveys by Aiken et al

(2012). On this occasion nurses and patients were surveyed; 33,659 nurses and 11,318

patients participated from 488 acute care hospitals in 12 European countries; and

27,509 nurses and more than 120,000 patients from 617 hospitals across the US.

Results showed that deficits in care quality and work environments not only continued

but were commonplace in all countries. They also revealed widespread lack of

confidence in hospital management to resolve problems identified in patient care.

Conversely, results indicated managerial s cepti ci sm that nursesbd
objective observations of care quality; desp
patient data. Factors indicative that improvements in organisational culture, managerial

attitudes, and receptiveness to learning from nurses (staff) as well as patients are

required if effective organisational transformation is to be achieved and better work

environments, improved nurse retention, and safer, more cost effective, patient-centred

care attained (Aiken et al, 2012).

The perspectives of patients, visitors and staff of non-clinical patient-centred care
in acute hospital settings

A qualitative research study, undertaken in 2006 by Which? an independent not-for-
profit consumer organisation based in the UK, examined the perspectives of patients,
visitors and multi-disciplinary frontline staff. The study is reported on by Webb (2007)
who explains that in-depth qualitative interviews were carried out with 27 recent hospital
in-patients and 22 visitors from seven sites across the UK. Five of these sites,
Manchester, Leicester, Plymouth, Wimbledon, and Newcastle were affiliated with NHS
England; one, Cardiff, represented NHS Wales; and another site in Glasgow, NHS
Scotland. (This is highlighted because NHS England, NHS Wales and NHS Scotland
and NHS Northern Ireland, have been administered independently since devolution of
the NHS in 1999. Thus they are often reported on separately.) The sample also varied

by hospital type, location and emergency or planned admission.

In-depth interviews were also conducted with a variety of 42 front-line staff in addition to
the 49 service-user participants. These were recruited from the same seven sites and
included nurses, allied health professionals, healthcare assistants, doctors,
administrative and auxiliary staff, managers and 7 agency staff (4 nurses, 3

administrative). As with each of the studies reviewed, specifics about the numbers of
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different staff involved, their grades, or location, were not included. Rather the results
were generalised to all groups and settings. Again, lack of explanatory detail prevented
meaningful understanding. For example Webb (2007) reports that variation in individual
experience was found in patient and visitor data but, overall, i mo sepodted

fir e as oexpebadnain relation to the non-clinical aspects of NHS hospital care
(Webb, 2007, p.63). More detail would have clarified what was meant by fimostdand
freasonabledand if this related to all settings. Nevertheless, analysis of staff, patient and
visitor data revealed four determinants of positive experiences; i) ward environment; ii)
organisation of care, iii) being kept informed; and iv) attention from caring staff (Webb,
2007, p.64).

Commonalities are clearly evident between these finds and those of Douglas and
Douglas (2005) and West et al (2004) and Aiken et al (2001). For example, Webb
(2007) also found that patients identified key aspects of environment as lighting,
temperature, noise, cleanliness, and, similar to Douglas and Douglas (2005), timing of
meals, food quality, and assistance with meals were also important features. Staff, by
comparison, recognised that the ward environment, particularly cleanliness, was
important to patient well-being and recovery, but were generally less aware of the

importance of environmental factors, such as lighting and noise, to patients.

In terms of organisation of care, patients valued timeliness, speed of response;

continuity of care; efficiency and professionalism. They also emphasised the

importance of attention from caring, friendly staff; of positive staff attitudes and good

manners. Patients wanted to be kept informed, and notified of impending delays.

Findings also showed that patients disliked being repeatedly asked by different

members of staff for the same information. Importantly, they also emphasised thatfi st a f f
have the capacity t o maKnebbp2007pr6é)a khe latterfhast i e nt
also been indicated by all studies included in this review of PCC literature.

Staff also recognised information-giving was important to the well-being and
experiences of patients and their families. However, experience of hospital systems,
environment, and team-working, provided them with a different perspective. Staff
understood the reality of practice, and the real reason why providing information in a
timely manner, and proactively, might at times be problematic. Consequently, they
recommended that patients be advised to proactively seek information as and when they
required it (Webb, 2007). However, it was not clear if this recommendation reflected the
views of all staff as, similar to the majority of studies reviewed, no explanatory detail was

included (Webb, 2007).
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Other issues identified by staff included poor communication between teams and limited
availability of staff; reinforcing finds of West et al (2004) and Atwal and Caldwell (2006),
amongst others. This frequently inhibited the provision of the smooth, delay-free care
that patients expected. Patients, by contrast, reported that some staff appeared

Adi sconnected ;fwhichiini n eii rl evbr & 0r eal (Webmse of
2007, p.67). One possible explanation may be attributed to a result which showed that
staff found some patientsi par t i c ul ar (Webbd280n,a168); withgirvealistic
expectations about the amount of attention they, and their visitors, should receive. Due
to other constraints on nurseso time, these
However, this review identifies further possible explanations in terms of understaffing,
workload, lack of time, insufficient education in communication and PCC skills; different
cultures and ethnicities, or lack of support as also highlighted by Gillespie et al (2004),
West et al (2004) and Reeves et al (2005), Aiken et al (2001, 2012). Significantly Webb
(2007) emphasised that staff generally appeared accepting of issues reported by
patients as merely problematic. This apparent indifference may relate to another result
which showed that the majority of staff, although keen to see improvements in patient
care, felt powerless to influence change. Unfortunately, Webb (2007) does not clarify
whether this find related to all staff, or specific grades. However, although not mentioned
by Webb (2007), this is a notable barrier to improvement also emphasised by Aiken et al
(2001, 2012), Ahern and McDonald (2002), Attree (2007) and Jackson et al (2010a
2010Db).

The impact of negative organisational culture and unresolved barriers to patient-

centred care on staff experience

Empirical studiesofnur ses 6 experiences of whistlebl owi
undertaken by Ahern and McDonald (2002), Attree (2007), Jackson et al (2010a,

2010b), reinforce finds not only reported by Webb (2007) but also Aiken et al (2001,

2013), Reevesetal (2005), and At wal and Caldwell (2006)
experiences of multidisciplinary teamwork. Collectively, these studies provide strong

evidence that long-standing barriers to PCC and negative organisational and team

cultures significantly impactonn ur s e s 6 e xwelebeingemoiale, snotivation and
practice and thus pat i.€elhesescén danageanterrpeofessienal an d
relationships; suppress openness; create climates of fear; facilitate bullying and

exclusion; and instil feelings of disillusionment, moral distress and withdrawal (Attree,

2007, Webb, 2007, Jackson et al, 2010a, 2010b). These barriers, and the

corresponding culture of blame and secrecy, have also been found to impede

improvement, through lack of effective, supportive collaboration between managers,

clinicians and frontline staff. This in turn, has been found to negatively impact on the
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experiences of patients and staff at all levels of healthcare organisations (Kennedy,
2001, Colin-Thorné, 2009, Francis, 2013).

Turning patient and staff involvement from rhetoric into reality

An action research study by Curry (2005) demonstrates how research can be used to
meaningfully engage patients and staff in local service review and improvement. In the
study, an action research project was run in parallel to the introduction of a new nurse-
led urgent care team in Sunderland Teaching Primary Care Trust (TPCT) in England,
UK. This was similar to the aim of this study in which action research would be run in

parallel with a new Patient Journey project.

Curry (2005, p. 438) explains that action research(AR)Aiunder pi ns most

approaches to pl anned. I|tpromgotesinnsvation, camkaidge tbehn an g e o

gap between theory and practice, and enables staff from all levels of an organisation to
learn new knowledge about their own service through their involvement in the research
process. The principle aim of AR is to empower staff to collectively diagnose current
problems, identify solutions and take action to implement change and improvement
(Curry, 2005). This method, which reflects the philosophy of PCC and this study, was

al so deemed most appropriate for invest.i

Journey. As such, it will be introduced and discussed more fully in chapter three.

I n Curryds n-depdhOnkelvienws with dlypatients with chronic obstructive
pul monary disease (COPD) wer dgogathemthkinct ed
perspectives and experiences as service users. Although similar to Campbell et al6 s
(2004) PJ approach, a key difference is that patients in the study by Curry (2005) were
invited to participate by UCT clinicians, rather than through stakeholder/matrix sampling.
Campbell et théd@imedtoaniti§atk yisk of practitioner bias, whilst also
promoting engagement. The criterion for
diagnosis of COPD.

Interview data were analysed and categorised according emerging themes. Again

differenttoCamp b el | et al é6s (2004) PJ approach,

authentic reporting of emergent data is used, interpretation of data was influenced by

Masl owbés (1950) hierarchy of needs (1950)

and outcome model (cited Curry, 2005, p.439). These theoretical frameworks helped to

focus analytical thinking on patientsé needs

terms of structure; complexity, points of access, timing and responsiveness; process

of

gat i

pat.i

which, priorthei nt r oducti on of the UCT s erfvd s e dva,s
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and outcomes; which commonly resulted in in-patients being frequently moved between
wards; insufficient opportunity to build relationships with staff ; poor continuity of care;
lack of information to enable self-management on discharge, and inequity with other
patient groups in terms of access to care. Patients with COPD, due to the nature of their
illness and physical restrictions, were heavily reliant on family or friends for support and
gaining access to care. As a consequence, Curry (2005) reports that patients often felt
disempowered, marginalised, and believed their needs and experiences, as patients
with COPD, were less important to healthcare providers than those of other patients.
These findings echo those of Gillespie et al (2004) who also highlighted that patients

from minority and lower profile groups experience barriers to PCC.

Similar to Campbell et al (2004), findings were discussed with a multidisciplinary team
recrutedfrom t he rel ated servi cedancludedfnp rQucrtriytd so nfeR s
managers, nurse leaders, a consultant physician, a social worker and a patient and

public invol veme2005,p438).Teissgouptwastset upaodreview

patient feedback, identify solutions and ensure change happened; like the envisaged

role of the multidisciplinary team in Campbe
in PJ projects, had also mappedthecurrenti pati ent journey across
p at h vaadymet six times during the six-month active research period (Curry, 2005,

p.444).

Findings of Curryds (2005) study were consi s
once again emphasised the importance of ensuring patient-centred processes were

contextual i sed with the patientds journey (inclu
and appropriate responses), nursing competency, up-to-date equipment,

multidisciplinary teamwork, emotional support for patients and family members,

education of staff patients and families, and active engagement and partnership in their

care. Importantly, unlike other studies reviewed, data in the studies of Curry (2005) and

PJ projects by Campbell et al (2004), which had been derived from patients and staff,

provided catalysts for local, effective change. These resulted in real-time improvements

to local patients care. For example, Curry (2005) reported that access to COPD

services had been highlighted as an issue by service users. This was addressed by

providing care at home through the introduction of a nurse-led urgent care service.

Safety and security risks identified by both service users and service providers, in
relation to gaining access to patients6 home

systems.
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More generalised outcomes of the study were reported by Curry (2005) as improved
multi-disciplinary learning and communication; seamless patient care; and consistency

of approach in policy development across teams. According to Curry (2005, p.445) the
multidisciplinary and collaborative nature of action research had movediipat i ent and
public involvement fbryonme nrahbeltionrg cp atniteon trseda lviite
responded to, and appropriate changes implemented (Curry, 2005, p. 445). This was

also the intention of Campbell et al (2004) and this study.

Chapter overview

This review has pinpointed robust evidence that not only supports the rationale offered

by Campbell et al (2004) for the development of their Patient Journey model, it also

substantiates the involvement of service users and service providers in patient-(person)-

centred quality improvement initiatives. Included empirical studies demonstrate that both

service users and service providers consistently identify common and distinct, current

and long-standing barriers to PCC. This can be evidenced through studiesofp at i ent s 6
perceptions of the hospital environment by Douglas and Douglas (2005);nur s e s 6
experiences of delivering PCC by Aiken et al (2001, 2012), West et al (2004) and

Reeves et al (2005) and Gillespie et al (2004); patient and multidisciplinary staff

experiences of non-clinical aspects of PCC by Webb, (2007); of nurse whistleblowing by

Ahern and McDonald (2002), Attree (2007), Jackson et al (2010a, 2010b), and differing
perspectives of PCC discussed by Gillespie et al (2004) and Goodrich (2009). Their

collective findings provide evidence that not only patients but also staff voices are still

not always heard, nor their concerns routinely acted upon. A factor suggestive not only
ofanunresoved6di sconnect 6 bet wermkers heguwdatots,maragers, pol i
patients and frontline staff, but also that patient (service user) involvement may still be

largely tokenistic (Gillespie et al, 2004). This is because the aim of patient engagement

and patient-centred care initiatives was to provide patients and lay people with a

stronger voice, and empower them, in partnership with staff, to take a role in shaping

future, patient-centred health care and services, both locally and nationally (DH, 2005).

The studies by West et al (2004), Aiken et al (2012), Reeves et al (2005), Webb (2007)
and Curry (2005), in particular, demonstrate how staff data complements that of patients
by enabling fuller understanding of the reality of current issues in healthcare. Moreover
they reveal that not all issues are common to each group; and that patients and staff
often have different perspectives and priorities about the same aspects of care. They
also emphasise that power imbalances between staff, and patients and staff, poor

teamwork, lack of recognition, feeling undervalued, can demotivate and demoralise staff

70



who become accepting of current issues as merely problematic, rather than attempting
to address them (Webb, 2007, Attree, 2007, Aiken et al, 2012).

Additionally, findings indicate that the multitude of models and theoretical, conceptual
and philosophical frameworks of care, if not contextualised and introduced, may give
rise to confusion and misconceptions about which approach to practice should be
followed (Roper, 1976, Mead and Bower, 2000b). They may also encourage
fragmentation of teamwork due to their emphasis on one discipline, as opposed to
multidisciplinary or interprofessional working; this includes more recent, modified
versions of PCC models (Gillespie et al, 2004). And further confusion can arise from the
interchangeable use of broad-ranging terminology and concepts associated with patient
care, some of which are not readily translatable to those at the frontline of care (Roper,
1976, Goodrich, 2009). Moreover, not all staff are health professional graduates. Thus,
not everyone who interacts with patients will have had their understanding of the
significance of building interpersonal relationships in patient care transformed through

deeper investigation into the meaning of human experience.

These factors, as Campbell et al (2004) also identified, indicated that current
improvement initiatives introduced through NHS modernisation required rethinking and
further development. They also suggested that the current emphasis on patient as
person, patient-centred, may be promoting depersonalisation of staff and thus may
warrant revision. Importantly this evidence is derived from research that investigated
the perspectives, experiences and desires of patients and staff; the collective findings
from which laid the foundations for contemporary models of PCC; informed the
underpinning philosophy and core determinants of PCC, and continue to inform current
research, practice and education as well as the global movement towards PCC. As
studies into outcomes of PCC demonstrate, PCC is an approach that not only makes a
difference to patients and staff, but also brings cost benefits and improvements in

organisational culture, systems and processes.

Even so, the majority of these investigations into PCC, irrespective of whether these
have been large-scale and used quantitative research methods, or smaller scale using
qualitative methods, lacked fundamental detail to enable truly meaningful understanding
of results. For instance, other than the innovation report by Campbell et al (2004), and
the action research study by Curry (2005), many failed to explain if or how PCC training
or philosophy had been implemented; or specify what grades of staff, particularly
nursing, were involved; how resolutions to current issues might be achieved; or if the

data would be used for improvement. Moreover, in studies that report improvement,
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insufficient detail was offered to explain what aspects of PCC, or patient or staff data,
had influenced improvement, for example the reduction in diagnostic costs, enhanced
well-being of staff and patients, and better outcomes in terms of patient recovery. This is
significant because this detail might have helped to inspire PCC improvement in other
healthcare teams or organisations. Additionally, by generalising results and omitting the
detail, particularly in relation to issues that negatively impact on patient and staff
experiences or PCC, the findings can be depersonalised by local multidisciplinary
healthcare teams who may otherwise perceive their care and services to be of high
quality and patient-(person)-centred; or may not feel sufficiently empowered or
motivated to act because the findings do not specifically relate to their own service or

practice.

Collectively, the evidence revealed by this review established that the empirical
foundations of PCC embody the underpinning principles and philosophy, or the
blueprint, for healthcare improvement. As mentioned, advocates of PCC not only
recognise and valued the perspectives of patients and staff, but also partnerships
between staff and patients as central towards achieving positive outcomes in health, and

thus also improvement.

Study aim and objectives

Building on the Patient Journey approach to service improvement and practice
development by Campbell et al (2004)

Review findings were indicative of two aspects of Ca mp b e | 1(20@4) model tidas
might be developed yet further by this study. Firstly, similar to each of the studies
discussed, Campbell et al (2004) appear to focus Patient Journey projects on identifying
current issues with patient care. For example, Campbell et al (2004, p. 24) explain that
interviews with patients usually open with the question i Ca n y meauyour expetience
of <car e Althoughth8 allows for positive feedback, they also state that project
teams generally want questions asked aboutfi c o nt e nt i dhaysvarnt reselved,s 0
which has the potential to focus thinking on negative aspects of care. The findings of this
review strongly indicate that a neutral stance should be adopted, to enable patients to
provide an authentic account of their experiences, the good and the bad. Learning and
improvement can be acquired from both types of feedback, but most importantly, staff
morale and motivation can be enhanced by learning about the successful aspects of
their endeavours, merely than only where improvement is required. By retaining focus
on the negative, this has the potential to perpetuate the culture of blame and issues

such as lack of recognition and feeling undervalued; factors that are known not only to
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adversely impact on staff morale and motivation and patient care, but also impede

opportunities to learn from best practice.

Secondly, Campbell et al imply that only senior members of the clinical team,fi| e a d
clinician, c¢l i n{2@04 p.24),ands erectomate and,arl busness

manager, participated in PJ projects. Yet, the findings of this review (Aiken et al, 2001,

Campbell et al, 2004, Gillespie et al, 2004, Curry, 2005), reports from public inquiries by

Kennedy (2001), Colin-Thorné (2009), Francis (2013) and Berwick (2013), and UK

Department of Health (2004) guidance for improvement leaders, emphatically indicate

that all members of staff who interact with patients, ratherthan merelya i f ul + mul t i
professigmaé thkampotential to make a differe
Thus they should be empowered to contribute their feedback and ideas in service review

and improvement. Consequently every effort would be made to include representatives

from all levels of the participating multi-disciplinary team, including clinical and non-
clinicalstaff, when recruiting to this .sThasdintedtonsPat i en:

are reflected in the study aim and objectives.

Aim
Using action research, to explore and evaluate the Patient Journey approach to patient-
centred healthcare improvement (Campbell et al, 2004) following the philosophy and

principles underpinning action research (AR) and patient-(person)-centred care (PCC).

Objectives

1. Meaningfully engage a multidisciplinary healthcare team in a review of their own
patientsd journey to explore their collec
about what is currently working well or not so well with the current journey, and
how this might be improved as described by those who participate.

2. Explore patient and care partner perceptions, as service users, of what is
currently working well, or not so well with the same patient journey, and how this
might be improved as described by those who participate.

3. Working with service providers (the AR Patient Journey project team), identify
issues from the insights offered by service users and providers, and possible
solutions that may help to improve the current patient journey as collectively
determined by those who participate.

4. With service providers, create a plan for sustainable change and improvement as
defined and determined by those who patrticipate.

5. Explore and explain how data from service users and service providers, does or

does not lead to patient-(person)-centred (PCC) change and improvement
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6. Evaluate service user and service provider perceptions of the Patient Journey
process as experienced through their involvement in this action research
Vascular Patient Journey study.

7. To extend beyond this small scale project and gather wider opinion about the
potential of the action research Patient Journey PCC improvement process

through dissemination.

Action research and the data collection and analysis methods that enabled the aim and

objectives of this study to be addressed, are discussed in the next chapter, Chapter 3.
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3 Met hods

Introduction

This chapter provides the philosophical and empirical justification for action research. It

also explains the thinking, methods and processes that led to the implementation of this
studyodés independently run, combined action r

(VPJ) project. It will also explain the methods used for data collection and analysis.

Context

This AR VPJ study was conducted in collaboration with twenty-five core members from
a multidisciplinary vascular team drawn from the surgical directorate in the SE NHS
Trust introduced in Chapter 1. This team was responsible for providing services and
care to eleven patients and six care partners who, during this AR VPJ study, shared
their stories of their experience of the current vascular patient journey. Each of the
patient participants lived with a diagnosis of with peripheral vascular disease (PVD) and
had undergone surgery for a femoral-popliteal bypass graft in the preceding three

months.

Methodological considerations

According to van Manen (1990) the fundamental assumptions and characteristics which
determine the approach to be taken in pursuit of the knowledge being sought should be
reflected in the methodology. This action research study, from its outset, was focused

on an independent investigation ofthe Ci t y Hospitals Sunderl and N
Patient Journey (PJ). As explained, the PJ provides a framework for facilitating patient-
(person)-centred change and improvement, or, practice development (Manley and
McCormack, 2003, Manley et al, 2005, McSherry, 2004, McSherry and Bassett, 2002),
through collaborative effort. The PJ is an approach specifically developed by way of
response to the UK patenteanmechidHStrefosn (@BHad0018). f or
Thus, these factors should also be acknowledged by and reflected in the methodology.

Findings from the critique of empirical studies of PCC strongly emphasised that the
approach to this investigation should follow the principles, characteristics and philosophy
of AR. As will be explained in more detall later, this is a method that promotes a
participatory, democratic and collaborative approach to research. Its purpose is usually
to enable a team, group or community to work together to collectively identify new
knowledge about an aspect of their social world, and from the new learning acquired to
become empowered to change and improve that world. Limitations identified from

critiquing quantitative and qualitative studies of PCC had also indicated this was the
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route of investigation to follow if similar shortfalls in this AR study were to be prevented.
The varied limitations of former PCC research methods are discussed in detail in the
literature review in Chapter 2. Most commonly these were identified as the lack of
explanatory detail provided in study findings to enable meaningful understanding or
inform improvement; a failure to consider the perspectives of both service users and
providers of healthcare; and no indication of whether the findings had been acted upon
to influence change and improvement. It is acknowledged, however, that these shortfalls
were identified in empirical studies that used more traditional research methods;
methaods that aimed to fact-find rather than improve PCC. Even so, these were
limitations that those studies had also indicated were adversely impacting on PCC, or
understanding of PCC. As such, an endeavour to address these shortfalls became an
objective for this AR PJ study.

Review findings also indicated that in this combined AR study, the dominant
philosophies that underpin qualitative research and action research in particular, should
be explicitly linked with the philosophy and principles of PCC. The primary purpose of
this would be to allow open acknowledgement of PCC values and principles, but also to
enable these to be followed, practiced and promoted during the AR and PJ improvement
processes. This, in turn, should ensure that the improvement process in this AR study
would not only be alcegmterde dvMd thhe aNlHSh cogoraet i neondt e |
(DH, 2001a) as Campbell et al (2004) intended, but also the global drive towards PCC.
The literature review indicated that the empirical foundations of PCC provided a
philosophy and set of underpinning principles, or the blueprint, to guide AR studies in
healthcare. It also suggested that, by following a PCC approach, this might also make it
possible for a number of current issues in healthcare to be addressed. These had not
only been identified by the literature review, but also highlighted by reports of
investigations into healthcare failings. Examples of these include varied perceptions
and priorities for PCC; fragmented teamwork; hierarchical boundaries; lack of clarity
about PCC,; the terminological quagmire of healthcare; workloads and time constraints;
a culture of secrecy and blame; and demoralised, de-motivated or disempowered staff.
These are issues that the review indicated could also impede the progress and
outcomes of an AR study in healthcare, if not addressed. Thus these were further
factors that required consideration when designing this study as following discussions

will further explain.

The nature of qualitative research and its relevance to this investigation
Action research sits within the paradigm of qualitative research. This, Parahoo (2006)

explains, is commonly used as an umbrella term that encompasses a broad variety of
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differing research methods. However, each of these methods, are underpinned by
philosophies such as constructivism, interpretism and phenomenology that, unlike those
in the quantitative paradigm, are focused on exploring human experience, or specific,
aspects of experience such as motivation, behaviour, emotions, beliefs and perceptions
(Holloway, 2005). Qualitative exploration, like PCC, but unlike quantitative inquiry, is, as
Parahoo suggests, i h o | {28086, ip.&3). It is also inductive, subjective and interactive,
thus methods of data collection and analysis are usually flexible and reflexive (Parahoo,
2006). This description can also be aligned to the evolving, interactive and holistic
nature of action research, which, as will be explained, is not only informed by reflexive
methods of data collection, but encourages reflexive practice amongst participants.
These are also characteristics of the Patient Journey process developed by Campbell et
al (2004), thus demonstrating the compatibility of both methods for integration as

intended in this study.

Importantly, the underpinning principles and philosophies of qualitative research
methods, and thus AR, like those of PCC and related healthcare concepts, philosophies
and theories identified in Chapter 2, acknowledge that people cannot be separated out
from the world in which they live, or work; it studies people in their natural settings. For
example, interpretivism, one of the dominant underpinning philosophies of the qualitative
paradigm, acknowledges that people are unlikely to interpret or experience phenomena
the same way; thus an individual cannot claim to understand the experience of another
by simply relating this to their own experience (Ross, 2012). This is because
interpretists, like action researchers, and advocates of patient-(person)-centred care
also recognise that each personébés experience
shaped by a broad variety of factors, including past experiences, interpretations and
expectations. Fundamentally, qualitative research, like PCC, acknowledges and

respects that experience is individual to each person.

These similarities between qualitative research and PCC can be evidenced by through

the qualitative methods critiqued in the literature review, for example by Gerteis et al

(1993), Douglas and Douglas (2005), Curry (2005) and Webb (2007). The philosophies

of interpretism, similar to constructivism and PCC, also respect the view that people,

unlike objects, attribute meaning to events (Schwandt, 2000, Gallagher, 2004, Quirk et

al, 2008), and that reality, if it is to be understood, may be subject to a broad range of
influencing factors which stem from each per
(Gerteis et al, 1993, Chochinov, 2007, Schantz, 2007, Youngson, 2010). These human

factors can be further explained, as the literature review illustrated, not only through the

findings of empirical studies into PCC, but also the philosophical and theoretical
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Interpretisim

Interest in how the social world is interpreted, understood and experienced (Ross, 2012)
Subjectivity and multiple realities — interpretation of experience influenced by individual
perceptions and past experience

Absolute truth does not exist as humans interpret phenomena differently

Humans cannot simply step inside another’s experience and expect to understand this on the
basis of their own experience

Other person’s experience is individual to them; high internal validity, faithful description of own
lived experience (Laverty, 2003)

Researchers aim to make connections between experiences, perceptions and actions
Researchers listen to narratives, observe and interact with participants and data and aim to
report how participants have felt and lived that experience as closely as possible.

Researcher as instrument; integral and necessary to the process. Personality, communication
skills and ability to gain trust of participants is crucial to data collection.

Constructivism

Individuals seek understanding of the world in which they live and work — emphasis on context
rather than person

Multiple participant meanings due to varied interpretations

Social and historical construction — humans construct reality through experience, language and
concepts to make things make sense (Ross, 2012)

Naturalistic inquiry (Lincoln and Guba, 2000, Schwandt, 2000) — data is contextually sensitive
Subjective, constructed interpretations and meanings of experience directed towards objects or
things.

Constructivism - goal of research — “to rely as much as possible on the participants’ views of the
situation being studied” (Creswell, 2001, p.8), BUT, context focused

Researcher builds up a picture of participant’s reality of experience until it makes sense; enables
them to view the depth and complexity of individual experience (Ross, 2102)

Advocacy/Participatory

Political — an action agenda for reform that may change the lives of participants, the organisation
in which they work or live, and the researcher’s life. In this instance NHS modernisation.
Empowerment issue-orientated

Collaborative approach

Change-orientated, transformative as indicated by literature review and reports of healthcare
failings

The voice of participants becomes a “united voice for change and reform” (Creswell, 2001, p.10)
Advocacy provides the voice for participants, raises their awareness through new insights and
learning, and produces an action plan for change to improve service user and service provider
experiences.

Patient-(person)-centred care

Political — an action agenda for reform that aims to improve and humanise patient care, service
user and service provider experiences, healthcare services and organisational culture and
efficiency.

Historical and social construction — ongoing evidence of healthcare failings, inhumane care,
inefficiencies in healthcare, endemic culture of secrecy and blame, unsatisfactory experiences
for service users and providers

Values-based

Person-centred - individuality of experience; seeing through the eyes of the other, a holistic
perspective. Awareness of individually constructed meanings and interpretations

Recognises experience as catalysts for learning and improvement — contextually sensitive data
Empowerment — of marginalised healthcare staff and, or, service users by giving them a voice
Collaborative, democratic approach — to facilitate sustainable, change and improvement

Goal of PCC - to humanise care and healthcare cultures, and improve efficiency

Researcher

Background, particularly as patient and nurse, on study design, data collection, and
interpretation and analysis of data

Past experience, influence from own culture, social world, communities, including as patient,
care partner, nurse, non-clinical and clinical roles in NHS; customer service trainer and service
improvement facilitator in global communications organisation

Researcher intent: to demonstrate why experiences and perceptions of service providers and
service users should inform change and improvement in healthcare

Characteristics of researcher — interested in people and their experiences, advocate for patient-
(person)-centred care, democratic, facilitative and inclusive approach, realistic, determined

Table 3-1: Knowledge claim positions influencing this action research study
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perspectives linked with PCC and humanised approaches to care (Appendix 3). Table 3-
1 provides a summary of the knowledge claim positions that most strongly influenced

the design of this qualitative AR study.

Patient-centred care: an underpinning philosophy for action research in
healthcare

The review of PCC empirical literature and associated concepts, theories and
philosophies (Appendix 3), indicated that the philosophy and principles of PCC, and the
CHS Patient Journey process (Campbell et al, 2004), provided a philosophy and

framework for conducting action research in healthcare.

PCC philosophy, like that of AR, emphasises the importance of involving those with first-
hand experience of a healthcare service in a review of their current state for the purpose
of improvement (Douglas and Douglas, 2005, Curry, 2005, Webb, 2007). It also
promotes recognition and appreciation of each participant as a unique and valued
human-bei ng, and of understanding and acknowl eoc
(Gerteis et al, 1993, Stewart, 1995, planetree.org, 2014, McCormack, 2001, 2004).
Additionally, PCC philosophy recognises the significance of rapport building and
establishing common ground between service users and providers (Stewart et al, 1995,
Gillespie et al, 2004, Goodrich, 2009). Each person should feel able to openly express
their perceptions and ideas, needs and preferences so that common understandings
and shared-decisions can be accomplished, and relationships enhanced (Balint, 1957,
Borrell-Carri6 et al, 2004, Reeves et al, 2005, planetree.org, 2014). PCC review findings
also indicated that, if patient-(person)-centred change and improvement is to be
achieved, in line with the aim of healthcare reform and this AR study, individuals and
teams must feel sufficiently empowered and motivated to change (Reeves et al, 2005,
Johns, 1994, 2009, Atwal and Caldwell, 2006). These are also key requisites for
supportive, effective teamwork, positive experiences and PCC (Maslow, 1954, von Dietz
and Orb, 2000, Aiken et al, 2001, 2012, Atwal and Caldwell, 2006). They are also

fundamental to action research.

As will be explained, action research, like PCC improvement philosophy, also seeks a

real-time view of local healthcare as seen through the eyes of those who are a part of a

culture, organisation or community. In this study this would be service users and

providers (Gerteis et al, 1993); those with first-hand experience of the care continuum
associated with a specific patient journey.
authentically reported accounts would provide the catalysts for change and

improvement, where indicated, to their current patient journey.
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Action research: using research to inform action for the purpose of
improvement

Over the last decade, action research (AR) has been gaining increasing recognition as
an effective means to facilitating change within business organisations, educational
establishments, and more recently within the NHS (Parkin, 2009; French et al, 2011,
Koshy et al, 2011). Reason (2001) describes this as an approach that enables groups
to become empowered to solve problems within their own environments through
participative, collaborative inquiry; critical reflection; consciousness-raising and the
acquisition of new knowledge (Table 3-1). Change happens, Parkin (2009) suggests,
because AR facilitates local ownership and responsibility for change, as opposed to
change being imposed by centralised policymakers, or organisational managers.
Those, who are often far removed from the reality of day-to-day custom and practice.
Parkin (2009) is specifically emphasising the relevance of AR to the NHS and healthcare
in this context, as former discussions have also intended. AR, as Carr and Kemmis
(1986) and Koshy et al (2011), also point out, is values-based, democratic, situational
and participatory, and specifically focused on enabling research to bring about change

through the involvement of others.

The origins of action research

The origins of action research lie in America where, according to Hart (1996) it first
emerged as a form of rational social management. It soon became closely associated
with the work of Kurt Lewin (1890-1947), a social psychologist who used this anti-
positivistic experimental method to investigate a range of social issues including
industrial unrest, racism, and low morale amongst military personnel (Hart, 1996). There
is some debate, however, about the extent to which Lewin and his followers were
manipulative or democratic in their approach to social change (Kemmis and McTaggatrt,
1982; Hopkins, 1985; Hart, 1996). Nevertheless, Kurt Lewin is regarded by many as the
6fatherd of acti on robss200b); hislideaé iGitialy erhaaating &omd
studies conducted at the Center for Group Dynamics, Massachusetts Institute of
Technology in Boston in the USA (Morton-Cooper, 2000).

Democratic participation rather than autocratic coercion

In the late 1930s Lewin, together with his students, carried out a number of situated
guasi-experimental studies in factory and community settings. These investigated the
effect on human behaviour and productivity of i @mocratic participation rather than
autocratic coerciondo(Adelman, 1993, p.7). Findings indicated thatthefi av er a g e
manufacturer holds highly distorted views about what makes a work-t e atmmk@®énd that

several factors were influential in preventing practical, first-hand experience from
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Al eadi ng st ghavidelddi7, p.i9n These finds enabled Lewin to challenge

existing post-war theories about managing people and organisations (Lewin, 1946,

1947a, 1947b). Yet, the democratic and participatory approach advocated by Lewin

was directly opposed to existing theories suchas6 s ci ent i f i ¢, anmppmach e me nt
founded on the work of Frederick Winslow Taylor in the United States in the late 1800s

and early 1900s. The dayloristéapproach, favoured by governments in post-war years,

was based on the assumption that workers were driven mainly by economic reward and

best controlled through authority. Consequently, post-war employment became

characterised by centralised control of work practices and minimal worker autonomy
(Morton-Cooper, 2000).

Conceptualisation of change as a three stage process

Coghlan and Jacobs (2005, p. 445) suggestthatL e wi n6s research with
led to his conceptualisation of change as a three stage process. Lewin empowered the

women to explore their own resistance to change, and to challenge long established

meat-eating habits of their families. Prior to this the women had been reluctant to

experiment with cheaper forms of meat which they considered inferior and, as such,

refused to provide for their families. Through the collaborative process of action

research, experimentation and change had been enabled. The outcomes demonstrated

to Lewin that change was more likely to occur in conditions where the factors hindering

or restraining change were reduced or removed, rather than when the forces driving

change are increased (Coghlan and Jacobs, 2005). The finds also |l ed to
identification of three key phases of change. These were expressedasiiunf reezi ngo
(recognising and accepting the need for change), followed by i moi n(andove to new

behaviours and values; the change) and i r e f r gstabilisingghie change in normative
behaviour) (Coghlan and Jacobs, 2005, p. 445). These phases are illustrated in Figure

3-1.

*Changing

*Unfreezing -Changing *Refreezing
e pecp R
change. (individuals evaluating’
Minimising taansdksgroups), results, making
oo o e,
ge- technology. :

Figure 3-1: L e wi thiées phases change (French et al, 2011, p. 586)

In this action research study, these stages were not consciously followed. Rather, these

brought researcher awareness of phases this action research study might transition
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through during the endeavours to bring about change. Figure 3-2 illustrates how these

loosely related to the combined AR and PJ processes in this study.

+ Fact-finding and preparatory phase

Action Research: unfreezing — recognising and accepting the need for
change; creating a felt need for change; minimising the resistance to
change)

* Engaging with the Patient Journey process (Phase 1: unfreezing)

Data collection (Phase 1: unfreezing)

* Preparing for implementation/recruiting the project team (Phase 1 }
N

» Data analysis (Phase 1: unfreezing; start of Phase 2: changing/moving
- a move to new behaviours and values; changing people (individuals
and groups; tasks; structure, systems; technology)

» Identification of issues and solutions (Phase 2: changing/moving

* Action planning and implementing change (Phase 2; start of Phase 3:
Refreezing — reinforcing outcomes, evaluating results, making
constructive modifications; stabilising the change in normative
behaviour)

€C € gEEE &

\ M

¢ Evaluation (Phase 3: refreezing)

u » Extending beyond the small-scale project ]

Figure 3-2: the relationship between the change, action research and Patient Journey processes
(based on Lewin, 1946; and Lewin 1946 cited Kemmis and McTaggart, 2000, French et al, 2011 and
Campbell et al, 2004)

Quality of worki life issues

I't was not wuntil t he -lIfeO(@WL)issuewibegan to ipterast sodiay o f
science researchers that greater emphasis was placed on worker participation.

Influenced by democratic values and concerns about autocratic management, social

scientists, building on the contributions of Lewin (1946, 1947a, 1947b), began to explore

the notion of worker participation in decision-making, and the potential of their

involvement to bring greater efficiency.

Action research: supporting organisational and cultural change and personal and
professional development

Since then, Hart and Bond (1985), Morton-Cooper (2000), McSherry and Pearce (2002),

Wright and Hill (2003) and more recently Parkin (2009) and Koshy et al (2011) report

that action research has been effectively used to initiate organisational change and

improvement in industry, education and healthcare; in human relations theory, and as a

means through which personal and professional development and practice might be

improved. Indeed,inCur r y6s o p,p.A38pactiof reaseadcEnowfiunder pi ns
most of the current approachest o pl anned or ganlitcahbridgethesghp c han

between theory and practice, and makes it possible for staff from all levels of an
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organisation to become involved in diagnosing problems and developing strategies that
lead to improvement (French and Bell, 1999, French et al, 2009, 2011). As Kemmis
(1985), Carr and Kemmis (1986), Meyer (1993, 1995, 2000) and Reason and Bradbury
(2001, 2008) suggest, the democratic and dialogic nature of this approach can help to
breakdown the hierarchical boundaries that may be found amongst healthcare
professionals, between healthcare staff and patients, and healthcare researchers and

participants.

These factors, which are further explained through the contributions of Lewin (1946,
1947a, 1947b) and others including Coghlan and Brannick (2001), Gummesson (2001),
lles and Sutherland (2001), lles and Cranfield (2004), Hughes (2008) and Koshy and
Millett (2008), Koshy (2010) and Koshy et al (2011), verified that action research was an
appropriate means by which to conduct this investigation. This was already indicated by
the PJ approach promoted by Campbell et al (2004), the action research study by Curry
(2005), the principles and philosophy of PCC, and wider finds of the review of patient-

centred literature.

Three practices of action research

Reason and Bradbury (2001) suggest that if action research is to provide a compelling
and enduring contribution, an action researcher should engage with three practices.
The first of these is first-person AR which requires an action researchertoficul t i vat e
i ngqui r i ng. Thspsporenable thedresearcher to make sound decisions and
contextualise the AR process within a much wider arena (Reason and Bradbury, 2001,
p. xxvi). First-person practice is aligned with the preparatory stage, a fact-finding,
knowledge-development stage which, in this AR VPJ study, included the critical review
of PCC literature. Engagement with second-person AR requires an action researcher to
facilitate effective dialogue with, and between, others and actively engage them in the
action research process. In this study this was fulfilled through engagement with the SE
Trust and interactions with participants and key stakeholders. Second-person practice
relates most closely to the setting up and implementation of the AR Vascular PJ project.
Engagement with third-person AR practice requires an action researcher to extend
beyond the small-scale project. This was achieved through an evaluation of the PJ
process by those who participated in the process (Chapter 5), and dissemination of

study findings through presentations and publications (Chapter 6).

Action research and the Patient Journey
In the current study, the original six steps of the PJ process (Chapter 1, Table 1-1) were

modified to include preparatory and evaluation stages. Other than these stages, the
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Patient Journey process provided the framework for this AR study. This is illustrated by
Figure 3-3. By integrating the two methods, action research could also be used to
enable each step of the PJ process, once implemented, to be reviewed and evaluated

by those actively engaged in the change process.

* Fact finding and preparatory phase

* Preparing for implementation/recruiting the project team

* Engaging with the Patient Journey process

¢ Data collection

¢ Data analysis

¢ |dentification of issues and solutions

¢ Action planning and implementing change

¢ Evaluation

* Extending beyond the small-scale project

<€«

Figure 3-3: nine stages of combined action research Patient Journey process
based on Campbell et al (2004) and Kemmis and McTaggart (1988)

To clarify, in this AR study the original PJ process (Campbell et al, 2004) became
integrated with AR at stage 3 as illustrated in Figure 3-3. Each of the stages between 3
and 7 also represents a Patient Journey project team meeting when the VPJP team
became involved in AR through the actions of planning, acting and observing, reflecting
and re-planning as proposed by Lewin (1946) and Kemmis and McTaggart (1988,
2000).

Modifications to the CHS Patient Journey

In accordance with the aim of the current study, the Vascular Patient Journey was
mostly implemented according to the guidance of Campbell et al (2004). However, as
mentioned, modifications were necessary to enable this independently run PJ project to

be contextualised within this action research study. These are as follows:

1. The Vascular PJ approach and stance of external PJ facilitator, and thus action
researcher, in this study were aligned with the principles and philosophy of
patient-centred care in addition to NHS Modernisation directives (DH, 1997,
2000a, 2008).

2. The findings of the literature review indicated that membership of the PJ project
team should be extended to include multidisciplinary clinical and non-clinical
staff. In the CHS PJ projects, Campbell et al (2004) implied that only clinicians

and a directorate or business manager generally participated.
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3. The literature review also required me, as external facilitator and action
researcher, to follow the philosophy and principles of PCC. This would include
facilitating open and frank reporting of service user and service provider
perspectives and experiences when gathering data, and removing the emphasis
onficont ent i ofterssolgikt ;m CHSSPA projects (Campbell et al, 2004,
p.24).

4. Experience as an action researcher and external PJ project facilitator, required
the preparatory stage in action research to be acknowledged in this investigation
of the Patient Journey. When introducing and setting up an action research study
in parallel with an independent Patient Journey project for the first time,
essential, preparatory groundwork is required.

5. The emphasisonfollowingfiest abl i shed tenets of integr
met h o d a$ sugpgsted by Campbell et al (2004, p.16), was removed so as
not to restrict the potential of this PJ project. In this study, although it was
recognised that a new care pathway might be developed, or evolve, as a
consequence of the Vascular PJ project, this was not identified as an aim for this
independently led PJ project.

Action researcher and external PJ project facilitator

In keeping with the philosophy of AR and PCC, the role of an action researcher and
external PJ project facilitator, is to gain trust and to create a felt need for change within
PJ project participants. Key aims for this role, which reflect the principles and

philosophy of AR and PCC, as they were applied in this study, are outlined in Figure 3-4.

and will, happen and has the potential to benefit all

v + Instil a shared sense of belief amongst the project team that change can, ]

supportive environment; respect for each other’s knowledge and views

u + Endorse a non-judgemental, democratic approach; a neutral and J

+ Stimulate a shared passion and enthusiasm for the delivery of high quality,
safe, patient-(person)-centred (humanised) care

+ Encourage openness to hearing, and acting upon, views from the frontline
(of patients and staff) and all members of a multidisciplinary team

» Emphasise the value of multi-disciplinary/inter-professional learning:
facilitate willingness to learn from and about each other

+ Facilitate preparedness and enthusiasm for change and commitment to
accept responsibility/ownership for ensuring change happens

development, enhanced relationships and improved experiences

v * Emphasise potential advantages in terms of personal and professional ]

Figure 3-4: approach and aims of action researcher as external Patient Journey improvement
project facilitator
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Data collection methods

Three principal methods of data collection were already integral to the Patient Journey
approach; thus these al so becammbinedattiengr al el
research and PJ processes. These are mapping of a current patient journey,

stakeholder and matrix sampling, and qualitative interviews. These methods will be

discussed in the context in which they arose during the implementation of thisstu d y 6 s

Vascular Patient Journey.

Stages of action research

The stages of the AR VPJ process identified in Figure 3-3 provide the structure for
explaining and reporting on the methods and activities that informed the change process
in this study. It is acknowledged, however, that none of these stages, other than the
preparatory phase, had a precise start or end point. Rather these stages provide a
framework by which to conduct an action research Patient Journey improvement project

in healthcare.

Action research stage 1: groundwork

Prior to the implementation of an action research study or Patient Journey project there
is a preparatory stage during which essential groundwork must be undertaken by action
researchers vis-a-vis external PJ project facilitators. The preliminary phase in this study
began in October 2005. This was when the foundations for this combined action

research and PJ project implementation were laid.

As mentioned, the original six steps of the Patient Journey process identified by
Campbell et al (2004) did not provide an accurate depiction of the actions required by an
action researcher and thus external PJ project facilitator. As this study now
acknowl edges, it is not possible for an O6out
Patient Journey project team, or implement a Patient Journey project without some initial
preparation. These preparations included fact-finding, participant observation,
networking with potential key stakeholders, which often led to further introductions and
enabled wider dissemination of the proposal for this AR study and affiliated PJ
improvement project. Steps were also undertaken during this period, as Coghlan and
Jacobs (2005) advised, to identify potential barriers to AR PJ project implementation.
The aim was to minimise resistance to a change project when networking, and after the
AR Patient Journey project had been launched (French et al, 2011). Alertness to the
significance of preventers or drivers of change had been heightened by knowledge of
the phases of change first identified by Lewin as reported by French et al (2011) and
illustrated previously in Figure 3-1.
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Knowledge building

During this preparatory stage knowledge was also furthered in preparation for the roles
of action researcher and PJ change project facilitator within an NHS setting. This was
aided through the critical literature review but also by keeping abreast of UK healthcare
policy directives and literature associated with the advancing global movement towards

PCC; and attending researcher development workshops, Masterclasses, and seminars.

Enabling fair testing and evaluation: gaining an informed understanding of the

City Hospitals Sunderl and NH®Boadhrust 6s Pati en
To ensure that the interpretation and understanding of how a Patient Journey might be
implemented and facilitated in this study was consistent with that of Campbell et al

(2004), a visit was undertaken to the CHS trust in Sunderland in late March, 2006. This

visit, whilst enabling clearer understanding, also yielded two additional unpublished, in-

house reports about the CHS Patient Journey process. This better understanding

informed the Research Protocol Flowchart for this current study (Appendix 4).

Action research stage 2: setting up

The following discussion provides an overview of activities undertaken when setting up
this action research study and introducing the CHS Patient Journey improvement
approach to the SE NHS Trust (Campbell et al, 2004). As mentioned, every stage of the
action research process can also be aligned with steps of the modified Patient Journey

process (Figure 3-3).

Establishing a credible identity as a researcher: introductions and networking

Between January and June 2006 networking began in earnest with key stakeholders

and lead clinicians within the SE Trust. From the outset, the priority had been to secure

Obuynwd from the participating Trustds managen
meetings were attended, for example with the Director and Assistant Director of Nursing

Services who initially became key contacts;t he SE Trust 6s then Actir
the Service Improvement Lead, Medical Director and Head of Learning and

Development (HLD). A meeting of Divisional General Managers (DGMs) was also

attended, during which participant observation brought useful insights into relationships,

group culture, current issues and future plans for the SE Trust, as well as providing

introductions to key nursing personnel. Further one-to-one meetings were also held

when scoping or following possible leads for a PJ project, for example with a Cardiac

Rehabilitation Specialist Nurse, a consultant in pain medicine and management, a

Consultant Clinical Psychologist, a Stroke Co-ordinator and lead clinician from the
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stroke specialty, amongst others. In June 2006, the Patient Journey approach was
introduced more widely to SE Trust staff during an in-house conference when two
representatives from CHS provided overviews of a Stroke PJ and Lung Cancer PJ.
These early endeavours helped to raise my profile as action researcher, and create
awareness of this AR study and the PJ approach, but did not initially lead to the

identification of a setting in which to implement a Patient Journey project.

Facilitating access

A Patient Journey Steering Group (PJSG) was established in June 2006. Membership
compr i sed Acting Chief Bxesutivie §CE), the Deputy Director of Nursing

(DDNS), Medical Director (MD), Head of Service Improvement (Sl) and me as action

researcher and prospective external PJ facilitator. This was in keeping withthefige ner al
project manage madvdcated pyfCantpbet dt al (2004, p.17). This group
assisted with raising the profile of the Patient Journey project; acted as additional

auditors of the PJ and action research processes; and reported on PJ project
proceedings to the Trust 6s d&emenstrateditor e Boar d.
prospective PJ participants that this study had managerial and executive level support,

thus also promoting the credibility of the proposed study.

Ethical approval and risk assessment

Full LREC approval was granted on 26th March, 2007 (Appendix 5). Research and

development approvalwasr ecei ved from the SE Trustdés R&L
March, 2007 (Appendix 6). A risk assessment, also approved by LREC, is attached as

Appendix 7. Strategies for reducing risk, particularly in relation to risk of potential

distress to participants during interviews, or from any ethical or moral issue that might

arise during the study, were detailed in both documents. These also considered risk

from coercion; disclosure of sensitive information; or to researcher as lone-worker.

Strategies identified for protecting participant and data anonymity and confidentiality

were also included.

Research monitoring and review

The standard, quality and rigour of the action research process was routinely monitored,
assessed and audited by PhD supervisors and through annual monitoring of post-

graduate researchers. Annual reports were also provided for LREC andthe SE Tr ust 0 s
Research and Development department. Independent opinion and peer review during

the study was also obtained through presentations at international conferences in Berlin,

Vienna and in the UK in Bournemouth, London, Edinburgh and Cambridge and through

dissemination in a variety of publications, as listed in Appendix 33.
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Peer-review and collaborative agreement

In negotiation with SE Trust management administrative support was provided with

distributing information to the project team via SE Trust email, and recording notes of

VPJ team meetings. This provided a further independent audit trail of the research

process. Additionally, and in keeping with the collaborative nature of action research, PJ

project team members reviewed and approved all written accounts. This includes

meetings notes, reports of mapping exercise, report of qualitative interviews with service

users; evaluation reports, PJ PowerPoint presentations, and articles published in the SE
Trustds newsletter. A areinthuded asappendides abeit d o c u me

with personal identifiers removed, and will be introduced in context later.

Identification of Patient Journey; approval to proceed

Approval to proceed with PJ project implementation was not achieved until the second

year of this study. At this stage, two potential PJ journey projects had been identified;

one from the SE Trustés urology specialty, t
approval, from the PJSG, that this action research study could investigate a Vascular

Patient Journey project was obtained in January 2007, nearly sixteen months after the

start of this AR study. This reflects ti me
commonly delayed meetings. It is also representative of additional barriers identified

during the literature review, which indicated challenges might be encountered when

trying to introduce and implement a change project in the NHS.

Establishing a consensus view; building shared visions and goals

Findings from the literature review, and personal experience indicated it was imperative
that central figures of the VPJP team, in this instance a lead Vascular Consultant
Surgeon (LVC), Assistant Director of Nursing Services (ADNS), Vascular Nurse
Practitioner (VNP) and me as external VPJ project facilitator, established a common
understanding of the PJ approach (Campbell et al, 2004) to enable effective
implementation and fair testing. This was facilitated through a second visit to CHS in
April, 2007, the insights from which were reported back to the LVC who had not been

able to attend.

Preparation for Vascular Patient Journey project launch, April 2007

Information about the Vascular Patient Journey (VPJ) study, in the form of the Research
Protocol Flowchart (Appendix 4), an invitation to participate letter (Appendix 8),
Participant Information Sheet (Appendix 9), participant consent form (Appendix 10),
proposed action plan (Appendix 11) was forwarded by email to a member of SE Trust

management administrative staff for onward distribution via SE Trust email to
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prospective team members in mid-April, 2007. As mentioned, this provided an
independent audit trail and enabled confirmation that each VPJT team member had
received information. This was a cost-effective, readily accessible and timely method for

disseminating and gathering information to and from the VPJP team.

Action research stage 3: integration with the Vascular Patient Journey

The first meeting, on 8" May 2007, marked the point of Vascular Patient Journey project
implementation. It is also the point at which AR became fully integrated with the Patient
Journey process (Figures 3-3) and mostly followed guidance provided by Campbell et al
(2004) with the exception of modifications previously highlighted. These included
multidisciplinary membership, approach to interviewing, and removal of emphasis on the

development of an integrated care pathway.

The inaugural meeting was attended by sixteen members of the vascular team, all of
whom duly consented to participate (Appendix 10). By the second meeting in June, a
core group of twenty-five multidisciplinary project team members had been established
(Appendix 12). Six full VPJP meetings took place between 8th May and 29th November,
2007. VPJ issues and solutions action-group and additional ad-hoc meetings continued
to be held until my withdrawal from the SE NHS Trust in February 2009.

Vascular Patient Journey: assigning key roles and responsibilities

In line with the recommendation of Campbell et al (2004), four key roles were assigned
during the first meeting. These, and recommendations for PJ project membership, are
explained in Appendix 13. The following roles were also recorded in the notes of the
meeting (Appendix 14).

T Clinical Champion - lead Vascular Consultant Surgeon (LVC)

1 Local Vascular Patient Journey facilitator - Vascular Nurse Practitioner (VNP)

1 External VPJ facilitator i action researcher

1 VPJ chair - Acting Director of Nursing (ADNS) (temporary appointment)
The ADNS also assumed responsibility for reportingonthe PJ pr oj ect t o
Executive Board. Interestingly, although this was the only time that these roles would be
mentioned, each post-holder, other than the ADNS, became crucial to the progression

and outcomes of the Vascular PJ.

As action researcher and external PJ project facilitator my stance, as previously outlined
in Figure 3-4, followed the principles and philosophy of patient-(person)-centred care.
The literature review and personal experience made emphatic the importance of building
strong relations with the team, adopting a neutral stance, and promoting a supportive,
open and positive team culture.
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Action research stages 4 and 5: data collection and analysis

The main methods of data collection included those already integral to the Patient
Journey process developed by Campbell et al (2004); these are mapping, matrix
sampling and qualitative interviews. Data was also collected through Vascular Patient
Journey project team meetings, participant observation, field notes, a researcher journal,
qualitative evaluation interviews and questionnaires. These methods are discussed in

the following section. They are also summarised in Table 3-2 below.

Data collection method 1: Vascular Patient Journey project team meetings

Data collection methods for VPJ project team meetings included field notes, meetings

notes and participant observation. The latter occurred whilst also acting as chair and

facilitator of VPJ meetings, and was used to gain an insider perspective of the

participating project team, their working relationships, hierarchical boundaries, beliefs,
knowledge-base, expertise, and perceptions of their patient journey and current working
practices, and vision for their future (Ross, 2012). As passive observer the intention
wastogainanunderst andi ng of what made t Hiading,t eam Ot
knowledge-building and relationship-building with the VPJ team. This also brought
familiarity with the groupés | anguage, their
facilitated the processof fitting in and gaining the VPJ
observation also helped with the identification of any potential threats, for example from

SE Trust politics, and enablers to project progression, particularly in terms of project

team members.

During every VPJP team meeting notes were taken, sometimes by a secretary from the
SE Trust, sometimes by me, and later written up in a word document. Examples are
included as Appendices 14 and 19. Appendix 14, the notes of the first meeting, provide
an example that illustrates that notes were also used to record emergent data from the
VPJP team. In this instance, the first draft list of sampling criteria. Sensitive data and
personal identifiers, other than staff roles, have since been removed from these notes,
and any other documents included as appendices in this thesis. Staff roles have been
retained to verify and reflect the multidisciplinary and interactive nature of a Patient
Journey project. This is consistent with the terms of ethical approval and agreement with
the VPJP team. All meetings notes and documents related to this AR VPJ study have

been verified as accurate by the VPJP team.
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Data Source

Method of Data

Collection

Method of
Analysis

Research
Objective Met

SE Trust
stakeholders

SE Trust
Stakeholders

Vascular Patient
Journey project

(VPJP) team (25
members)

SERVICE
PROVIDERS

(VPJP team)

SERVICE
PROVIDERS

(VPJP team)

SERVICE USERS

(patients diagnosed
with peripheral
vascular disease
(PVD) and care
partners)

MAPPING &
SERVICE USER
INTERVIEW
REPORTS*

ISSUES AND
SOLUTIONS
DOCUMENT*

Participant
observation, 1-1 and
group meetings;
snowballing, field
notes, reflective and
reflexive journaling

Biographical and
demographic data
Participant
observation,
snowballing, field
notes, meetings
notes, emails

MAPPING

MATRIX SAMPLING

Identification of
sample using
demographic,
biographical and
medical data

SEMI-

STRUCTURED
INTERVIEWS

Content analysis of
data reports for
Issues and Solutions
action planning for
change document*

Content analysis

to identify issues for
action

Descriptive,
thematic content, or
conversation
analysis

Descriptive and
thematic content
analysis

Collaborative or
individual inductive
conversation,
content and
thematic analysis

Collaborative
inductive thematic
analysis

Medical Data Index
coding

Inductive thematic
content analysis of
field notes and 11
interview transcripts

Content analysis

Mainly 1

1,3,4,5,6

Mainly 1 and 3 but
also 4 and 5

Mainly 2

Mainly 2, 3 and 5

1,2,3,4and 5

1,2,3,4and 5

* The data contained in these reports is the equivalent of findings in traditional research
methods. However, although reported in the findings section in this AR VPJ study these
provided the catalysts and impetus for change, thus were integral to the research

process.

SERVICE USER &
SERVICE
PROVIDER
PARTICIPANTS**

Evaluation
interviews and
questionnaires™*

Descriptive analysis

Mainly 6*

**Not part of the AR VPJ change process, but integral to the aim of this AR VPJ study so
reported separately under findings

Table 3-2: Data collection and analysis methods

92




Analysis of data collection method 1: VPJP team meetings

Generally, data collection in this context was concerned with gathering evidence about
key stages of development, decisions made and planned actions agreed by the VPJP
team and ensuring these were accurately interpreted and recorded. These were viewed
as an additional data source that could be used to inform AR research objectives 1, 3
and 4. However, other than checking for accuracy, a specific method of analysis was not
followed.

Data collection method 2: mapping

Preparation for mapping, in addition to sampling, also began during the first meeting in

May. This method was used to gather the serv
perspective of the current service and any strengths or weaknesses. This would provide

one of the main data sources for improvement and thus contribute towards fulfilling the

aim of this study and AR objectives 1,3,4,5 and 6.

Mapping is introduced by the team at CHS in an undated guidance document, the PJ
Manual/Toolkit, as

fi..the initial process, whereby the team draws out the current service to be able
to see clearly and possibly for the first
whole science to mapping...However, the key is to be able to communicate the
major steps of the PJ to all concerned...The level/detail of the mapping is all
important, e.g.: the patient goes to the GP, is admitted to CHS (name changed)
andis discharged -i s a Patient Journey, but doesna@
map that describes which member of staff to provide the post-op drink is
probably so detailed as to get in the way, rather than act as a vehicle for
communicationd(PJ Manual/Toolkit, ca. 2007, p. 6)

Additional information about mapping patient

(2002) prior to embarking on the exercise in this study.

In this AR VPJ project, all team members were invited to contribute to the mapping

exercise either through sessions set up specifically set up for this purpose, or by email.

The first of the mapping sessions was held on 22™ June as recorded in notes of the

third PJ meeting held on 12" July, 2007 (Appendix 19). The activity involved team

members writing their stage of involvement w
associated strength or weakness, on post-it notes and placing these in the appropriate

location on a roll of lining paper. Post-it notes enabled stages and comments to be

rearranged until consensus was reached about correct order. This activity continued

until the VPJP team were satisfied that all stages of the current journey, and any related

issues, from start point to completion, had been accurately recorded. Eighteen VPJ

team members contributed either in person, or by email. Amongst these included a
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clinical nurse specialist (CNS) from primary care, medical staff, nursing staff, diagnostic
staff, pharmacy, NHS Trust management and service improvement. A consultant
anaesthetist, unable to attend the sessions in person, forwarded his perspective of his
involvement and issues by email (Appendix 15).

Support with the mapping sessions was provid
Improvement Lead (SIL). The SIL had former expertise of mapping services in the NHS

and insider knowledge of the vascular service and thus could help to ensure accuracy of

recording of the stages and flow of the current patient journey. As an activity that

provides an opportunity for a PJ team to work together to review their service, the role of

action researcher role in this instance was as participant observer and co-ordinator.

Analysis of data collection method 2: mapping
Inductive, content analysis as described by Bowling (2002), Patton (2002, 2002a),
Parahoo (2006) and Ross (2012), was used by the VPJP team to identify each stage of

the current VPJ, and any associated issues as these emerged from the data.

)
13 13

Pamert Referred to TCI date agreed
Chrucian

Beginning the journey...

Figure 3-5: first 15 stages of the Vascular Patient Journey, flow-chart format
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Once consensus had been reached that data collection and analysis were complete, the

findings were presented in narrative and flow-chart format in a word document by the

SIL with support from the IT Department. Figure3-5i | | ustrates the VPJP
collective perspective of the first 15 stages of the current vascular patient journey. Once
consensus had been reached that data collection and analysis were complete, the

findings were presented in narrative and flow-chart format in a word document by the

SIL with support from the IT Department.

The full version of the process map comprises 25 stages of the vascular patient journey
and 35 related issues. Two drafts ofthe 6 Pat i e nt mappirtg hepoat weie
produced dated 20™ September and 3™ November before the VPJP unanimously agreed
that the third draft dated 3" December, 2007, not only accurately depicted the current
patient journey but had also identified all known associated issues. An anonymised

versionofthefull6 Pat i ent Pat hwayo6 mapppperglix6eport i s

Examples from mapping exercise

Three examples, drawn from the narrative, rather than flow-chart element of the final AR

VPJ Patient Pathway document, are included to demonstrate the type of data and

insights that can be acquired from a multi-disciplinary team. The first in Figure 3-6, from

page 4 of the report in Appendix 16, reveals VPJP team memberséb
start of the vascular patientds journey. Th

generally agreed began from the point of referral to the SE Trust.

2.1 Process Narrative and Issues

The key steps in the patient’s journey are set out in the Process Narrative and the
Process Map below. In mapping the patient’s journey, staff have raised a number of
issues which are detailed below.

| Step# | Step Description and Issues
[1 | Patient referred:
« By arange of clinicians including GPs, Vascular Nurses,
Orthopaedic Consultants, A&E, MAU, Endocrinologists, Care of the
, . Elderly Team, other hospitals, Community Leg Ulcer Clinics
2 Outpatient Appointment
* Patient attends —
Consultant team/Nurse appointment at SE Trust or
community hospital (20 x 10min appointments per clinic)
Vascular nurse assessment clinic
o Significant delay due to repeat appointments between Vascular
Nurse, Consultant, Duplex scan
e Patients assessed by Community CNS seen by SE Trust CNS
before consultant — Community CNS to refer direct to consultant?
o Delays when patients transfer between XX and ZZ hospitals

Figure 3-6: Extract from AR VPJ mapping document to illustrate team perspective of start of
Vascular Patient Journey and issues identified
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Figure 3-6 also shows that, by working together, the VPJP team had collectively

identified and agreed, where i ssues with their se
Issues are highlighted in italics. Figure 3-7, also from page 4 but this time drawn from

Step 4 of the current VPJ, begins to reveal the range of issues that were identified by

the VPJP team; these are also highlighted in italics. This, and Figure 3-6, also

demonstrate that the involvement of a multi-disciplinary team reveals problems that are

unlikely to be identified by service users, yet these may still significantly impact on

patientsd experiences.

2.1 Process Narrative and Issues

The key steps in the patient’s journey are set out in the Process Narrative and the
Process Map below. In mapping the patient’s journey, staff have raised a number of
issues which are detailed below.

Step # Step Description and Issues |
4 Diagnostics

» Investigations. Notes and results sent to requesting clinician

* Imaging capacity for 1-2 Duplex scans per OP clinic

+ Imaging demand for 3-8 Duplex scans per OP clinic
L ]

2 week wait for Urgent Duplex, 6 week wait for Elective Duplex
No access to full range of diagnostics in peripheral clinics

Figure 3-7: Extract from VPJ mapping document providing further examples of issues identified by
multidisciplinary staff

Figure 3-8 below is an extract from step 15 on page 6 of the report, which is roughly
midway through the current vascular patient journey. This illustrates that, at almost
every step, the team identified a specific problem, or problems, that were unlikely to be

identified by service users.

2.1 Process Narrative and Issues

The key steps in the patient’s journey are set out in the Process Narrative and the
Process Map below. In mapping the patient’s journey, staff have raised a number of
issues which are detailed below.

' Step# | Step Description and Issues }

15 Patient Reviewed

* Surgeon consents/marks the patient

Discussion with family

Anaesthetic review evening before surgery

Sometimes difficult to find the patients (ward of admission)
Order of Theatre list confirmed from 4pm day before surgery
Wards not aware of the order of Theatre lists

Figure 3-8: Issues identified by the multidisciplinary team at step 15, midway through the current
vascular patient journey
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The issues highlighted in Figures 3-6, 3-7 and 3-8, together with others identified in the
mapping document (Appendix 16) together with those revealed by service users during
interviews, were amalgamated into an dssues and Solutionsédocument . This is the AR
VPJ action planning for change document which will be discussed in context later.

Unforeseen benefit of mapping

An unexpected but significant benefit of the mapping exercise, which was introduced
during the first meeting, was its positive effect on teambuilding at an early stage in the
change process. The activity provided a somewhat rare opportunity for the team to
meet, network and build or enhance relationships with each other, and discover what
each person already contributed to their service. This immediately provided new
insights and under st andi n g sbled the team toleollextivdlye r 6 s
identify their perspectives of positive and negative aspects of their current PJ, and
where duplication might exist as Figures 3-6, 3-7 and 3-8 illustrate. As the issues began
to be revealed they also, on occasion, began to open up new channels of
communication. For example, an issue raised in Figure 3-6 had not previously come to
light. This required discussion between the clinical nurse specialist (CNS) in primary
care who first identified this as an issue, and a vascular nurse specialist working in the

SE Trust. Email correspondence to verify this is included as Appendix 17.

Data collection method 3: sampling
Sampling, like the mapping exercise, is another integral method of the AR Patient
Journey process as highlighted in Figure 3-3. This activity also commenced during the

first VPJP team meeting on 8" May as recorded in the notes (Appendix 14).

As with the mapping exercise, this AR VPJ study also found that sampling, as an
evolving fact-finding exercise, was subject to ongoing, inductive analysis and peer
review. This activity was undertaken during VPJP team meetings, rather than separate
sessions, and required several meetings to complete. Sampling, like mapping, although
aligned with specific stages of the AR VPJ study (Figures 3-3) is discussed here in its

context as a data collection method.

Clarifying the sampling method
Campbell et al (2004, p.21)askfi What makes the City Hospitals
patient journey Theyexplenghmt di f ferent ?0

fAlthough the overall process for project development is similar to many others,
there are two specific ways in which the patient journey approach differs from
traditional forms of re-design. The first lies in the way in which the patients are
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interviewed and their views incorporated in the project; the second is the way in
which these patients are sampledo(Campbell et al, 2004, p. 21)
According to Campbell et al (2004, p. 22) their method is fbased on a stakeholder
perspective (Ovretveit, 1998, 2003, Ovreteit et al, 2002) and uses matrix samplingo
(Reed et al, 1996); a method which they also align to purposive sampling. This, they
explain, means that

fi..the guys whose practice will be changed i lead the choosing of the patients i
feel in control of it i and therefore are signed into their contribution to the
process i and have greater faith in the sample being righto(PJ Manual/Toolkit,
ca. 2007, p. 8).

Guidance also recommends that a PJ project team consider the following

ANVhat kind of patients do you think should be interviewed?
Which patients would you be disaPyointed
Manual/Toolkit, ca. 2007, p. 7)

However,inthi s st udy 6Rl, athaughcthe IARNS (PJ Chair), had recently
undertaken a Mast eseaich; am a cogsultantanaesthetist wase
concurrently researching pre-operative assessment clinics (POAC), no-one had prior
experience of matrix sampling. This indicates the importance for an external PJ project
facilitator, and thus action researcher, to build a good understanding of the method prior
to its use. The following is included to illustrate how knowledge of sampling was
developed prior to and during the application of the method in the Vascular Patient

Journey.

Sampling in qualitative research

Charmaz (2006) asserts that, as it is the aims and purpose of a study which provides the
driver for project design, so it is that they must also provide a key influence on sample
selection and size. However, as Coyne (1997, p. 623) pointsouti s amp lavarg i s
complex issue in qualitative research as there are many variations...and much confusion
and over |l app Thisgonfodion, Mgrge €1991)suggested, has arisen as a
consequence of a lack of clear guidelines on the principles of sample selection within
the paradigm of qualitative research. Moreover, as Coyne (1997) highlights, this
confusion may inhibita r e s e ar ¢ h ectedrlg ex@an ihdwiatsamplé has been
selected. This may, in turn, adversely affect wider perspectives of the nature and quality
of the research. Lack of detail, as the review of empirical studies into PCC emphasised,
makes it difficult for others to interpret research findings; gain useful understanding, or
replicate a study. Concerns also expressed by Kitson et al (1982) and Knafl and
Howard (1984). Thus every endeavour would be undertaken to provide sufficient detalil

in this VPJ study.
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Defining the sample

Parahoo (2006, p. 256) definesasampleasafis u b ® ea dp r o p of a poputation;
andafi p o p u lastheitotalnumber of units from which data can potentially be

c ol | e dTheerdtidally, according to Parahoo (2006), all the units of a population (also
termed the theoretical population) could participate in a study. In this context, this would
have meant all patients with a diagnosis of peripheral vascular disease (PVD) would
need to be interviewed, which, for a number of reasons, would have been unrealistic.
Instead, as Parahoo (2006) suggested, the VPJP team was to be encouraged to identify
units they considered most relevant for recruiting a sample of patients most

representative of their current patient journey.

Initially it seemed this might be a relatively straightforward exercise. The VPJP team
quickly and unanimously agreed with the proposal put forward by the lead Vascular
Consultant (LVC) and Vascular Nurse Practitioner (VNP). This was that sampling units
include patients with a diagnosis of PVD (individuals) who had undergone surgery for a
femoral-popliteal by-pass graft (individuals and event) within the last three months
(event) at the SE Trust (organisation). These became core sampling units to which
additional inclusion criteria would be applied before being presented in a final matrix. It
was recognised that these, as individual sampling units, were unlikely to be
homogenous. For example, patients diagnosed with PVD, as with any other diagnosis,
differ in characteristics and variables such as age, gender, mobility, co-morbidities, route
of admission to hospital. Thus these characteristics would also need to be considered

when determining the selection criteria to be included in the VPJ sampling matrix.

The praxis of Patient Journey sampling; an evolving, multidisciplinary activity

As mentioned, prior to the first VPJP meetingthe i kd no f p #&the irtemviewed had
already been discussed with the LVC and the VNP and subsequently agreed by the
team at the first VPJP team meeting on 8th May, 2007. During the meeting, additional
sampling units, or criteria, also began to emerge from team discussions as recorded in

the notes (Appendix 14).

However, as subsequent discussions will illustrate, the praxis of sampling presented a
greater challenge than initially anticipated. Suggestions from VPJ team members not
present at the meeting were also invited by email. Their contributions and those from
the first meeting were amalgamated into a matrix using Microsoft Excel software (Table

3-3); software that is also readily accessible in NHS organisations.
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Patients With Peripheral Vascular
Disease

Elective Admission

Emergency Admission

Inclusion Criteria

Male

Female

Male

Female

>40 years

Employed

Not employed

Retired

Smoker

Previous Smoker

Non-Smoker

Own Home no support

Own Home - family support

Own Home with State Carer

Residential Home

Nursing Home

Independent Funding

State Funding

Diabetes

Ischaemic Heart Disease

Mental illness

Stroke

Venous disease

No tissue loss

Tissue loss - ulcer

Tissue loss - gangrene

Previous angioplasty

Pre-op amputee

Independent Pre-op

Dependent Pre-op

Independent Post-op

Dependent Post-op

Full mobility Post-op

Mobilising with aide Post-op

Not mobile Post-op

Surgical outcome - graft/repair

Surgical outcome - amputation

Table 3-3: first draft of action research Vascular Patient Journey sampling matrix
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Due to concern about the overly large size of this matrix (Table 3-3), guidance and a
possible solution was sought from CHS by email in May 2007, as recorded in the following

extract from the PhD journal.

After drawing up the draft | forwarded a copy to CHS for comments and advice.
XX was going on leave for a couple of weeks but gave his valued support as
usual...He confirmed the matrix was along the right lines but seemed rather
medically biased. He recommended the inclusion of some additional holistic/social
factors (Extract from PhD Journal, year 2)

The following is a copy of the email dated 16™ May, with personal identifiers removed in
accordance with LREC approval.

16.5.07
Sue, sommy forgot to do this.

Every group’s matrix has to be theirs and so it is difficult to make comment without understanding
the dynamics of the group.

That having been said, | let XX see it as well — s0 our combined comments are:

Looks very complicated — do all of these cells really exist? Are you expecting that some patients
will fulfil many cells?

Looks very medically dominated — surely there are some contrasting social or holistic factors that
are important to the way in which patients go through their joumey.

| fly off on annual leave til 5™ June today. XX is about. And XX can fix you a phone call with me if
we need to talk.

All the best, very exciting, XX

It was unclear how the inclusion of holistic and, or social factors, as had been suggested,

would reduce the size of the current matrix. Nevertheless, three example PJ matrices that

were also forwarded brought useful insights. Each of these, from an Acute Coronary
Syndrome (ACS) Patient Journey, Stroke PJ an
smaller than the first draft of the AR VPJ matrix and contained a range of differing

sampling units. Although these examples did not clarify how the current draft matrix might

be reduced, they confirmed there was no rigid framework or formula to adhere to. These

verified that each matrix had been uniquely designed to meet the specific requirements of

each PJ team.

The guidance from CHS was acknowledged and fed back to the VPJ project team via
email after the first meeting in May when the first draft of the AR VPJ matrix was also
circulated. VPJP team views and comments were requested in response to the guidance.
A separate update was also forwarded to the Vascular Nurse Practitioner (VNP) and her

ideas sought (Appendix 18).
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An ever-expanding matrix

Patients With Peripheral
Vascular Disease Post Surgery

Inclusion Criteria

>40 years
Employed

Not employed
Retired

Smoker
Previous Smoker
Non-Smoker
Alcohol abuse

IV Drug Abuse

Diabetes
Rheumatological Disorder
Renal Disease

Ischaemic Heart Disease
Mental illness

Stroke

Venous disease
Hypertension
Hypercholesterolaemia

No tissue loss

Tissue loss - ulcer
Tissue loss - gangrene
Pre-op amputee

Lives alone

Own Home - family support

Own Home with state carer
Residential Home

Nursing Home

Homeless

Change of residence on discharge

Independent with ADLs pre-op
Dependent pre-op

Full mobility pre-op

Mobilising with stick pre-op
Mobilising with frame pre-op
Mobile with wheelchair pre-op
Not mobile pre-op

Independent with ADLs post-op
Dependent post-op

Full mobility post-op

Mobilising with stick post-op
Mobilising with frame post-op
Mobile with wheelchair post-op
Not mobile post-op

Outcome - angioplasty + graft/repair
Outcome - graft/repair

Outcome - 1st amputation

Outcome - further amputation

In-patient rehab
Community hospital rehab
Domiciliary rehab

Table 3-4: second draft of action research Vascular Patient Journey sampling matrix

Elective Admission

Male Female

Total

Emergency Admission

Male Female

Total
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Unfortunately, VPJP team responses rather than reduce the size of the matrix as had

been hoped, resulted in a second matrix containing more than 50 variables (Table 3-4).

This was unworkable because if the matrix remained in that format 200 patients would

need to be recruited. This is because each cell in a PJ sampling matrix represents at

least one participant. Thus, if there were 50 criteria for male and female elective

admissions; plus 50 criteria for male and female emergency admissions, this equals 200
participants. This was clearly an unrealistic target for this study. Nevertheless,
everyoneds contribution had been regwthded an

the PCC approach of Patient Journey projects and stance adopted as PJ facilitator.

Data analysis method 3: sampling

Unable to identify an immediate solution to effectively reduce the size whilst still

retaining core sampling units, guidance was sought from the research supervisor. By
gaining a fresh perspective and experienced
solution was found. At his suggestion, the VPJP team were simply asked to prioritise

their criteria into two categories, essential and desirable (of interest). This was achieved

at the second meeting of the VPJP team held on 7" June when the second and

unworkable matrix (Table 3-4) was reviewed, and essential criteria, identified, confirmed

and agreed with the VPJP team (Table 3-5).

Representativeness of sample
The matrix in Table 3-5 contains the criteria for recruiting the patient participant sample
in this AR VPJ study. This sample would, according to the VPJP team, provide a

representative view of their current vascular patient journey.

Patients with Elective Emergency
peripheral admission admission
vascular disease male/female male/female
(PVD) 2 40 years 2 40 years
MDI diagnosis

code 170.9* (ALL)

Diabetes (Type |

orll)

Hypertension

Cardio-vascular
disease

Discharged home

Discharged other

Table 3-5: action research Vascular Patient Journey sampling matrix
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The sampling units (Table 3-5) were identified as male and female patients, over the
age of 40 years, with a diagnosis of peripheral vascular disease (PVD) who had
undergone surgery for a femoral-popliteal bypass graft within the preceding 3 months,
between March and June, 2007, at the SE NHS Trust. The units, displayed as column
headers, and the firstrow,r e pr e s ent 0 eas as eategorised by theMPIPt e r
team. The remaining rows contain a prioritised selectonof 6 of i nt er easb 6
identified by the VPJ project team. These were included because patients diagnosed
with PVD commonly have co-morbidities that also require treatment and management.

As such, the team believed this data might be useful at a later stage.

The matrix in Table 3-5 illustrates that all participants in the AR VPJ sample would
initially be identified through diagnosis code 170.9. This indicates they had a diagnosis
of peripheral vascular disease and had undergone surgery for a femoral-popliteal
bypass graft. These are codes and categories listed in the SE T r u sGengral Surgery,
Diagnostic/Operative Medical Data Index (MDI) used by the SE NHS Trust for recording
patient data for auditing and funding purposes. The use of codes for selection followed
the guidance of an information analyst from the SE Trust. After introducing and
explaining the sampling matrix, the analyst suggested this would be the most effective,
reliable, and least easily influenced method for identifying participants who would meet
the matrix criteria. This would mitigate the risk of any undue influence from the VPJP
team at this stage, a number of whom were familiar with the majority of patients who

journeyed through their services.

To fulfil each of the additional sampling cells, patients were further identified according
to relevant other medical, biographical or demographic data. For example, once a
potential participant had been identified through code 170.9 a further search was
undertaken to establish to co-morbidity and place of discharge. A sampling cell was
complete when a patient was found to have the correct MDI diagnosis code, and they
were female or male, aged 40 years or over, either a planned or emergency admission,
and met at least one of age of the other categories. For example they also had
6hypertensionbé. -Findieatemtaat a nhinimurnn af 10TpatienitsewitlB8

varied criteria, would need to be identified if all sampling cells were to be completed.

Appropriateness of proposed sample size

Sample sizes in previous PJ projects had ranged between 8-24 service users (patients
and carers). It was understood from CHS reports and the PJ manual, that sample sizes
in previous studies were determined by the prevalence of the specified diagnosis

amongst target populations, and availability of suitable participants. For example, in the
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Par ki ns on 0 sjust2B pateats veere Pund who met the selection criteria, and
only a combined total of 13 patients and carers had been interviewed. In this AR VPJ
study, as explained, the matrix indicated that the sample size should be around 10

patient participants. This was consistent with former PJ projects at CHS.

Applying the matrix: selecting the sample

The process of selection began after the second VPJP team meeting in June, when the
essential criteria was identified and agreed. The search for suitable participants was
undertaken by the information analyst from the SE Trust. Initial searches undertaken
using through MDI diagnostic code ICD10 (peripheral vascular disease) combined with a
sub-category code of 170.9 (femoral-popliteal bypass graft) as agreed with the VPJP
team. The analyst, who worked part-time, took just under two weeks to collect the data.
Disappointingly only 14 patients were identified by using this combination of codes
(ICD10 and 170.9).

The results were discussed at the third VPJP team meeting on 12™ July (Appendix 19),
when it was confirmed that 14 results was lower than had been anticipated. Further
discussions by the VPJP team highlighted that this result may have been inadvertently
skewed. There was a possibility, for example, that some patients may not have been
revealed because their operation and diagnosis had been categorised differently. The
VPJP team were aware of inconsistencies between clinical teams in how these MDI
codes were being interpreted and applied. In light of this, after the July VPJP team
meeting, the information analyst conducted another search of the MDI Coding Book
(2006). The identification of a further 8 sub-codes confirmed this notion. These were
found under MDI diagnostic (ICD10) and Operative Procedures (OPCS4) codes it Gr af t s
for Occlusive Diseasedand fExtra-anatomic by-p a s; 8583, L592, L593, L595, L601,
L603, L653, T555. These additional codes were used by the analyst in the second
search which was completed by mid-July, 2007.

This revised and final search revealed 37 initial results. These were listed in a password
protected Microsoft Excel document which was only forwarded to me. Out of the 37
results, 4 were double entries reducing the list to 33 and one patient was under 40 years
of age thus did not meet the selection criteria. Further analysis of the list reduced the
numbers for selection to 28 patients, 10 females and 18 males, as, after obtaining
verification from the VPJP team, Operative Procedures codes for 5 patients, which were

different to those identified, were not compatible with the matrix selection criteria.
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At no time during this process did any member of the VPJP team have sight of the data
spreadsheet containing patient s 6 andgdretactithef yi ng
confidentiality of patients. By so doing this also ensured that the process of selection

adhered to the conditions of ethical approval, research governance and mitigated any

risk of undue bias.
Data collection method 4: interviews

Recruitment of service user participants
Having identified eligible participants, recruitment began on 26" July, 2007. At this stage

the list of patients was further reduced to 25 for the following reasons:

1 Female patient recently deceased (aged 97 years)
1 Male patient 7 inpatient as at 27.07.07
1 Male patient i did not meet coding criteria

In this AR studyd s V a s cthielVasculaPNurse Practitioner (VNP), as a central figure

of the team and one who was known by most patients, made the initial contact with

prospective participants by telephone (in accordance with CHS guidance). If interest in
participating was expressed, wi t h t he p attheecaltvdsfhanged oventos si o n
me (a variance from the CHS approach). Thus | was introduced to each potential

participant by one of their service providers, which, in turn, had also enabled each

participant to hear my voice and speak with me prior to a follow-up telephone call to

arrange their interview. Moreover, this approach allowed an immediate response to any

gueries or requests for further information thus mitigating the risk of any undue anxiety

and saving time. It also provided each person with reassurance that | was a bona fide

researcherandi nt er vi ewer working in affiliation wi

This reassurance was considered imperative given that potential participants were
expected to meet with me in their own homes. Nevertheless, it was recognised this
approach introduced a potential for bias that up to this point had been avoided. The VNP
gained knowledge about which patients might be interviewed. This issue was
addressed by not disclosing who had been interviewed and by removing codes assigned

to participants from the final report of patient interviews.

It had not been possible to contact 3 female patients from the shortlist of eligible

participants on 26™ July, and despite further attempts by the VNP at a later date, no

contact would eventually be made. A 79 year old female patient was put on a reserve

list at this stage because of the travelling distance involved. Of the male patients, 3 were

no reply on telephoning, 1 had an incorrect number listed, 1 was Chinese and spoke no

English but was also added to the reserve |
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were held in reserve (as by this stage 3 out of 7 already recruited wereinthe i r 7006 s ) .
male patient had no contact number listed. An impromptu telephone interview was

conducted with one patient as he was to undergo surgery within the week at another

hospital but wanted to comment on the care he had received from the VPJ team. The

notes from that interview are included as Appendix 20. During recruitment an attempt

had been made to ensure that at least one patient from each age group after 40 years,

had been recruited, and that the male to female ratio was balanced as fairly as possible.

By the end of the day, a total of 14 possible patient participants, 6 females and 8 males

had been recruited.

Setting up interviews

Details about the study were subsequently forwarded to the 14 patients who had
expressed an interest. This information included the Participant Information Sheet
(Appendix 9), and an Expression of Interest letter (Appendix 21). Out of the initial 14
selected, when telephoned to confirm their continued interest and to arrange an
interview with them, approximately 10 days later, two male patients felt unable to
participate due to deterioration in their health. One female patient had, unfortunately,
since passed away. This left 11 patients, between the ages of 45 and 80 years (6 males
aged 46, 59, 64, 67, 69 and 72 years, and 5 females 45, 63, 66, 72 and 80 years of age)
who consented to be interviewed (Table 3-6).

Patients with peripheral Elective Emergency
vascular disease (PVD) admission admission

male/female | male/female
2 40 years 2 40 years

MDI diagnosis codes ICD10,

170.9 &, or OPCS4 (ALL) 5 6 11
Diabetes (Type | or Il) 4 3 7
Hypertension 4 3 7
Cardio-vascular disease 2 1 3
Discharged home 4 5 9
Discharged other 1 1 2

Table 3-6: completed action research Vascular Patient Journey sampling matrix.

Although initially disappointed by this result, 11 patients and 6 care partners, or 17

service users, was accepted as a realistic sample size for the following reasons:

1. The smallest sample size amongst CHS Patient Journeys was 8.
2. There had only been a maximum of 25 eligible patients in the original target
group to recruit from.
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Table 3-6 also shows the numbers of patients who met @f i n tdata. histwas
collected for 10 of the 11 patients; no co-morbidity (diabetes, hypertension or
cardiovascular disease) was revealed for the remaining patient, either during their
interview, or in the data spreadsheet. In the two remaining rows of the matrix (Table 3-6)
relating to discharge destination, @therbrepresents transfer to a community hospital for
rehabilitation. Eight out of the 11 participants revealed during their interviews that they
had previously been smokers, 2 stated they were non-smokers; 4 male patients reported
having leg ulcers which had been treated by district or practice nurses from their GP
surgery; none of the sample had received care from a Primary Care Team (PCT) leg
ulcer clinic. All recruited patients were initially identified using MDI codes ICD10, 170.9
and OPCS4; each had a diagnosis of peripheral vascular disease and all had undergone

a femoral-popliteal by-pass graft at the SE Trust between March and June, 2007.

Integrating action research with the PJ method

The team at CHS recommended that:

fi t mterviews are about the patients/carers having the opportunity to comment
on the service they received i the good and the bad. Most of the interviews
conducted so far have been highly spontaneous, with the participants taking full
opportunity to talk to the researcher...Opening questions are important, and
some of the following are good ways of opening the interview, bearing in mind
that they will already have had the information leaflet about the project:

1 We are interested in improving the care of patients with X, can you tell
me about your experiences?

1 How did you get on when you were diagnosed with X?

1 What did you like and dislike about the care you received for X.

1 Most patients want to tell their story in some chronological order, but want
to bring attention to specific strengths and weaknesses of the service.
Therefore all of the above openings are good ways of allowing the
patients/carers to give their impressions of the services, without any
structure to constrain them.o (PJ

When evaluating the transferability of the modified CHS PJ approach, particularly as a
framework for conducting AR in healthcare, the above appears to provide clear
guidance that explains the essence of the PJ method of interviewing. Yet, this is
perhaps too simplistic. This is because the guidance fails to acknowledge the

significance of the skills and approach of an interviewer towards the collection of rich,

frank and deep data as will be explained (Jones, 1985, Guest et al, 2006).

Preparation for AR VPJ gualitative interviews

For instance, as Bowling (2002), Guest et al (2006) and Mason (2010) recognise, in
qualitative research it is the richness and depth of data gathered during interviews which
is most significant, rather than numbers of interviews conducted or whether a point of

saturation has been reached. This is significant because in prior Patient Journey
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projects samples had traditionally been small, varying from 8-24 service user
participants. In this AR VPJ study the sample size would be similar as the sampling
matrix had indicated that a minimum of 10 patients would be interviewed, and an
unspecified number of care partners (spouse, partner, son or daughter). Thus, it was
considered essential that my skills as AR VPJ interviewer were are sufficiently
developed to ensure the richness and depth o
authentically narrated, captured and reported (Mason, 2010). As Mason (2010) points
out 13 interviews conducted by a skilled interviewer are likely to yield richer data than 28
interviews by an inexperienced and, or inept interviewer (Mason, 2010). A view also
shared by Patton (2002, 2002a), Miles and Huberman (1994a, 1994b), Sandelowski
(1993, 1995, 2004) and Bowling (2002) amongst others.

By way of preparation for interviews in this AR VPJ study, in addition to a brief review of
associated literature, a two day qualitative interviewing training course at Oxford was
attended in June 2007. This course was run by researchers involved with the Database
of Individual Patient Experience (DIPEXx, 2007). These researchers had expertise of
interviewing patients to find out about their experiences. (This organisation has since
been renamed to Healthtalkonline and youthhealthtalk.) Attendance at this course
helped to affirm that the interviewing skills and experience gathered from nursing
practice and past employment should enable the objective for interviewing in this AR
VPJ study, objective 3, listed at the end of Chapter 2, to be fulfilled.

Interview questions
Just three simple questions were used to frame the interview in this AR Vascular PJ

study.

1. Tell us about your care.
2. What do we do well?
3. How could we make it better?

These three questions, which were approved by the VPJP team, were considered
sufficiently structured to enable rich and detailed data to be gathered from service users
about their perspectives and experiences of the current vascular patient journey. In
addition, they should provide sufficient focus for data analysis at a later stage, as
DiCicco-Bloom and Crabtree (2006) suggested. The loose structure provided by these
guestions, which is characteristic of a qualitative, semi-structured interview, was also
deemed sufficient to focus the interview whilst also allowing the interviewer to become
fattuned to ®&aal pat e ikddx gha Burkard (3099, p. 567)
advise. This was important in a study influenced by the underpinning philosophies and

principles of AR and PCC. As Ross (2012) suggests, the semi-structured approach to
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interviewing is the most democratic as this enables both parties to have some element
of control over the content. This also reflects the principles and philosophy of AR and
PCC. The rich, deep narratives from these interviews would provide the data source for
research objective 2, and contribute towards objectives 3, 4 and 5 listed at the end of
Chapter 2.

Stance as action researcher an Vascular Patient Journey interviewer

As AR VPJ interviewer, but also nurse, and as already indicated, | was already

interested fin understanding the experience of other people and the meaning they make
of that e Xipseexplamsinty sténce which Seidman (1991, p.3), Arksey and
Knight (1999) and Bowling (2002) suggest is aligned with the purpose of a qualitative
interview. Figure 3-4 provides a more detailed, yet summarised, overview which also
demonstrates ARAReYdPadr cmerd varedver 6 af fil

philosophy of patient-(person)-centred care.

ati

The purpose of the interviews in this AR VPJ

their care partnersé frank pehecerpntgatemts and

journey according to their first-hand experiences of that journey. This was their
opportunity, as service users, to share their stories for the purpose of improving the
experiences of other patients. This included highlighting those aspects that had made a
positive difference to them. These stories would reflect the service as seen through the
eyes of these participants (Gerteis et al, 1993), and described in their words, thus their
personal accounts must remain authentic and free from researcher bias (Arksey and
Knight, 1999, Bastian, 1995, Jack, 2008, Ross, 2012). As a nurse, | recognise the
importance of making people feel at ease, building a rapport, finding common ground
and ensuring they feel safe and able to talk openly and freely (Gerteis et al, 1993,
Stewart et al, 1995, Gaskell, 2000). However, | am also deeply aware that these
elements of PCC are fundamental to building trust and respect in healthcare
relationships. Thus, the experiences these people recounted to me were treated with
utmost respect to protect that trust, whilst also adhering to the terms of informed consent

and ethical approval.

During intervi ews  neuad andhabjactveoas Jackhh@008, p. 8), i
Hoddinott and Pill (1997) and Hiller and Diluzio (2004), amongst others, advise, this
does not imply that a critical distance was maintained or that | remained aloof (Ross,
2012). Whilst | remained vigilant of my potential to inadvertently coerce participants, or
influence or 0st ssiens @iCiaco-Bloomiaral Craldreed2005) lu

remained mindf ul t hat authentic accounts
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were sought. In keeping with the philosophies of PCC, interpretism and constructivism

the aim was to enable storytelling to reflect the reality of healthcare experiences from

the speakersdé6 point of view, and according t
their own healthcare journey (Ross, 2012). The role of interviewer was, therefore,

facilitative not directional.

It is believed that my own insights and understandings as a nurse, and patient, enabled

a connection to be made between interviewer and interviewee that fostered trust and

openness. My knowledge, experiences and insights when shared demonstrated that |

was a bona fide qualified nurse, and researcher as claimed. Participants accepted | was
aotr ued o uteani, andthe SE drust thagprovided their treatment and care
(Bartunek and Louis, 1996). My stance as ge
possessed O6insiderd knowl edge asenablehaachse and
participant to talk frankly and openly about all aspects of their healthcare experience

safe in the knowledge that their comments would not offend me. As a consequence

participa n tswr§-telling, and our conversations, usually remained focused, constructive

and impartial. Even so, there were times when information was shared that challenged

my vow to keep my role and duty as nurse separate to that of researcher (Sword, 1999,

Jack, 2008). An example will be explained in context later.

AR VPJ interviews with service users

The AR Vascular PJ interviews took place between August and November, 2007. Nine

patients and six relatives participated in home interviews which lasted between 40

minutes and 1 hour 17 minutes. Two telephone interviews were conducted at
participantsod requests because of the imprac

patients wanted the opportunity to have their views heard.

A Patrticipant Information Sheet (Appendix 9) and reply slip (Appendix 22) had been sent

to patient participants following initial telephone contact and in advance of their

interview. A | etter to each participantds gener al
them oftheirpati ent 6 s f ort hcoming iApperdix 23 MEswasby n t he
of courtesy but also in the event that retelling a healthcare experience caused undue

distress for which further medical advice or support was required. Each person was also
telephoned by me, on the day prior to their interview to confirm that | was still expected

and they were still happy to participate. Written, informed consent was obtained on the

day of the interview (Appendices 24 and 25), when each participant was also reminded

of their right to withdraw from the study at any time. A PJ interview schedule (Appendix
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26), which had been prepared when applying for LREC approval and contained

additional interview prompts, was also taken to each interview but was not required.

Eachpartici pating patientds (service usero6s) h
journey away from my base. On one occasion three interviews were undertaken on one

day; otherwise usual practice was for one in the morning and one in the afternoon, to

allow sufficient time for travelling and an unhurried interview. The average time allowed

for each interview was two hours. Six of the eleven patients also had their spouse,

partner or relative present; thus insights into atotalof 17s er vi ce user 0reexper
gathered. Other than telephone interviews, each home interview was recorded using a

digital recorder, as also advised by Britten (1995), Bauer and Gaskell (2000) and

Stockdale (2003). This was unobtrusive, silent, had extensive recording time and

caused no distraction as it captured, first-hand, the entire story as it unfolded (Hiller and

Diluzio, 2004, Fernandez and Griffiths, 2007). Brief notes were also taken during the

interview, but only to capture salient points when possible to do so without disrupting the

flow of the interview. Field notes were written up after the interview on the same day.

All service user participants were very welcoming and openly shared their healthcare
experiences with me. Although one male participant became tearful as he recounted his
journey, this had not given rise to undue concern. This was because the patient and his
wife told me they had become accustomed to these occasional, yet still necessary,
emotional releases. These, they both assured me, were short-lived and could be
contextualised. Nevertheless, these emotions were reflective of the psychological impact
of his care experience and would subsequently be highlighted as an issue. This will be
demonstrated in Chapter 4. The couple also told me that having the opportunity to speak
to someone about their experiences, in the hope that it might help other patients, had
been therapeutic and much valued by them both. The therapeutic effect of qualitative
interviews is also recognised by Shami (2003) who used this method to investigate
patientsd experiences of treatment, and Over

find out about cancer patientsd experiences.

All interview recordings, field notes and transcripts were assigned a code, from PO1-
P011 which represented the order in which the interview had been undertaken. Each
recording was transcribed by me. This was a lengthy, iterative process that involved
repeatedly listening to each speaker and becoming immersed in their story-telling to
ensure their narrative was recorded verbatim. Transcripts were subsequently also
checked and re-checked for accuracy against the recording. All participants were

offered the opportunity to review transcripts of their interviews, but this was declined.
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Copies of all recorded interviews were stored in a media file on a password protected
laptop. An additional copy of each recording was also kept on a compact disc and
stored in a locked cabinet. These were available for independent verification of
interview transcripts in the event any concern had been expressed by the VPJP team

about the validity, authenticity or accuracy of the reported findings.

The notes from two telephone interviews were, however, forwarded to those participants
for member-checking and approval. This was because these notes could not be
checked for accuracy against a recording. These were duly returned, after being

approved by interviewees, in the postage-paid enveloped provided.

Analysis of data collection method 4: interviews

Inductive, thematic content analysis

Field notes from each interview were written up after the interview, sometimes
immediately by hand, otherwise typed a few hours later in a word document. (An
example, the field notes of interview P02 is included as Appendix 28.) Writing field
notes, as those such as Patton (2002a), Parahoo (2006) and Ross (2012) advise,
enabled me to capture an overall sense and context of the interview, and quickly record

any key issues, or compliments, that had come to light during the interview.

Points or issues that seemed most noteworthy were initially highlighted, usually by using

different colours. The same initial practice was repeated with interview transcripts as

Figure 3-9 illustrates (Appendix 27). Thought was also given at this stage as to which

aspect of the current patient journey these comments and issues related. The first

section highlighted in blue in Figure 3-9 could, for example, indicate an emerging theme

that would contain issues or compliments relating to environment, or healthcare delivery,

as could the following sections highlighted in pink. Or, those pink sections could indicate

an emerging theme containing issues and compliments about health professional

practice, or healthcare delivery. The comments in green, just below, a theme about

transport, and those highlighted in grey at the bottom of Figure 3-9, by comparison,

could be suggestive of an emerging common issue, or theme, about entertainment.

Thus, the first stage of inductive analysis had begun whilstfi . . . t r yi nmekind make
of (abstract) sense .. .of t(loffandrl84%, pri2ldl i ty on
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P “l wasn't complaining about being put in a side room._."
| “No”

P

| “the more you are going to be on your own?”

P

| “What about the television, radio?”

P “Well, in those, in all of XX you've got the Patient-line system. The only
trouble is, of course, it can be rather expensive.

Figure 3-9: extract from PO5 interview transcript in which four potential emerging themes are
identified

By overlapping the phases of data collection and analysis, at an early stage, it had been
possible to gain a sense of the issues of greatest importance to these patients and start
grouping these into themes as they emerged. This initial stage is also referred to as
6open coldopegdi ng ouwparabob @006, p.393) during which commonly
found, or most significant emergent issues may begin to be categorised according to
terms, words, and phrases found in, or implied by the data (Bowling, 2002, Patton,
2002a). These embryonic themes were later compared, tested and checked for
appropriateness and relevance with each subsequent interview in accordance with
guidance from those such as Jones (1985), Easterby-Smith et al (1991), Strauss and
Corbin (1990), Miles and Huberman (1994a, 1994b) and Marshall and Rossman (1995).
The field notes and findings of the first stage of analysis also aided accuracy of verbal

reporting back on preliminary finds from interviews to the VPJP team.

The complex, diverse and varied nature of vascular patients journeys: a challenge

of analysis

Identifying the most encompassing themes from the data proved challenging due to the
complex, diverse and individualFigura3-i0ralso o f
drawn from the PO5 interview transcript, illustrates the breadth of information that can be

acquired from just one interview.
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| “But that was the one that you experienced the pressure sore from?
P “Yes"
| “Andthat was on your heel, or?”

P “No, no, on me buttocks...Oh yeh. It was 114 millimetres by 75 if|
remember correctly on the right buttock. The left hand side wasn't quite as
big. Andit took from — | had the operation in the November didn’t 1? It took
from November until the end of July the following yearto heal ”

| “wow"

P “and that is partly what has caused my immobility now, because it was so,
so painful ..."

| “it must have been awful”

P “that | couldn’t even bear to walk”

| I "

mim

P “I couldn’t lay on anything, in any way except on me side”

| It n

mm

P “I spent the whole time stretched out — that's a sofa bed (where | was
sitting), stretched out on that on me left side and of course it's caused lots of
muscle wastage — he said — the joints don’t move as much as they used to
and everything.”

Figure 3-10: extract from PO5 interview transcript to illustrate range of information revealed by one
interview

a

InFigure3-1061 6 represents interviewer (myself) ar
illustrates that if extracts are not presented in context, they have the potential to impart

an incorrect message. When taken in isolation, the account captured in Figure 3-10 is

strongly indicative of a serious failing. However, when contextualised with subsequent

comments made by the same patient, as illustrated in Figure 3-11, this clarifies that

although this was a significant issue, it had since been addressed by the vascular team

and resolved to the satisfaction of the patient and his wife.

P “As far as the clinical care was concerned - no complaints.”
| “Good”
ital on quite a few

P “I can honestl that and I've been in that hos

occasions

| “ok”

| " n

mm

F I saic ~ "How can | sue him, | said, the man’s just saved me flaming life?"
1“mm’®

Figure 3-11: ext ract from PO5 interview transcript fin
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As the story-telling progressed, the patient and his wife (W) revealed more detail about
thefidi sagr aneinb @ td 0 swvhich@esified the statementino condpliani nt s

Figure 3-11. This is evidenced by the comments in Figure 3-12:

| “Did that cause you quite a lot of anxiety the nexttime you went in, having
hadthat?

P “Um, no because | had the special mat {laughs). [HEHNEEHEVenioIGine
anything thatwasn'ttrue "

W “As he said to you, people were saying to himwhy didn’t you sue, and

(laughs).

| “lIt's a nice way to look at it. | mean with the best will in the world they would
never have intended, ever, for that to happen ”

P “He, what he did on that occasion, he repaired the aneurismin the aorta
and he also did a bi-femoral. Right. You're a nurse (lifts up his shirt fo show
me his operation scar) — the only thing he didn'tdo — he didn’'tgive me a
smiley face, he gave me a miserable onel” (all laugh)

| “Did you tell him about that? He'd enjoy that as well, wouldnt he?” (All
laugh)

P “Actually, | think you did (looking at wife)” (laughter).

Figure 3-12: extract to illustrate depth of insight and explanatory detail provided by in-depth, semi-
structured, qualitative interviews

The pati ent 0 FBigue8-fPrmalmsuggestithat my background as a nurse,
which had been disclosed, appeared to be appreciated. In any event, the extracts in
Figures 3-9, 3-10, 3-11 and 3-12 provide examples of the nature, richness and diversity

of data collected during the interviews.

An example of ethical and moral challenges faced when analysing interview data

However, the extracts in Figures 3-9, 3-10, 3-11 and 3-12 also highlight a challenge that

was often faced when interviewing this group of patients about their healthcare

experiences. Firstly, the narration in Figures 3-10 and 3-11 could have related to a

current issue of serious concern, which, if not already being addressed would have been

my duty, not only as a nurse but also ethically and morally as a researcher, to have
reported with the patientébés permission. This
highlighted an aspect of healthcare practice that had made a significant and long-term

i mpact on that personbés experience. Had it

have been advised to report this.

But, this incident occurred during a previous admission. From a research perspective,
this was not within the timeframe for inclus

investigation, thus it should otherwise be discounted. Consequently, the finding was
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informally fed back to the team, but notincludedinthe6 Report of Patient |
(Appendix 29). This action had also been agreed with the patient and his wife. However,

issues were subsequently raised about different aspects of pressure area care as a

result of the stories narrated by other participants. For patients diagnosed with PVD,

their circulation and healing is already compromised and this places them at high risk of

developing pressure ulcers.

The process of analysis

Returning to the process of analysis, after highlighting key points during the first stage,
descriptive annotations were added, sometimes immediately, sometimes after re-
reading the text several times. These comments were generally added to the margin of
each field note and transcript and provided indicators of possible emerging themes or
categories. An example of this activity is illustrated in Figure 3-13. This represents the
second stage of inductive, thematic content analysis as it was applied in this study in
accordance with the suggestions of those such as Bowling (2002), Denzin and Lincoln
(2005) and Green and Thorogood (2004) amongst others. When doing this,
consideration was given to which aspect of p
highlighted section might provide an example of, and how the data indicated this might
be categorised. The focus of analysis remained consistent with the focus of the interview
and this study which was to find out what was currently working well or not so well with
the current vascular service, and how this might be improved. The example in Figure 3-
13 is taken from field notes written after interview P02 which took place on 9" August,
2007 (Appendix 28).

The patient reported that his GP made an emergency referral to XX hospital at the end of

[February/beginning of March 2007 jdue to the continued infection and extreme pain the] :_,,-—'{Comment [SB5]: Avoidable delay? ]
patient was experiencing. The toe had started to show signs of gangrene but “not the wet “‘*~~{C0mmem [SB6]: Pain issue

sort”.

Sometime between November and March the patient had also seen a consultant at his ‘_,.4-{Comme!1t [SB7]: Inter-hospital ]
local hospital — | am assuming for routine checks because of Berger's disease although communication issue?

this was not clarified with the patient. The consultant saw the infected toe and the patient

reported that the plan would be for him to be admitted to XX hospital following a

forthcoming angiogram. The [consultant advised the patient that he would liaise with XX | ‘,,_.-{Comment [SB8]: Inter-hospital ]
hospital to arrange this. communication? Referral?

However, whilst the patient was at XX for the angiogram — one of the medical staff were

The patient then received a letter with regard to arranging a date for surgery — he TSGR
_‘{’ The patient reported that he had also been

informed that the previous consultant caring for him at his local
would iio anew consultant who was
— this information was received in February and he .

communication, and/or inter-hospital

--1 Comment [SB9]: Team ‘
communication issue

The patient’s care was followed up by another consultant at XX and he was finally I{(;ommem [SB10]: Potential impact of J
admitted as an emergency from clinic in March 2007). [Three days later, after being * | delay —issue delay in referral time
prepared for theatre a number of1imes]_t_h_e_pgt_i_t_a_r]_i_h_a]q_h_i_s_b_ypg_s_g.__s_g[ggr_y.___L!nf_c_)_r_‘t_t_:_r]g_ig[y_,___,,_.,-{Cc.mment [SB11]: Further delay — J
theatres — potential issue
P02/9/08/07

Figure 3-13: early stages of inductive, thematic analysis of field notes from interview P02
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The process illustrated in Figure 3-13 was applied to all field notes and interview

transcripts. When determining the nature of these emergent themes and what they

might represent, it was recognised that the terms used to categorise these must be
readily relatable to the vascular patientos
improvement. This had been made explicit by the aim of this study, the focus of the

interview, and findings of the literature review (Klein et al, 1961, Gillespie et al, 2004,

Goodrich, 2009). These had also emphasised that all issues and compliments that

emerged from the data must be articulated and encapsulated using terms and language
common to all study participants (Goodrich, 2009). Significantly, the purpose of the data

here was to enable understanding of what aspects of healthcare currently worked well,

and where i mprovement was needed as O0seen th
partner participants (Gerteis et al, 1993). This would be achieved by using verbatim

quotes.

Familiarity with the data

Familiarity and an overall sense of the data was gained by becoming immersed in the
whole interview dataset, that is 9 interview scripts, 2 summarised accounts of telephone
interviews, and field notes, by repeating the processes already described with each
record. Once this had been achieved, and once satisfied that all key issues and
compliments had been highlighted, emergent themes and associated verbatim extracts
were further compared and contrasted (Bowling, 2002, Quinn Patton, 2002). During this
stage a number of possible main themes or categories emerged which seemed more
representative and inclusive of the findings from all eleven interviews. Even so, the
complex and varied nature, often very personal, but sometimes commonly experienced
aspects of wvascular patientsodé journeys prese
establish from the data what these key themes actually were. Another challenge was
rooted in an understanding that, due to the subjective nature of human experience, and
varying interpretations, perceptions and priorities for healthcare, my interpretation of the
themes was likely to be different to any other researcher, of member of the VPJP team,
if they examined the same dataset. This had been strongly emphasised by the findings
of the literature review (Klein et al, 1961, Gillespie et al, 2004, Goodrich, 2009).

External, unbiased assistance with coding and analysis

Consequently, assistance with coding and theming, and feedback on the process, was
obtained from two colleagues from the university. All data had been anonymised prior to
seeking their opinion to protect confidentiality in accordance with LREC approval. The
aim of external advice was also to minimise the risk of personal bias, and facilitate
comprehensive and thorough analysis. The VPJP team were deliberately not invited to

participate during this stage principally to protect participant identity and respect
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confidentiality, but also to mitigate the risk of any undue influence on data analysis or

reporting. VPJP team opinion and approval was, however, sought for final themes

proposed for the report of interviews. The point of this was to ensure these themes

were representative of those that the VPJP team had envisioned in relation to their

vascular patient journey and their quest for improvement.

Assigning numerical codes

After gaining feedback, numerical codes were also assigned to each main theme to

reflect, as closely as possible, each stage of the vascular journey and the main issues or

compliments associated with that stage. For example, code 1 was allocated to a theme

representative of GP to consultant referral time. This had been identified by several

patients as the start of their journey. It was also a period in their journey when issues

were experienced and thus improvement was required. Codes 3, 5 and 7, identified in

the first comments box in Figure 3-14 below, by comparison, related to possible main

themes concerning communication, relationships with healthcare professionals and

healthcare delivery, respectively. Because these most commonly related to the

admission phase of the vascular patient journey this was reflected in the numerical

ordering. The assigning of codes to data themes, albeit not necessarily numerically, is
also advocated by Bowling (2002), Quinn (2000a) and Gill et al (2008).

P “Yep, | felt ok in myself, and | was able to get up, after a very short time, and get up

going to be much more comfortable and luxurious, which in some ways it is, but
there’s another side which isn't so good and that is — unless a member of staff comes
in to actually do something ..."

I “mm

P *_._ check you over to make sure you are still ok, you are still in the land of the living
and heart beating properly, etc., or supplying meals that type ofthing ..."

| “yeh"

would be nice if somebody, right obviously if you're under what | call closed orders,
i.e. you've got an infection like MRSA or C Difficile, um, you would expect them,
obviously they've got to dress up every time they comein to see you ._."

I “mm

P .. sothat's not so easy you see but, if you haven't jt would be nice if every now

I mean?”
| “Yes”
P “| bit of human contact’)

| “Were you on your own a lot in that side room?”

P *Yes"

,_.-{Cnmment [5B1]: Siderooms—

possible codes 3,5, 7,

- { Comment [SB2]: Workload/staff
availability or specificissue with side
room? Possiblecodes, 6,7

Comment [SB3]: Sense ofisolation
issue of side room — closest codes 5 &
r

-{ Comment [SB4]: Sense ofisolation—
relationship, practice ornentated —
closestcodes 5 &7

- { Comment [SB5]: More referencato
isolationin side room — indicative of
closestcode T =an issuewith
healthcare delivery —awareness raising

Figure 3-14: extract from interview transcript P05 to illustrate data analysis process.

Theming and coding of data
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Refining analysis

However, as mentioned, and as Figure 3-14 illustrates, many of the highlighted sections
in interview transcripts did not have a clearly defined boundary which made precise
theming challenging. As a consequence, during the next and final stage of analysis
when the data extracts were copied and pasted into a separate word document, when
uncertain about the most appropriate theme, the same extract might be copied several
times into a number of differently themed sections. This document formed the first draft

of an interview report for the AR VPJP team.

Although this process initially led to duplication of extracts across the differently themed
sections, this also helped to refine each category, or aspect of the vascular patient
journey. As these extracts began to be pulled together this gave a more complete and
comprehensive sense of the relevance or appropriateness of the corresponding theme.
The key driver behind this stage, as with every stage, was a commitment to ensuring
that the verbatim accounts from the stories of patients and their care partners were
accurately and authentically represented in the final report of patient interviews. These
extracts represented issues identified by service users according to their first-hand

experiences and shared for the purpose of improving the experiences of others.

Codes and themes; providing a structure for reporting

As explained, the purpose of codes in this study had principally been to enable the
narrative and sequenc eoumdystpleretained,iapdannyi ng pat i
corresponding issues and compliments highlighted in context. A similar approach had

been used for reporting the analysis of the mapping data, albeit in a different format

(process and narrative maps). Sixteen main themes finally emerged from the interview

data as illustrated in Figure 3-15.

The ordering of these themes loosely reflects the chronological order of the vascular
patient journey. It also represents the order in which the issues and compliments were
reported inthe final6 Repor t of P aéprovieled for the/PJI® team (Apwendix
29). Structuring the report of interview findings in this way not only retained the context
of the vascular patient journey. It also made the next stage of the AR VPJ process more
manageable. As will be explained, this involved amalgamating the issues identified
through mapping and interviews in a single document. This would be used by the VPJP

team to identify solutions, where possible, that would lead to improvement.
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B

1. Time from initial GP appointmentto Vascular
Consultant appointment

2. Telephone contact with SE NHS Trust Hospital
3. Communicationand information

4. Short notice/emergency admission

5. Relationshipswith healthcare professionals
6.  Nurse workloads

7. Healthcaredelivery

8.  Privacy and dignity

9. Cleanliness/infection control

10. Hospital catering

11. Patient-line

12.  Visiting

13. Car parking

14, Discharge

15. Transport

16. Outpatientappointments/follow up care

Figure 3-15: sequential coding and main themes emergent from service user interview data analysis

Because each of the themes in Figure 3-15 relates to experience, the size of each

section in the corresponding Reéport of Patient Interviewsbdoes not necessarily reflect

the significance or poignancy of the data. (An anonymised version is included as

Appendix 29.) For instance, theme 4, Short notice/lemergency admission, which only

appears on page 12, contains a narrative which, when verbally reported to the VPJP

team,| ed to an i mmedi at e c¢ han g-eotide admisdiors polieys c ul a
(Figure 3-16).

“...the technician who did it said the vein was
underperforming, a restriction - that something would
have to be done and he contacted the consultant by
phone...He told me if | had any pain over the weekend to
seek medical help. When we arrived home...fair old drive
...someone had already phoned but there wasn't a
number we could ring back and eventually, about 5pm or
something, another lady phoned to say that provision had
been made for me to be in hospital first thing in the
morning (a Friday). Couldn't make it for two or three
reasons...made to feel guilty...message coming through
about how urgent this had to be done... Basically we was
told that this could cost me my leg...spent weekend
feeling extremely worried...”

Figure 3-16: service user catalyst for change
121



This was that all future calls of a similar nature would only made by a clinical member of

the vascular team who was qualified to answe

The most commonly occurring and often interrelated themes were

Time from initial GP appointment to Vascular Consultant appointment
Communication and information

Relationships with healthcare professionals; and

Healthcare delivery

N weE

With hindsight, and more time, themes 3, communication and information; 5,
relationships with healthcare professionals; 6, nurse workloads, and 7, healthcare
delivery, would have benefitted from being analysed yet further in light of the now
apparent lack of clear distinction between these themes. This can be evidenced from
the interview report (Appendix 29). It is also acknowledged that had the focus of this
study been differently aligned, then other themes which would enable powerful and
poignhant insights into a greater number of additional issues associated with the
experience of living with PVD could have been made more explicit. For example, what it
means to live with a low-profile, debilitating and painful long-term condition; or to
experience a life threatening event; and the impact of these on quality of life, the sense
of self, psychological well-being, relational, and other aspects of life, including
employment. By so doing, the rich, poighant data could be more widely drawn on by the
VPJP team for educational purposes or policy shaping, for example, as discussions in
Chapter 6 will explain. It is acknowledged, however, that the focus of this AR VPJ study
was to facilitate change and improvement within a local vascular service through the
identification of issues. It had also been to ensure that the positive aspects of vascular

patientsd experiences were identified and report e

A balanced perspective

Integral to the aim and objectives of this AR study, and the CHS PJ approach (Campbell
et al, 2004), was an intention to address a current trend for negative reporting in
healthcare. This continued focus on errors and issues, as the literature review
explained, can lower staff motivation and moral and adversely impact on patient care
(Aiken et al 2001, 2012, Kennedy, 2001, Reeves et al, 2005). By comparison, the
approach taken in this AR VPJ study enabled the positive aspects of the current
vascular patient journey to also be reported, as described by service users. The
extracts in Figure 3-17, which illustrate this point, are taken from page 13 of the Patient
Interview Report (Appendix 29). These also highlight the significance of the

relationships and interactions service users experience with healthcare staff. This was
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identified during the literature review as t
experiences (Gerteis et al, 1993, Stewart et al, 1995). As Webb (2007, p.66) also
recognised,ist aff have the capacity t.o make or Dbr e

ii.  (Patient)“...the nurses were absolutely fantastic.. | didn’t want for anything .. they
were absolutely run off their feet.. you could see that they were struggling.. there
was just so much ... used to have a good laugh with the nurses_. the nurses, and
the doctors, do a fantastic job.. some of them could be grumpy but when you saw
what they got to put up with_._you'd be surprised that people want to do the job
(nursing).._but to me they’re worth their weight in gold.”

ji.  (Patient)“.._even though .. .hospital is nearer to me | would rather go back to XXX
for my care because they know me. | know... is across the road from me.__but
X00¢ was very good and | never wanted for anything...”

iv.  (Patient)“.. I had a social worker there_._anything you needed she got it for you,
she was very good...™

v.  (Patient)“...a very quiet voice in my ear said ‘how are you going .| woke up and
there’s our lad, Mr.., the surgeon, kneeling down, he said ‘How's it going?’ | said
oh fine, he said ‘How's the leg?’ | said marvelious, you know, | said it's great, no
pain in my leg, you know | couldnt get away from it | said, and the foot's
lovely .. so he said ‘How do you feel about going home this affernoon?__and | said
do you want me to start singing Hallelujah? ‘Alright I'l have a word with sister and
you can go out this afternoon’ he said.”

vi.  (Patient)®._Ithought | was treated respectfully by all staff... | didnt know how to
address staff nurses, | didn’t feel it was right for me to say helio whoever . | would
sooner say ‘staff’ or something like that.. (spouse) .._it's the generation you were
brought up in”. Patient was referring to respect for hierarchy and ranking and
believed that using first names for certain ‘ranks’ of staff might be disrespectful.

vii.  (Patient) “The way Mr .. treafed us was really first class” (spouse) “On the day of
the operation | was told to ring at 3pm and _._wasn back. | rang at 5pm and
couldn’t get anyone .| got through at 5.30 pm and | was fold that ... had been
taken back in which obviously | was very worried about. . .was told somebody from
surgical team would ring me and actually Mr ... himself phoned me about
fpm...and | thought that was really very, very nice_. when we go to the clinic he's
always very good fo me as well, | don't feel like I'm in the way or anything, he's
always inclusive, isn't he?” (Patient) *Oh yes.._he’s a super man.”

Figure 3-17: anonymised verbatim extracts from service user data to illustrate positive aspects of
vascular patient journeys-pati ents and care partnerso6 relatiol

Although these extracts (Figure 3-17), and others, would not be included in the AR VPJ
action planning document, because these were not issues to be addressed, their
inclusion in the Report of Patient Interviews for the VPJP team was essential. This was
required to fulfil the aim and objectives of this study which also sought to address gaps,
or issues identified during the literature review. During the mapping exercise, when
service provider data was being gathered, the VPJP team, consistent with usual practice
in healthcare, had only focused on identifying issues when mapping the stages and flow
of the current vascular patient journey. Yet, findings from the literature review had
indicated that negative reporting was one of a number of contributory factors that can

lower morale and motivation and impede improvement in healthcare (Attree, 2007,
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Webb, 2007, Jackson et al, 2010a, 2010b). Consequently, this was an issue this AR

VPJ study had addressed by also reporting th
contributions to the current vascular patient journey in the interview report. VPJP team
perspectives on this more balanced approach to report are included in Chapter 5, which

reports of the evaluation of this AR VPJ study.

Data collection method 5: analysis of mapping and interview datasets

The next stage, stage 6 of this AR VPJ study, identification of issues and solutions
(Figure 3-3), was informed by the findings from the analysis of service provider
(mapping) and service user (interview) data. These datasets once amalgamated into a
single61 s sues andoul®prdvidetevidemcea-tiased catalysts for change and
improvement to the current vascular patient journey. Due to the significance of this
document and stages 6 and 7 of the AR VPJ towards the change and improvement
processes in this AR VPJ study, these are discussed separately in the next chapter,
Chapter 4.

Data collection method 6: evaluation interviews and questionnaires

As indicated in Table 3-2 the summary of data collection and analysis methods, the
evaluation of service user and service provider perceptions and experience of their
involvement in this AR VPJ study, was not part of the AR VPJ change process.
Consequently, the methods used during evaluation, and the findings are discussed

separately in Chapter 5.

Chapter overview

This chapter has introduced and discussed the philosophical underpinnings of this
action research Vascular Patient Journey study. It has illustrated how the philosophies
and principles underpinning the qualitative research paradigm, action research and PCC
have been adhered to and applied in the methods used. The introductions to these
philosophies, in addition to evidence gathered during the literature review, have also
explained the thinking behind the study design and the processes of, and approach
taken to AR VPJ project implementation and team-working, and during data collection
and analysis. Additional supporting evidence, both in the text and as separate
appendices, has offered deeper insights into process and practices associated with AR,
the significance of engaging collaboratively with a multidisciplinary project team, whilst
also providing a verifiable audit trail of the first five stages of this AR VPJ study. By
doing so, this has also addressed a common deficit found amongst PCC studies
reviewed. As explained in the literature review, these commonly lacked supporting or

explanatory detail which, in turn, prevented meaningful understanding and interpretation
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of methods or results. It was recognised that if the generic potential of the CHS PJ
process (Campbell et al, 2004) was also being investigated, in line with the aim of this
AR VPJ study, then sufficient detail and explanation should be offered to enable

replication.

In light of this, an insight into some of the challenges faced has also been offered to
illustrate the reality of implementing an action research project as an outsider Patient
Journey project facilitator to a healthcare organisation. These were perhaps greatest in
the early stages of this AR VPJ when transitioning through the preparatory and setting-
up phases prior to VPJ project launch. During these times, prior knowledge and
experience of the ways of working in the NHS, and of the change process, prepared me,
as the action researcher, for a number of the challenges that were encountered and thus

strengthened my resolve to address and overcome them.

The activities undertaken during the first five stages of the AR VPJ process discussed in

this chapter paved the way for Stages 6 and 7. As will be explained in Chapter 4, during

stage 6 the VPJP tdaanme weareenteangaged oinninod i s s L
preparationforSt agaec i 6n pl anning and. Thesetlosstagesnt i ng
were informed by the findings of data collected from service users (vascular patients and

their care partners) and service providers (the multidisciplinary VPJP team). The

discussions in the following chapter, Chapter 4, will also show how research findings

from data gathered from service users and service providers can be used to drive

localised change and improvement in healthcare.
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4 Findings

Introduction

This chapter discusses Stage 6,60 i dent bf i casues aamdiStageo7|] ut i on s«
6action planning and iofthp dceomesedrch (AR)aand of chang
Vascular Patient Journey (VPJ) process as it was applied in this study (see Figure 3-3 in

Chapter 3). In light of the significance of service user and service provider data to the

AR VPJ change and improvement processes, this chapter is dedicated to illustrating

how the findings from both datasets provided catalysts for change to improve the current

vascular patient journey. This will also address objective 5, as listed with this AR VPJ

studyb6s aim and objectives at trdgwementwd of Cha

fb. Explore and explain how data from service users and service providers does
or does not lead to patient-(person)-c ent r ed change and i mprov
Whilst it is acknowledged that every point and every issue highlighted by service users
and service providers warrants inclusion in this chapter, this is not practical given the
constraints of word counts. In addition, because this chapter is focused on illustrating
how issues identified by these groups became catalysts for change, the findings that are
included tend to focus on the negative aspec
the nature of change. Thus to enable acknowledgement of what was already working
well with the current VPJ, the three core data documents associated with this study,
albeit with personal identifiers removed, are included as Appendices 16, 29 and 30.
These, and in particu | a r Repdrtef Patient Interviewsoin Appendix 29, enable a more
balanced perspective to be constructed of the current VPJ as described by those with
first-hand experience. The verbatim narrative extracts contained within the Report
(Appendix 29) also provide rich, poignant and detailed insights not only into the vascular

patient journey but also the experience of living with peripheral vascular disease (PVD).

Action research stages 6 and 7: identification of issues and solutions and
planning and implementing change

Although the identification of issues and solutions, and planning and implementing
change are separated into two stages, 6 and 7, in Figure 3-3 in Chapter 3 which
provides an overview of the AR PJ process, in this AR VPJ project there was no clear
boundary between these stages. This is because, in some instances, solutions to
issues were identified, and change quickly implemented, in response to feedback
provided to the VPJP team on emergent findings. Consequently, these two stages have
been combined in this chapter, rather than separated, to reflect this. Preparation for

these stages of change began with data collection method 6 as follows.
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Data collection method 6: analysis of mapping and interview datasets

Content analysis (Ross, 2012) was used to identify and extract issues from the Report of

Patient Interviews (Appendix 29) and the Vascular Patient Journey mapping report

(Appendix 16). These were then integrated intoasingleé 1 ssues an@ASSol uti o
action planning for change document. This was a variance to the guidance offered in the

PJ Manual/Toolkit (ca. 2007, p. 11) which recommended that;

1. flrhe local facilitator needs to produce a complete list of the issues that the
clinical team require to be part of the redesign.

2. The PJF will have already produced a list of the issues that patients and carers
require within the new PJ.

3. The Clinical Champion needs to identify the requirements from the vision, as well
as more objective issues from the available evidence.

All of the above are pulled together into a composite list, usually by the PJF. The

general experience is that there is a lot of cross over between these three lists, and

that the themes identified from the interviews with patients/carers can help to

organisethelist. This assi sts in ensuring that the pa
the priority for redesign...0(PJ Manual/Toolkit, ca. 2007, p. 12).

As illustrated in Chapter 3 in Figures 3-6, 3-7 and 3-8, in this AR VPJ study, Steps 2 and
3 as recommended by CHS in the above quote, had already been addressed. In this
AR VPJ study this had been achieved through collaborative and multidisciplinary VPJP
team effort during mapping exercises. Consequently, in this study, neither the local
facilitator (the vascular nurse practitioner), nor the clinical champion (lead vascular
consultant surgeon), were required individually to spend time constructing the lists
recommended by CHS. After analysis, the findings from three mapping sessions were

r ecor de &ascular Patiend Jodrney patient pathwayémapping document
(Appendix 16). In addition to providing an overview of the steps of the current VPJ, any
associated issue identified by the VPJP team is also highlighted in italics in this

document.

Issues and Solutions planning for change document

Thefi c o mp o s,i t dssudsdra Bautionsé(IAS) document (Appendix 30), was,

however, compiled by me as action researcher and VPJ facilitator as CHS guidance

suggested. This was also to maintain project momentum in recognition of other
constraints on VPJP team memberso6é6 time. 1t w
had already been reported to the team, verbally at VPJP meetings as they emerged,

and following analysis, in the Report of Patient Interviews (Appendix 29). Thus, as with

all reports and documents, the IAS document was subject to peer review, verification of

accuracy, and approval by the VPJP team. The construction of the IAS document
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entailed copying issues highlighted by service providers in the mapping report and

pasting these into an appropriately sequenced section in table format (Figure 4-1).

VASCULAR PATIENT JOURNEY
Issues and Solutions

Issues Primary Evidence | Solution

1. Some patients report lengthy delays Patient interviews
between initial visits to GP to consultant
referral at XXX Hospital.

2. Some patients appear to ‘fall through | Patient interviews
the net’ when being referred from YY to | Mapping
XXX Hospital (SE NHS Trust).

Figure 4-1: exemplar from first Issues and Solutions action planning document dated November
2007 to illustrate data presentation

Consistent with the first two reports (Appendices 16 and 29); the sequencing of the
amalgamated issues in the IAS document (Appendix 30) was structured by the vascular
patient journey. This process was not, however, quite so straightforward when
amalgamating findings from the interview data. Firstly, because the verbatim extracts in
this report also included compliments rather than being solely focused on issues, and,
secondly, because of the complexity of many of these issues, some of which would
require different solutions to resolve; whilst others might be unresolvable. Even so, this
data had already been analysed, themed and presented in sections that equated to
steps of the vascular patient journey. This aided transfer to an appropriate section in the
IAS document. In the first version of this document, which was produced in November
2007, the 6 s o | edlummowas$ left blank in readiness for the identification of solutions

and action planning by the VPJP team (Figure 4-1).

The completed Issues and Solutions (IAS) document contained 75 issues as identified
from the analysis of the reports in Appendices 16 and 29 and during VPJP meetings.
These issues were reviewed by the VPJP team, accepted as accurate, and the process
of identifying solutions (Stage 6), planning action for and implementing change to

improve the current vascular patient journey (Stage 7) began.

Acknowledging different perspectives and priorities

One of the reasopnrsi niaorry i enommirednecddyts ssandé

S o | u tdoaumentdFigure 4-1, Appendix 30) was to allow the different data sources to
be recorded and openly acknowledged. By so doing, this also enabled the types and
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numbers of issues highlighted by patients and their care partners (service users), and
the multidisciplinary VPJP team (service providers), to be clearly identified. This had
been indicated to be necessary from the review of literature where lack of sufficient
explanatory detail, including about data sources, often prevented clear understanding
about how to improve the current state (Douglas and Douglas, 2005, West et al, 2004).
The review had also made emphatic that differences in perceptions, experiences,
interpretations and priorities for patient care existed between service users and service
providers, and between different hierarchical groups associated with PCC (Webb, 2007,
Gillespie et al, 2004)

As a consequence, this now provides one form of evidence that can begin to explain
why service users and service providers should be involved in service review as this AR
VPJ proposed. As Table 4-1, for example, illustrates, of the 75 issues identified, 34 of
these were sourced from service user (patient and care partner) interview data, 35 from
service provider (multidisciplinary staff) mapping data, with just 6 issues common to both

groups. The details of these issues are available in the IAS document in Appendix 30.

Steps 1-25 of Vascular patients’ journey

Issues identified — GP referral to post-discharge

Stepsof  Patient/ Staff Patients &

journey relatives staff Total
1-13 4 9 1 14
GP referral
14-22 24 14 3 41
Admission
23-25 6 12 2 20
Post-
discharge
TOTAL 34 35 6 75

Table 4-1: numbers of issues raised by service users and service providers during different stages
of the vascular patient journey

Table 4-1 clearly indicates that both service users and service providers are able to
readily identify issues in healthcare. However, their different perspectives, as supporting
documents and ensuing discussions will also illustrate, led to the identification, usually,
of different issues. In this study the issues raised by the VPJP team often provided
explanations for issues raised by patients, or were issues that patients would not have
identified due to a lack of insight into the practical reality of frontline healthcare practice.
This finding is consistent with those reported by Webb (2007) from a qualitative study

that investigated the perspectives of service users and providers. The difference in this
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AR VPJ study is that this amalgamated data was subsequently used to inform change

and improvement to the vascular patient journey, as will be explained

Involving service providers i enabling instant change

By the time the first version of the IAS document was presented to the VPJP team on
29™ November, 2007, steps had already been taken to resolve a number of issues.
These had previously been revealed during the mapping sessions and patient
interviews. This quick action demonstrates a further advantage of involving a
multidisciplinary team in improvement and of keeping the VPJP team informed as data

emerged. The following, an extract from the PhD journal, explains:

iAt the Vascular Patient Jo°uNoverabgrlPr oj ect

learned of the changes already being put in place as a consequence of findings

from the mapping exercise and patient interviews, and work the team had
already undertaken. The most notable of these were as follows:

1 Nurse Practitioner (NP) advised that POAC (Pre-operative assessment clinic)
times had been re-arranged to 3 sessions per week to coincide with clinic
appointments. This would allow patients requiring surgery to have their pre-
op assessment on the same day (to avoid repeat hospital visits for patients
and potentially reduce waiting times)

1 Psychologist has now agreed to make time available - primarily for amputee
referrals...

1 Only medical staff would contact patients in future when short notice
admissions were advised. Waiting List Co-ordinator and admin staff notified.

1 Consultant cardiologist has agreed to give 2 sessions per month for
cardiology reviews for vascular patients in an attempt to reduce waiting
times...

1 Changes have been made to the admission/pre-op care of diabetic patients 1
reducing the need for day before admissions...

1 Vascular Specialist Nurse and Service Improvement Manager (x 2) and ...
have been working on 18 week targets.

1 The Nurse Practitioner met with Occupational Therapists and
Physiotherapists to discuss where improvements might be made in service
provision i on-going....

The next meeting of the team will be held at the end of November, earlier than

expected but everyone felt that they wanted to keep the momentum going and a

couple of people would be absent at the beginnngof December . o0 ( Ext

PhD Journal, 2007-2008, p.3)

Between 29" November, 2007 (the date of the meeting that equated to the sixth and last

stage of the integrated PJ process) and 23rd February, 2008, five versions of the

original Issues and Solutions document had been produced to take account of issues as

they were resolved, reported,or O par ked6 f or Arandnwnisedadpy a | at
of version 5 is included as Appendix 30. Versions in this context were initially related to

an updating of the document, which occurred roughly every three weeks. Version 5 also

reflects actions taken up to 23rd February, 2008. By that stage, as the following copy of

an edited email trail in Figure 4-2 indicates, VPJP team members had become
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accustomed to communicating any changes as they occurred and forwarding these for

recording in the main IAS document.

T Jili-l T k::' ™ s | T =7_1 gl REY I_G FEMY W A LQ rorwdru
% 2 -

Date -~ Meweston top =
ur (Ve [V T IV IN].
sting for update of Patient Journey Project Team progress
toodford 05/03/2008
sting with Patient Journey Steering Group
ry 19/02/2008
sting for update of Patient Journey Project Teamproaress
ry 15/02/2008
:ting for update of Patient Journey Project Teamprogress
~dwill 13/02/2003
itact details please!
tickery 23/01/2008
cular Patient Journey Meeting
llock 23/01/2008
ke patients
ver 21/01/2008
cular Patient Journey Meeting - Issues andSolutionsDocument
ver 21012008
cular Patient Journey Meeting - Issues and SolutionsDocument
uir 21/01/2008
cular Patient Journey Meeting - Issues and SolutionsDocument
uir 21/01/2008
cular Patient Journey Meeting - Issues and SolutionsDocument
arg 17/01/2008
cular Patient Journey meeting
ver 16/01/2008

ruilar Patisnt Tnornew mestinn

Figure 4-2: edited copy of email trail to demonstrate collaborative teamwork and regular interaction
and updating with regard to VPJP project progress

To ensure that the information was current, accurate, and that outstanding issues also
received attention, each revised version of the document was also distributed to and
reviewed by the VPJP team. An additional benefit of this action was that all members of
the VPJP team were provided with a tangible, up-to-date record of progress already
made. This in turn, as they would later report during the AR VPJ evaluation, had

continued to fuel their motivation.

Promoting sustainability

From January 2008, meetings were held specifically for the purpose of working through
the IAS document to enable solutions to issues to be identified, action collaboratively
agreed and the way forward planned. These meetings continued after the sixth stage
advocated by Campbell et al (2004) who suggested that PJ projects take six months to
complete. This was because, in this VPJP project although six months was sufficient
time to build the team, gather and analyse data, report on the findings and begin to

implement change, this was insufficient time to promote and ensure the sustainability of
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the project. This VPJ team would no longer have a PJ project facilitator, or support from
aleadgroupwhoigovern t he devedtoipane ndf af@agbelatd juect «
al, 2004, p.17) after my withdrawal from the SE Trust, unlike those at CHS. Moreover,

by this stage although 40 of the 75 issues had been discussed, and possible solutions

found, many of those 40 still needed to be actioned upon. Furthermore, the remaining

35 issues awaited discussion. In |ight of ot
as had been clearly evident throughout the project up to that point, it was recognised

that there was a high probability that withdrawal from the project at that stage, would

impede the continued progress of the change and improvement process.

Consequently, on 20th March 2008, in preparation for withdrawal from the AR VPJP
project and the SE NHS Trust, a meeting was held with the Patient Journey Steering
Group. Attendees included the T r u sadtiig<hief Executive, the Director of Nursing,
Service Improvement Manager, lead Vascular Consultant and Vascular Nurse
Practitioner. A verbal report of the progress of the Patient Journey project was given
and discussion took place as to how the work of the VPJP team might continue to be
built upon, and sustained, following my departure. The following extract from the PhD

journal explains

AThe meeting went wel l . . . aonsbevealadd pasitive r vi e w
and enthusiastic response to the Patient Journey with interest expressed in

adopting the model for use elsewhere within the Trust...The meeting concluded

with an agreement that issues with the highest priority for resolving, from the

perspective of the vascular team, the Trust, and the patient, would be identified

and details forwarded to the Director of Nursing. A new Chief Executive was

expected in post with effect from 1 A p r i (Extract fram PhD journal, 2007-

2008)

An email was subsequently circulated to the VPJP team in late March, 2008, asking for

their top priorities for change out of those, as yet unresolved, issues, to be categorised

as follows:

1. lIssues which the vascular team could resolve, prioritising order of importance
2. lIssues outside of the control of the team (organisational/strategic), prioritising

order of importance
3. lIssues considered of most importance to patients, prioritising order of
importance.

Nine responses were initially received. The following, which is a direct quote from an
email received on 16™ April 2008, provides an example of how the issues in the main
IAS document (Appendix 30) were prioritised by one of these nine respondents. The
remarks in the email also draw attention to the complexity of patient care, and the

challenge associated with identifying specific issues for improvement. They also provide
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a poignant insight into the significant impact of wider organisational, resourcing and
systemic issues on healthcare delivery that are beyond individual, or team control.

16/4/08

iSue-Sorry for the del ay. | didndétl get t
have looked through the Issues and Solutions list and come up with some
priorities under the headings you requested. | have tendedup tirem as many

of the issues are inteelated and cross boundaries.

Vascular Issues/Priorities

Communication

This includes patient communication with us (14), our communication with the
patient (9, 13, 36, 65), and our communication with other tean2gl(33, 42)
Information

This is mainly about information for patients, including global information about
service/conditions, team, etc, as well as specific information about
conditions/ operations/ pathways,37i ncl i
39, 41, 42)

POAC

Unfortunately, solution has not worked (unsure why at moment) but this
workload is vast and is essential to working of firm. (10)

Duplex

More sessions required (5)

6The pat hwayod

Sounds like a cop out, but streamlining whole pathwastiemng it works

whatever the situation and whoever is present, has got to be one of main
priorities. It touches many areas of report and involves close working with
Trust/Organisation.

Organisation Priorities

Sorting out computer system and access to ridiesis the main problem. The
new computer system has made the whole administrative process slower,
inefficient and inaccurate. Consequently a system that was OK but needed work,
is in meltdown, creating huge stress on secretaries. (11, 24, 2, 61, 65)

Nursing Levels/workload75)

Orthotics(55, 56)

Access to servicd, 2)

Discharge issueg8, 59, and 60)

Availability to ITU/HDU beds/level carg4)

Day case angioplast{i9)

Portering (20, 21)

Co-ordination of investigation§)

Patient Priorities

Cleaniness

No doubt major concern for patients (52, 53)

Information

See above

60Knowing where they are in process an:

This is source of numerous phone calls and is worse since new system in place.
Links closely to communication issues ungascular (1, 2, 4, 9, 12, 15, 65)
Nursing Levels/workloar5)

Intra and Perhospital Transport (68, 69, 70, 71)

Our patients are not the most mobile!

133



Delayed orthotics
Perennial problem (55)
Have tried to prioritise, but difficult. Could discuss moreFsidayo

A final email request was sent at the end of June, 2008, for the VPJP teamd s

AS

priorities to which one further response was received during the first week of July. This

highlights, once again, one of the main challenges of this project; delays in progress

caused by

compet.

ng

demands

on

team member sob

Although only 10 responses, out of a possible 25 were received, these were considered

sufficient to inform a revised and refined prioritised IAS document. From the outset of

the AR VPJP project there had been an agreement with the team that a nil response

would not delay progress. It had also been made clear that this would be taken as an

acceptance of any current proposal or update. Between March and July, 2008, Version

5, continued to be used as the main IAS working document. In July, 14 months after the

launch of the AR VPJ project, and eight months since the culmination of the six step PJ

process,afi Pr i or

itised

fourteen of which were an amalgam of 2 or 3 issues from the original document.

Hoswsnene was praducedA Rated 221 duly
2008, this document contained 31 (out of the previous 75) issues for further action;

Issue

Key Points

Action Required

Lead

Timescale

11. Patient notes not always
available.

(It has been reported that as at May
2008 it is not possible to view
patient correspondence from other
specialties using Cerner — which
can be a problem when patients
under shared care.

Tracking of diagnostic results is
also reported to be a problem)

New IT system, Cerner, recently
implemented but problems still
encountered, resulting in appeintment
delays, patient misinformation, and
creating ‘huge stress on secretaries’,
stc.

Recognised as Trust wide issue.

To improve the use of the
Cerner queue (notes
tracking) and review the
courier service.

Subject to ongoing review
and monitoring by the Silver
Team - call centre now set
up to deal with increased
patient complaints (approx
20%).

Silver Team,
LL, Executive
Lead

12. Delayed access to Cardiologist
opinion.

2 additional review sessions per month
were agreed with cardiologist but limited
improvement reported by Vascular
Nurse Practitioner.

During POAC patients seen by
Anaesthetist and VNP are assessed with
greater emphasis on whether a
cardiology or more holistic review by
care of the elderly would be more
appropriate, to ease pressure on
cardiology referrals.

Ongoing review — MC reports
that access to cardiologists
remains an issue.

MC reports that elderly care
have been approached but
are unable to attend POAC.
Ongoing.

VNP,
Anaesthetist

Figure 4-3: example to illustrate layout and content of prioritised issues for action document

This prioritised list detailed what action was required; who the action had been assigned

to, and the proposed timescale for action (Figure 4-4). The purpose was to make explicit

where improvement still needed to be made, and provide a means by which the change

process might be sustained. This had been viewed as essential. Not only in terms of my

proposal to withdraw, but also because, by this stage, most of the original, supporting

stakeholders had left their posts, or been reassigned to different roles within the SE
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NHS Trust. In April, 2008, there had been a re-shuffle of key members of the SE NHS
Trust Management Team which meant that only one member of the Patient Journey
Steering Group, the Head of Service Improvement, still represented Trust Management
(by August, 2008, this person would also leave). The acting Chief Executive, formerly
the Medical Director and a keen advocate of this AR PJ model and patient-centred

service provision, had also returned to a former post in radiology.

Despite these preparations, active engagement with the VPJP team and the SE NHS

Trust continued until February 2009. By that stage visits to the Trust were no longer

deemed necessary, changes had been implemented, and the evaluationo f parti ci p a
perceptions of their involvement in this AR VPJP project completed. Contact was mainly

by email, or telephone, for the purpose of updating. Consequently, almost two years

after launching the AR VPJ project the time seemed right to withdraw from the field.

Ensuing discussions in this chapter and the next will explain the change, improvement

and evaluation processes as they occurred in this AR VPJ study.

Service user and service provider data as catalysts for change

In this AR VPJ study, as previously explained, the change and improvement process
was structured around, contextualised within and informed by data drawn from the
current vascular patient journey. To reflect this, and consistent with the data reports, the
following discussions follow the structure and themes of the Report of Patient Interviews
(Appendix 29), beginning from Step 1 as identified by both groups. This allows each
section to be predominantly informed by the interview data, which by way of contrast to
that gathered during mapping, produced narratives that provide rich and detailed
descriptions of service user experiences. Consequently, each of the following themed
sections includes verbatim narrative extracts that offer poignant insights into

parti ci pancesadsean shpugh thedr ayes and described through their words.
This also reflects the philosophy and principles of PCC. Additionally, and consistent with
the focus of this chapter, each of these themed sections also includes examples to
illustrate how an issue was addressed, where possible, after it had been identified from
the stories narrated by service users or through the collective efforts of service

providers.

Theme 1: Referral time from initial GP appointment

Eleven patients living with peripheral vascular disease (PVD) recalled their journeys
during this AR VPJ study. As previously explained in Chapter 3, their recorded
narratives were assigned a code ranging from P01-P011, transcribed verbatim,

anonymised, analysed and reported upon, and the original data files stored safely.
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However, after the data was transferred to the Report of Patient Interviews the codes
were removed. At this stage it became apparent that the use of codes could lead to the

identification of patients by the VPJP team. This was due to the individual nature of at

|l east one el ement of every patientodos experie

The following verbatim extracts, from pages 4-6 of the Report, offer an insight not only
into the personal nature of the experience of living with PVD, but also the commonly
shared and complex aspects and the impact of PVD. None of these narratives have
been critiqued or interpreted, other than to identify an issue or compliment, thus the

authenticity of the original spoken word has been retained as intended.

1. "é oNember of |l ast year (2006) I caught
my toe, dondt know howé and went to see
healingésaw GP again beginning of March
with extreme pain and possible gangrene i n t oeéwas seen in

as an emergency.o

2. iésaw my doctoréhad terrible pain in my
(doctor) wrote a letter there and then and phoned up local hospital and that same
day (6" July 2006) | was up the general hospital and saw a consultant who said

0yes youbve got problems hered éthe next

€éAugust...then saw consultant at | ocal
éat end of April (2007) saw do asthavingtd or

get up about every 3 hours during the night having to take a couple of pain killers

€ when | saw doctor he said 6what do you
you had your operation yet?856 € of course
out éabewd ssed off the | isto

3. Patient consulted GP in February 2007 for advice after sustaining a small skin
tear on top of their foot when falling in the shower.ié had had ul cers
thought it was prudent to go round to the local surgery to get it looked at and
properly dressedéand get in the system
ulcer was treated but it was getting bigger, and bigger and bigger and bigger until
we got to April time when the surgery referred me, put me on a list to go and see

asurgeonél had a | etter from, I donot K no\

to €& hosp-atdadled()l oqccoalsee a surgeon-calarl vy
from é hospaddaedd)(,| océcaalday or two before
go there cancelingthisappoi nt ment, and | then had
month later which was here (SE NHS Trust -added)... He looked at my leg and

done some tests...and he concluded that there was no pulse, or very little pulse

in the bottom end of my leg, foot, whatever. And he made arrangements over

the phone while we were there for me to go into SE NHS Hospital Trust the next
dayé The swiftness of the admission was

was really first classbo

4, fébeen going to doc-added) ,( GPh ,siwme el awad rheidm
|l egs for yearséfive years €é with the pain
pain barrier and it was getting harder
and the nurse saidécouldnét aeanythmmgmy pul se
about these yet?...and | says 6énobdé God,
done é then | went to the new doctor and

hospital and two weeks after that | went in and had the operationo
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5. Aéwent to heheFe@Pruanryt 2006 because | knew
there and | thought maybe if they put
wanted to go éfor a holiday so | thought

vascul ar scans on nyartlaldlgckageomthat leg..when It h
went in with a DVT (August 2006), that was while | was waiting for treatment for

this leg, for a bypasséwaiting for an
woul dndt do it because t hegotthd D¥Tdndhate r e d

l eg, | had an embolism and an aneurism
had had in 2001¢é0o
6. Aél found that | couldndét get comfortable

pains in the feet and lower legs when | was laying down...I found | could get relief
from the stinging by sleeping in an easy chair with my legs more or less

vertical éthe result of t hat was ¢t hat t he

spending the night eitherésleepsizng in

mont hsé | had had an ulcer on the | ower
very desperate in thattime thatno-o n e was s e(6R)avgrduBlly

suggested | went to the hospital for an
(nurse had asked GP to look attheulcer-added) (Il nterviewer)
not get to see the GP?0 (Spouse) dltos
l ast 2 years and theyodove |l ost a |l ot of

situati onéwe h autaionanitighh suppesedly.candshen if they
think they need to see you obviously they say well come in tomorrow, but you

cannot ring up and say | need to see the
and discuss the situatiangtvhdnétebeanaabf

the end of our road to the surgery, for
the claudication pain or whatever they
i mmobil eéod

7. Aésaw chirop

with pain in same | egéchiropodist made

hospital for
These rich descriptions from first-hand experience make emphatic, from the outset, the
challenging and complex nature of PVD. Perhaps most notable is the evident impact of
peripheral vascular disease (PVD) as a painful and debilitating condition, on each
person6s and their familyods | ife. These
avoidable issues were further i mpactiemg on
of healthcare, the issues of greatest significance at this point, related to unacceptable
delays in referral to treatment time and ineffective inter-professional and, or, inter-

hospital communication. Although from a different perspective, and albeit more

odist for routine apdbgfoemt ment

i mmedi ate referral étranosferr

commonly contextualised as contributory fact

journeys had also been identified by service providers. Figure 4-4, which is copied from
page 4 of the Vascular Patient Pathway mapping report (Appendix 16), shows how

these delays were identified as issues by the VPJP team.
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Process Description/Narrative

Process Narrative and Issues

The key steps inthe patient’s journey are set out in the Process Narrative and
the Process Map below. In mapping the patient’s journey, staff have raiseda
number of issues which are detailed below.

| Step# | Step Descriptionand Issues
1 Patient referred:
+ By arange of clinicians including GPs, Vascular Nurses, Orthopaedic
Consultants, A&E, MAU, Endocrinologists, Care of the Elderly Team,
| | other hospitals, Community Leqg Ulcer Clinics
2 Cutpatient Appointment
+ Patient attends —
Consultant team/Nurse appointment at SE Trust or
community hospital (20 x 10min appointments per clinic)
Vascular nurse assessment clinic
+  Significant delay due to repeat appointments between Vascular Nurse,
Consulfant, Duplex scan
+  Patients assessed by Community CNS seen by SE Trust CNS before
consultant — Community CNS fo refer direct fo consultant?
|+ Delays when patients transfer betweeh XX and Z7 hospitals

Figure 4-4: Issues at start of vascular patient journey as identified by service providers

The bulleted points highlighted in red italics in Figure 4-4 (Appendix 16, p. 2) also
emphasise that, although patients, or their care partners, revealed issues that might lead
to an investigation or service review, only members of the VPJP team, the service
providers, had knowledge of the issues highlighted in Figure 4-4. In this example, none
of the patients attributed the delays they experienced to a lack of resources, or
duplication of assessments in primary care clinics and out-patient clinics, or poor inter-
hospital communication and administrative issues. These were contributory, and

explanatory, factors only identified by staff.

The examples thus far illustrate that the data of service users and service providers,

when reported separately can provide deeper insights and better understanding about
healthcare experiences; in this instance in
these findings, when presented in standalone reports, may not create the impetus that

leads to change. As mentioned, this had been identified as a significant gap when

critiquing former empirical studies of PCC. These too had revealed insights and

knowledge about PCC, but seemingly none had resulted in PCC change and

improvement. Consequently, this was a shortfall that this AR VPJ study intended to

address. Firstly, by following and applying the philosophy and principles of action

research and patient-(person)-c ent red care to this AR VPJ st
improvement. Secondly, by using the collective findings from service users and

providers as points of learning and catalysts for change. Figure 4-5 shows how issues

raised by both parties were amalgamated in the IAS document. This also shows how

any action taken by the VPJP team was reported. In this example these actions had
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occurred before the end of February 2008, and included the purchase of additional
diagnostic imaging equipment and a change to assessment policy. The example in
Figure 4-5 is taken from page 2 of an anonymised Version 5 of the document dated 23"

February 2008 included as Appendix 30.

Issues Primary Solution
Evidence
Issue resolved: Patients who have been assessed by the Clinical
3. Duplication of clinical assessment of Mapping MNurse Specialist in the Community Leg Ulcer Clinic, and for whom
patient by Community Clinical Nurse assessment forms have been completed, may now be referred direct
Specialist and nurse team at XX prior to to consultant clinic
consultant appointment Patients who have not been assessed by the Community CS will

continue to be referred to XX as at present. VSN/CNS

4. Several patients had a considerable Patient Ongoing: Same day, drop-in, pre-op assessment commenced
distance to travel to XX and would interviews 5/12/07 but has not proved successful for patients with PVD.
appreciate same day appointments e.g. Several patients declined opportunity due to time factor.

consultant appointment, pre-op Ongoing: Same day appointments for 4 key diagnostic tests under
assessment, duplex scanning review through No Delay/18 week project VCS/IPM

5. Imaging demand for 3-8 Duplex scans | Mapping Issue resolved Portable head for duplex scanner ordered, VCS/BM.
per OP clinic, imaging capacity for 1-2 Ongoing: VCS/BM also to explore possibility of purchasing

Duplex scans per OP clinic. 2 week wait additional portable Duplex scanner

for urgent scans, 6 weeks wait for Ongoing: VCS/BM to look at possibility of recruiting trainee/junior
elective scans. grade sonographer and/or increasing medical staff input to provide

one-stop scanning for patients in clinic

Figure 4-5: examples of issues, 3 and 5, only raised by service providers and action taken

Figure 4-5 also illustrates that the IAS document provided an audit trail of the change
process as it occurred. In this instance, although issues 4 and 5 had not been
completely resolved by 23™ February 2008, their inclusion in this document ensured
these issues would remain under review until a satisfactory outcome had been reported.
When revisiting this document during the writing up phase of this AR VPJ studyj, it
became clear that if each solution comment had been dated this would have enabled
greater clarity in terms of timescales. Even so, despite this omission, a general sense of
timing was still attainable from different versions of the document. As previously
explained, these usually required updating approximately every three weeks, for
example 10™ January, 31% January, and 23" February 2008. Furthermore, by that stage
VPJP team members had become accustomed to regularly forwarding updates via email
which provided an additional and dated audit trail.

Theme 2: Telephone contact with the SE NHS Trust
The following examples from pages 6 and 7 of the interview report (Appendix 29)
provide brief insights into two patientso ex

these became catalysts for change:

1. A. .. When you phone that number up yoou get
the name of department, or number of the
secretary, so | say that, and the machine
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says it doesnét understand...so how do yo
an operatés domenwithin 5 secondséso that
answering the telephone is an absolute pa
who they want to talk toé not had to use
€ go try ité | insi &tbbethemdsanhnoyingthimewofout ,
all of ep&rythingo

2. to start with it was an automated thing

understand what | was saying, so then | got from a plastic woman or man to a

human oneésomebody t hmmbegavd pmdg)a direct
In the Report (Appendix 29), at the end of each themed section of verbatim extracts, the
VPJP were asked to consider a number of the most notable points identified from that

section. For example, under this theme the VPJP team were asked.

f AHow effective Iis the automated voice rec
the patient experience?
T Should appropriate contact numbers be inc

(Appendix 29, p.7).

By way of response and by 23" February 2008, the VPJP team agreed to ensure all
future correspondence with patients would include appropriate, and direct, contact

numbers for the team (Figure 4-6).

Issues Primary Solution
Evidence
14. Automated hospital telephone Patient interviews | Issue resolved: Provision of direct contact numbers. Patient
answering system had caused frustration to correspondence now includes contact numbers.
a few of the participants —voice recognition Ongoing: VCS reported there was possibility for contact via an
was reported to be the main problem. on-call maobile phone if necessary in future.
Direct contact numbers were important. Ongoing: VC$8 also considering including email address on
future patient correspondence
Ongoing: VNP look at possibility of dedicated phone line for
patient access to Vascular NP

Figure 4-6: example of issue only identified by service users and action taken by VPJP team

The above comments and others in the Report (Appendix 29) highlighted contact with
the SE NHS Trust, or the vascular team as an issue. They also explained the reasons
why. As a result these, and other extracts in the Report, provided a rationale and the
evidence to support change; in this instance the installation of a direct telephone line to
the team. This was something the VNP had tried, for 7 years to achieve without
success. This direct line would give patients direct access to the VNP in the event of
cause for concern. Evidence of agreement to install the line is reported in the following
anonymised copy of an email from the VNP in Figure 4-7. This also provides an insight

into the VNPO6s persptective of the VPJ proje
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Sent: 15 Apell 2008 11:59
To: Sue Baros

The rest of it | am happy with. As I said I have found the project very useful for me. It has given me access ™
to management and has helped me get some mprovement for our patients. The telephone answering machine
has been given the go-ahead by :}1 at a cost of £300 for mstallation. Once mstalled, the patients can
phone up and leave messages and I can get back to them at the end of the day

The patient pomnt of view has been very mteresting and in a lot of cases verified how I felt the service was
delrvered

I would think that this project could be transferrable to other patient pathways and be useful to other

chnicians.

Figure 4-7: email update verifying funding for installation of phone line and opinion of AR VPJ
project

Evidence that the phone line had subsequently been installed is provided in Figure 4-8
below, in the solution comments to Issues 14 and 65. Figure 4-8 also provides an
example of ongoing and individually reported updates; in this instance by using an
edited version of the master document. VPJP team members often completed these if
they had several updates to report. These updates were forwarded to me by email and
subsequently recorded in the main IAS document. Figure 4-8, as an abbreviation
version, also shows other examples of issues identified, and resolved, or actioned by the
team, one of which, issue 68, had been jointly identified by patients and staff. On this

occasion the issue had been identified during a VPJP team meeting rather than

mapping.

Additionally, Figure 4-8 makes it possible at a glance to gain a sense of the different
types of issues raised by patients and staff. The issues raised by patients, for example,
are indicative of factors more likely to cause an emotive response due to their impact, in
some way, on their experience. By comparison, those identified by multidisciplinary staff
appear to be more service than experience orientated. The latter group were generally
more focused on highlighting resource, system, organisation, technical and resource
type issues as the mapping report indicates (Appendix 16). Yet, despite this, analysis of

their data commonly revealed possible explanations for issues raised by patients.

141



Comments from XX — General Manager/Surgical Specialities

Vascular Patient Jourmey
ISSUES AND SOLUTIONS — Version 5

Issues

Primary Evidence

Solution- Additional comments

5. Imaging demand for 3-8 Duplex scans per OP
clinic, etc etc

Mapping

Additional costs fro scanner being identified.
To be included in next Divisional Capital
Flan.

9. Sequence of theatre booking and pre-op
assessment — requires alot of phoning to
arrange.

Mapping

Bid for system inIT programme 08/09.

14. Automated hospital telephone answering
system etc etc

Patient interviews

Additional phone installed (SO).

22. Sometimes difficult to find the patient {(ward
of admission)

Mapping

System under consideration forIT
programme 08/09.

32. One patient recounted her discomfort at
being surrounded by male patients on a mixed
ward and opposite.._etc etc

Patient Interviews

Mew mixed sex policy approved.

39. Several patients reported that they would
have liked more help etc etc.

Patient Interviews

Information shared with vascular team.

52. Cleanliness — some patients had reported
observing inadequate cleaning.

Patient Interviews

Mational Deep Clean Programme completed
successfully.

55_Delayed orthotic assessment and supply.

Mapping

Current wait reduced to 4 months.

61. Secretarial support for production of MDI
discharge summaries.

Mapping

‘Medical Office’ project will replace MDI.

65. Some patients reported delays in their out-
patient follow up, or no follow up appointments.

Patient Interviews

Possible solution — MM to liaise with
Communications and Electronics manager
with regard etc etc after this sentence.
Phone now installed.

68 Hospital transport not turning up when
booked through central booking system — etc etc

Patient interviews
Project Team

Issue raised with PALS Manager

69. A number of patients recalled the long
distance from the car park/entrance to the ward
etc.

Patient Interviews

Issue raised with PALS Manager

70 Wheelchairs for patient use not always
available.

Patient Interviews

Issue raised with PALS Manager

Additions/alterations in red.

Figure 4-8: example of an individual update for inclusion in main Issues and Solutions (IAS)

document

Theme 3: Communication and information

In Chapter 3, when discussing the methods of data collection and analysis, reference

was made to a patient who had become distressed during his interview. Consequently,

in this section it seems pertinent to illustrate how his story became a trigger for change.

Thus an insight into his experience is included. During the interview, the couple

provided a moving and compelling account of their journey and the varied challenges

they had encountered along the way. For instance, in this first extract from page 8 of

the Report (Appendix 29), the spouse clearly indicates that both she and her husband

would have welcomed more information about the forthcoming surgery:

Aeyou di have t
€ they actually
heard of it eve
think ités quite

hat bookl et dbhoudbnbymwasbaé
said about what you were
ry time you say somebodybd
new, | dondét knowéo

This patient had been given an information booklet from a friend who had received

treatment at another NHS hospital. This booklet, he suggested, had been invaluable as

it answered many of the questions previously left unanswered by the information
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provided by the SE NHS Trust. As such this was identified as an issue for inclusion in

the IAS document (Appendix 30, p.9) as Figure 4-9 illustrates.

35. A few patients would have liked more | Patient interview | Ongoing: plan for Vascular Team to re-write patient information
information about their plan of care, leaflets and provide a Vascular information website. VCS/Vascular
future prognosis, adverse effects of Team.

anaesthesia (including possible
psychological effects) the do’s and
don'ts of post-operative recovery

Figure 4-9: example of communication issue raised by service user and action taken

The patient also described how he had received

féno written information about the possibl
anaesthesi a. bl ockage and bypass surgery ¢
about afterwardséseparate compartments all

connectionsét heyo6ve mnthdsurgicalside, tlee hgsutal side,j o b
excellent; but the psychological side nobody tells you about the sense of isolation,
the highs, the lows, the mood swings...the possible after effects of anaesthesia and
surgery... @ppendix 29, p.10)

Retelling this part of journey triggered distress in this patient and as his story unfolded
two aspects of care, and three key issues, were revealed. The first, the psychological
impact, is expressed as two issues, 37 and 38 (Appendix 30, p.10) because different

contributory factors had been identified. This is illustrated in Figure 4-10,

37. One male patient felt that Patient Ongoing: Currently being reviewed by nurse practitioner,
psychological and physical care should interviews physiotherapist, occupational therapist — VNP/P/OT.
be of equal importance. He gave details Ongoing: Patient Information Leaflet VCS/Vascular Team

of a booklet, supplied by another NHS
Trust, that had provided the ‘turning
point’ for his post-op recovery

38. Limited clinical psychology input Mapping Issue resolved/review: VNP has negotiated with
(principally for amputees) Patient interview | Psychologist additional input primarily for amputees, as
required.

Figure 4-10: example of issues associated with psychological impact of care and action taken as
identified by service users and providers

Another aspect of care related to fragmented multidisciplinary teamwork. This was an
issue commonly highlighted by patients as they retold their stories, as further evidenced
by the interview report (Appendix 29). Although in this context the experience of
fragmented teamwork was themed under communication and information, the varied
nature of the impact of this could be related to every section. The following extracts
from three different patients, illustrate this point, and provide examples of different ways

in which patientsd experiences can be affect
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nél got a bed blister on the back of my a
i f. | get an infection i rashtheygeai d nt hbadyasd
have to straight removeé | woke up in the
By Mouthd and I édm thinking hold on | 6ve a
removed, everything else, but nobodyds to
sayielg, 64 youbve got to go for an operati

people that were on the ward we could have a bit of a joke, a bit of a banter
bet ween some of the patientsSomebokpbdwégs
up in the middle of the nightandc hanged the card overé so

were having a |l augh, or what eeme omuwhmb
changed the card?6é éeéUntil the nurse came
got an operationé, and | édmtt, hiwhkaitn g pceoa naet |
had me | eg removed, | candét have any mor e
and saw meéhad to go to the other side of
my back to open up my veinsétheAppasdiex
p.8)

AThis was of major concern to us, wasnot
of Mré coming and having a |l ook and want.i
the ulcer before he would discharge me. Then he decided that he wanted to put
aVACpackon my wulceréto help it heal...that v

every three days this dressing was changed. The basis of the problem was that |

was getting told by one team, the doctors, that this was heading for me staying in

for a long time to have a skin graft; | was told by the vascular nurse that basically

| would have to stay in there until the ulcer healed completely, but | was being

told by Mr é that al/l he was interested i
in it before he was going to discharge me. So towards the end of my stay in

hospital | was getting these three different stories so | asked the staff nurse to

find out éwhat exactly was happeningédisjo
finally clarified satisfactorily with consultant. Patient recounted how the

indecision about the hospital stay had also impacted on their spouse.) (Appendix

29, p.9)

fél ack of communication between groupséth
this line in my neck but | didndaty,kdowildr
know | was going to have itéit was just |
I thinkéif 1 6m going to go down for that
thing was it was visiting time, my eother
known | 6d have said well (@Apperdik29pbpdl) her con

The above verbatim narratives provide clear examples of the detrimental impact on

patients and their care partners of isolated and fragmented ways of working in

healthcare. They also provide poignant lessons, as narratives drawn from first-hand

experience, for use in healthcare education and practice. Significantly, these examples,

and numerous others in the report in Appendix 29, and the IAS document in Appendix

30, further strengthen the argument not only in support of multi-disciplinary working and

learning, but also of providing opportunities, such as this AR VPJ study provided, that

facilitate and promote multi-disciplinary, open and supportive team-work.

Narratives 1 and 2 in this section also illustrate the complex nature of PVD, and thus of

vascular patients' journeys. Several issues can, once more, be identified from these
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brief accounts. For example, as mentioned in the methods chapter, Chapter 3, when the
challenge of analysis was discussed, a significant issue relating to pressure area care
had been revealed. Although that example related to a healthcare experience outside of
the timeframe for inclusion in this study, and concerned an issue that had since been
addressed, narratives 1 and 2 in this section provide further examples by which the
importance of pressure area care for this group of patients can be raised. Figure 4-11
demonstrates actions taken by the VPJP team since these issues came to light. Solution
comments to issue 44 reveal that more resources had been made available and more
accessible. Issue 75 includes a proposal for additional training to enable staff to be
better informed and equipped to care effectively for patients with PVD, as patients with

complex nursing requirements.

44 Pressure area care/availability of Patient Issue resolved: Situation improved. Air mattresses and a
pressure mattresses interviews range of alternative devices were now readily available for
use in patient pressure area care. WS/IBM/VCS

75. Nurse staffing/workloads Patient Ongoing: BM reported that nurse staffing levels within the
interviews surgical directorate are currently under review.
Team Ongoing: VNP felt that additional training should also be
discussion provided to enable nurses to care effectively and safely for

patients with increasingly complex nursing requirements.

Figure 4-11: issue identified by service users and actioned by service providers

Contentious and sensitive nature of issues

These, and other potentially contentious issues in the report (Appendix 29), also
demonstrate the significance of building strong relations in an AR PJ project from its
outset. In this AR VPJ study, had this relationship not been established with the VPJP
team, and if the focus of interviews had only been to report negative issues, it is
believed this would have presented a significant challenge at this stage in the
improvement process. As an action researcher and VPJ facilitator who felt accepted by
the team, and who also had positive feedback to offer, this meant that | did not feel

uncomfortable when reporting findings of a sensitive nature back to the VPJP team.

Examples of complimentary narratives are included at this point to illustrate how positive
feedback enables a more balanced and perhaps fairer reflection of communication
between service users and service providers. These were interspersed with negative
narratives, rather than in sub-divided sections, as can be evidenced from the same

section of the report (Appendix 29, p. 7-11).

1. Aécommuniécsetciommd t o noneéo (p. 7)
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2. Aiéhad the same consultant all the way
explained everything clearlyéhe didnd
we could understandéo (p 8)

3. (Spouse) ACommuni cat i on fiedifsanythiegrwent grong d ,
or anything |ike that, even at 1 or
(Patient) Aéit was always fully explai
good communicationéo (Spouse) é theadgt i
iféMrrang and | eft message on answer phone
down (to theatre)... it was him that
theatre he rung me, and then afteré
rang me ak i2n otbtlkeé omorning to say that
AWebve al ways had i gwaysdused torcdme ing sit downhvand
explain everythingéat times | wi sh he
first oneéto say | wes uandeirtst aermgud hwo L
when they did an angiogram thereds thi
bl ah and afterwards you find out t heyobve
laugh)o (p.9)

4. Anéitds also if we getfiweboachowi shreeabe
we al ways get an answer backéno compl aint
wedbve rung wedve always ended up getti

5. aéi f | had any questions at al/l I woul d a
answer éo (p. 11)

As the issues under this theme were mainly educational no absolute solution could be
found. This is reflected in the actions taken as illustrated in Figure 4-12, copied from
page 8 of the IAS document (Appendix 30). These five extracts also reiterate the
multidisciplinary nature of patient care, providing further verification in support of the

proposal to include a multidisciplinary team in this AR VPJ study.

-+
g_)—i

40. More recognition of impact of Patient interview | Ongoing/awareness raising: It was felt that little could be
previous negative care experience, the done unless patient’s notified medical/nursing staff of their
fear and anxiety of patient (e.g. central anxiety/fear. Good communication and rapport with

line had been associated with life- patients would facilitate disclosure. WS/Nursing/Medical
threatening infection on a previous staff

admission)

41. Inconsistencies in information - a Patient Ongoing: Suggested solution was for nurse

couple of patients recounted variations in | interviews representation at daily Vascular Meeting from 10-10.30 am
information received, and the feelings of WS/VCS.

frustration or anxiety this had caused
them, and in some instances, their

relatives.

42 Inter-professional communication — Patient Ongoing: Possible solution might be to provide patients
fragmentation of teams/care — some interviews with written information about the roles of health
patients felt that the different health professionals who might be involved in their care during
professionals did not communicate with hospital admission VSC/Vascular Team

each other

Figure 4-12: examples of communication issues and actions taken

Nevertheless, and partially by way of response to the feedback under this theme, inter-

hospital communication was also investigated and a new system of documentation and
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patient record transfer planned. This is verified in the following extracts in Figure 4-13

from an i1 ndi

vidual

y

forwarded | AS update re

improvement team, via email on 20™ May 2008.

2. Some patients appear to
‘fall through the net’ when
being referred from YY to XX
Hospital.

Patient interviews
Mapping

Vascular Consultant clinics are now being held at YY.
LVC and Consultant colleagues liaising with administrator
for YY access codes to computer information systems
such as PACS.

Each site holds separate sets of notes for patients. In
future 2 copies of each piece of patient information to be
made and stored in both sets of notes. Consultant
secretary currently dealing.

Electronic Patient Record should improve this in future.
All trusts are now required to develop an inter-provider
referral form, including a minimum dataset. Trustlead to
be identified and system implemented. This will mitigate
the risk of patients falling through the net.

11. Patient notes not always
available.

Mapping

New computer system CERNER currently being
implemented with case note tracking module which should
improve tracking and availability of patient records.
Improve the use of the Cerner queue (notes tracking) and
review the Courier service (BB)

Figure 4-13: examples of larger-scale response to communications issues raised by service users
and providers

Theme 4: Short notice/lemergency admissions

Although six of the eleven participants had experienced emergency admissions only two

patients briefly spoke about this part of their journey. Of these, as also mentioned in

Chapter 3, one patient specifically requested that their experience of being informed

about a short-notice admission be recorded because of the anguish it had caused. As

such, although lengthy, the verbatim narrative whichrecalledb ot h t he pati ent 6

wi f teabnsatic experience, and the strong emotions this had evoked, was included in

full in the interview report (Appendix 29, p.12, Figure 4-14).

“...the technician who did it said the vein was
underperforming, a restriction - that something would
have to be done and he contacted the consultant by
phone...He told me if | had any pain over the weekend to
seek medical help. When we arrived home...fair old drive
...someone had already phoned but there wasn't a
number we could ring back and eventually, about 5pm or
something, another lady phoned to say that provision had
been made for me to be in hospital first thing in the
morning (a Friday). Couldn't make it for two or three
reasons...made to feel guilty...message coming through
about how urgent this had to be done... Basically we was
told that this could cost me my leg...spent weekend
feeling extremely worried...”

Figure 4-14: anxiety caused by notice of urgent admission by non-clinical staff
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The ¢ o0 u p toacéras were also highlighted by the points for consideration included at

the end of this section in the Report as follows:

1. The possible adverse effects of short-notice of urgent admission to patients.

2. Would it be more appropriate for patients to be notified of short-notice/urgent
admission by medical staff or nurse practitioner?

3. The potential impact on the patient of being nil by mouth and cancelled for
theatre, more than once, following an emergency admission. (Appendix 29, p.12)
As a direct consequence an immediate change was made to existing practice for
notifying patients about short notice/emergency admissions. This had been actioned
before 1% November 2007 as recorded in the PhD journal and notes of the VPJP team

meeting held on 1* November.

iAt the Vascular Patient Jo°uNoveraberlProj ect
learned of the changes already being put in place as a consequence of findings
from the mapping exercise and patient interviews, and work the team had
already undertaken. The most notable of these were as follows:
1 Only medical staff would contact patients in future when short notice
admissions were advised. Waiting List Co-ordinator and admin staff notifiedo

The action was also recorded in the IAS document, albeit the specific date is not
included (Figure 4-15).

13. Patient reported great anxiety at not | Patient interview | Issue resolved: Patients to be contacted only by medical
being able to attend for urgent, next staff or nurse practitioner in the event of a short notice
morning, hospital admission for surgery, admission (VCS/VNP)

following phone call from X3X.

Figure 4-15: example of instant action to resolve issue raised by one patient

Since then the policy, at least within the vascular specialty, stipulated that any such call
must only be made by a qualified health professional rather than a member of the

administrative team as had been the experience of this patient.

This patient és nar r adediv@aptemdhiliustratestha gowaeadfs o i nc
patientsd stories. It also provides evidenc
and close family members (if appropriate), should be given opportunities to discuss their
experiences openly and frankly. The information offered by this couple would otherwise

have only come to light had they voiced their concerns in writing, as a complaint, which

neither had felt they wanted to do. Up to this point the team had not been aware of any

possible adverse effect arising from current practice; as such this was viewed as

poignant and valuable learning.
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This single issue subsequently received yet further attention from the SE Trust as
illustrated by an update report in a prioritised version of the IAS document, dated 22"
July 2008. As mentioned, this report was produced as part of my preparation for
withdrawal from the VPJP team and included prioritised actions as identified and
forwarded to me via email by the VPJP team. The following extract from page 7 of that
report (Figure 4-16), illustrates the action taken in response to the patient issue. It also
shows that further actions were planned and that ownership for these actions had been
assumed. This was in line with the key purpose of this document which was to promote

sustainability of the improvement process after my withdrawal from the project.

Issue Key Points Action Required Lead Timescale
13 Short notice of urgent admission— | In future patients will only be To be considered as part of Associate Director
impact on patient when they cannot contacted by medical staff or nurse overall review of of Communications
attend. practitioner. communication with patients and Marketing
being undertaken by MPH.
Director of

Need identified for greater clinical Also to be considered under Operations

engagement, particularly in relation Bed Management policy review

suitability of patients for short notice and No Delays Sarvice

admissions, betfer utilisation of bed improvement

spaces allowing for ‘headroom’ for
admissions across the specialities

Figure 4-16: example from the prioritised IAS document dated 22" July 2008

Another issue raised in relation to emergency admissions is reflected in the following
narrative (Appendix 29, p.12)

(Patent)i@ so | went in as an emergency but
anything was done..0 Patient was admitted on 4™ March and had surgery on 8"
March. Was made nil by mouth on a humber of occasions before finally having their
operation which took 8% hours.
The main issues that emerged from this narrative concerned the nil by mouth policy and
repeated delays to urgent surgery; issues identified not only through the narratives of
other patients, but also by the VPJP team through mapping as issues 9, 23 and 24 in

Figure 4-17 illustrate (Appendix 30).

9. Sequence of theatre booking and pre-op Mapping Ongoing: Under review through Theatre Strategy
assessment — requires a lot of phoning to Group/No Delay/18 week (VCS/VNP/BM)
arrange. Further solution would be centralised /up-to-date

information showing theatre lists/day surgery lists/
clinics and changes. VNP to contact xx manager

23. Order of theatre list confirmed from 4pm Mapping Issue resolved: Theatre lists now confirmed by
day before surgery 11am day prior to list. Secretaries to prompt
Consultants to ensure this will continue
Secretaries/Consultants]

24. Wards not aware of theatre listsequencing | Mapping Ongoing: Notification via electronic white board could
on day of surgery alleviate problem in future. Not generally a problem in
SAL (surgical admissions lounge).

Issue resolved: Ward staff not to feed patients until
15t theatre case has gone ahead and theatre list
confirmed — to include in Safety Briefing VCS/VNP
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33. A number of patients reported delays in the | Patient Ongoing/awareness raising: Improved

timing of their operation — this ranged from interviews communication between medical and ward staff would
surgery at the end of a day after being NBM all help to alleviate this issue. Medical/ward staff.

day to several days delay.

Figure 4-17: issues related to nil by mouth policy and theatre delays as identified by service users
and service providers

Figure 4-17 above is another example which reveals the different perspectives of
service users and service providers. It also shows why both perspectives are valuable,
with the solutions comments section providing further evidence in support of
multidisciplinary teams in patient journey reviews for the purpose of improvement. In
this instance, the VPJP teambés involvement
resolve these issues. One of which was simply to draw awareness to one of the
consultant surgeons of the consequences of simply altering his operating schedule on
the day of surgery after his list had begun. Other steps to resolve theatre delays, as the
comments in issue 9 (Figure 4-17) illustrate, would involve larger scale changes. With
regard to issue concerning confusion about
this policy was revised and ratified on 10" January 2008. The revised, clearer guidance
is illustrated in Figure 4-18.

WHEN TO TAKE YOUR MEDICATION BEFORE SURGERY

It is important to take all your usual tablets before you come into

hospital unless mentioned below. On the day of surgery you can

take your tablets with a sip of water.

Medicines notto take:

Medicine When to stop before surgery

NIL BY MOUTH

No food
No drinks

Please contact the Pre-operative Assessment Clinic on 01300

34xx90 with any further queries about your medication.

SE NHS Trust/10.1.08

Figure 4-18: revised nil by mouth guidance developed in response to issues highlighted by service
users and service providers

Theme 5: Relationships with healthcare professionals
The review of PCC literature made emphatic the significance of interpersonal
relationships in healthcare (Atwell and Caldwell, 2006, Curry, 2005, Douglas and

Douglas, 2005). Indeed, as the philosophy and principles of PCC highlighted (Gerteis et
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al 1993, pickereurope.org, 2014, Stewart et al, 1995, planetree.org, 2014), and as Webb
acknowledgediist af f have the capacity t(Webm20W& or b
p. 66). The significance of interpersonal relationships is also acknowledged by the

underpinning philosophies associated with the paradigm of qualitative research

(Schwandt, 2000, Swanson, 1991, Gallagher, 2004), and thus action research, albeit in

this context the impact of interpersonal relationships on team-working, change

improvement (Lewin, 1947, Carr and Kemmis, 1986, Reason and Bradbury, 2001,

2008).

In this AR VPJ study positive and negative aspects of relationships experienced during
vascular patientsd journeys can, asPatemevi ous
Interview Report (Appendix 29). Twelve extracts are included under this theme which

can be found on pages 12-15. These reveal that all patients experienced, at least at

some point, a relationship with one or more of the healthcare staff they encountered that

made a positive difference to their experience. Their verbatim accounts also make clear

that these relationships hadbeengr eat |y val ued. The opportun
their healthcare providers was important for many; whilst feeling supported, and being

given sufficient, clear and appropriate and timely information was viewed by the majority

as an essential part of an effective relationship. Factors also identified amongst the

empirical studies of PCC reviewed, for example by Kinmouth et al (1998), Douglas and

Douglas (2005) and Webb, (2007). The importance, and influence, of these one-to-one
relationships on healthcare experience is clearly evident in these extracts;

demonstrating consistency with the discussions and findings of the review of empirical

PCC literature, and the philosophy and principles of PCC (Gerteis et al, 1993, Stewart et

al 1995, planetree.org, 2014). Thetyafl sbasep
capacity to make or (Webbe2adt, pab6)pHawevee imthié sudyst ay 0
these patientsdé stories also indicated that
encounter friendly, thoughtful staff with whom they could build a relationship and who

would make them feel involved. The following quotes and others in the Report

(Appendix 29) provide insights that illustrate these points:

T néthe nurses were absolutely fantasticél
absolutely run off their feetéyou could s
just so much él usgth wothavtbdeangosesliahe
doctor s, do a fantastic jobésome of t hem
what they got to put up withéyoudd be sur
(nursing)ébut to me theyodorépw@aB)h their w

T Aél had a social worker thereéanything yo

very g 6mld)éod
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ﬂ

(Patient) RiTheawadg WwWs was realfl@n ftihrestd acy
the operation | was told to ringaat 3pm a
coul dndt get anyoneél got through at 5. 30
taken back in which obviously | was very
from surgical team would ring me and actually Mr X himself phoned me about
7pméand | t houwghtl yt hvetr ywasverry niceéwhen
heés always very good to me as wel |, I do
heds always inclusive, isné6t he3qwl3:¢hBat i en
extract was also included under the communication theme)

féthe only oneéwho didndét seem so friendl
my |l egsé (Patient still had open wounds)
wounddressingsiadded) 61 says theyb6re open woun
scanned all the way down them, and that was
the ceilingéthat was agon(@l4p (Diagnostic
fiéat night I coul dnot get hold of the n
nobody cameéand | t hougdstatnight?d nadtogetuptoal | t
go to the toilet on my own, I di dnot h
unhappy about it (normally uses a three v
nurses may | add were lovely, | 6 thisonet <c o]
particul ar nur se, |l 6ve tried to speak t
i mpatient with meéthen she saidébédondt f
i snot a private wardeéeand | |l ooked at her
asked wherethe é so she said o6wel |, |l 6ve only gof
very bad tempered that night and that was
fThe anaestheti st was very niceéhe came
meéhe even did a léottpelsdsketch for meé

fé | & been that happy with all of those nurses and anybody that works on ward

-t hat I actually went out and | bought t
know, i f it wasnot for their care, et c,
about ward - is | know wher e | am going, I know the
theydédre ald wpnté)yfulé

fésheds wonderful, if thereds egragtitiomer ng no

1 added). The last operation | went in for, | went in on a Sunday and she came
in and did all my paperwork, to make sure it was all done, and done correctly. In

fact, on occasions when | was down in the
one evening to take me for a walk around the grounds, rather than me just sitting
or being nexttothe hospital bedéshe is a stapld sheds w

These extracts also emphasise the multidisciplinary nature of healthcare practice. For
example, in this instance mention is made of interactions with an anaesthetist,
radiographer, nurse, nurse practitioner, nursing team, social worker and consultant
surgeon. Thus VPJP team awareness of the significance of their relationships with their
patients was readily raised when reading the interview report as this was inclusive of all
rather than focused on a single discipline. This was another shortfall identified from the

review of empirical studies of PCC which commonly focused on the perspectives of
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single disciplines and generally medicine or nursing (Kinmouth et al, 1998, Reeves et al,
2005).

In terms of identifying and raising issues for action from these extracts for inclusion in
the IAS document, this had not been particularly straightforward due to the individual
and often, onei off nature of experiences reported. Even so, albeit not necessarily
overtly, relationship (and communication) issues are highlighted in the report through
issues 25, 29, 31, 33, 35, 36, 39, 40, 41, 42, 47, 74 and 75 (Appendix 30). Issue 39, by
way of example is illustrated in Figure 4-19.

Patient
interviews

Ongoing/awareness raising: BM/VNP reported that a
plan/pathway had been introduced for orthopaedic patients
which might assistin resolving this issue. VNP/BM/WS to
follow up.

39. Several patients reported that they
would have liked more help with
washing/personal hygiene, especially in
the early post-operative days.

Figure 4-19: an example to illustrate how relationship issues were raised and attended to in this AR

VPJP study

Subsequent follow-up action to issue 39 in Figure 4-19 contributed to the development

of a new information leaflet in July 2008. The aim of this was to ensure that patients and

staff were better informed about what to expect during a hospital admission for a

femoral-popliteal bypass operation. This would also address issues raised under the

themes of communication and healthcare delivery. A copy of the leaflet is included as

Figure 4-20.
NHS Trust
DEPARTMENT OF VASCULAR SURGERY
YOUR TIMETABLE FOLLOWING A FEM-POP BYPASS OPERATION
DAY ONE DAY TWO DAY THREE DAY FOUR

The Physiotherapist will show you
exercises including breathing and
leg exercises.

Your wound will be checked and
any drains may be removed.

Youwill have a blood test today.

Your drip will be taken down
once you are drinking well.

Youwill have regular pain
control.

Youwill sit out of bed and be
able to use the commode for
toilet purposes. You may be able
to have a short walk today.

Youwill receive a blood thinning
injection once daily.

It is important for you to keep
yourleg elevated when sitting
and whilst in bed.

Youwill sit out of bed, and be
able to mobilise to and from the
toilet with supervision.

Take regular pain relief.

Doppler pressures (ABPI's)_will
be carried out by a member of
the medical team.

Overthe next few days the
Occupational Therapist will
discuss your home situation, and
make sure the correct equipment
is provided.

Yoururinary catheter will be
removed today if you are mobile
enough.

Ensure you have planned
your transport to take you
home with your family or
friends. You may be able to
go home on Day 3 or 4
following your operation.

If you are safe and the medical
team are happy, you will be able
to go home.

Youmay dress in your normal
clothes with advice from the
Occupational Therapist.

Youwill have walking practice
with the Physiotherapist and/or
nursing staff. Itis importantto
mobilise regularly throughout the
day.

Continue doing your exercises.
Take regular pain relief.

The Occupational Therapist will
assess your ability to transfer
on/off the bed, chair and toilet
with you.

Ensure you have planned
your transport for taking you
home.

Most patients will be discharged
home today

Before leaving the Ward today
your tablets, outpatient
appointment and discharge letter
will be arranged by the Ward
staff.

Youwill practice stairs prior to
discharge (if you have stairs at
home).

Take regular short walks.

Continue to dress independently
using the appropriate aids.

Confirm your transport
arrangements if you are
going home.

Figure 4-20: femoral-popliteal bypass information leaflet produced in response to issues reported
by patients
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Theme 6: Nurse workloads

Each patient and their care partner commented on nurse workloads, most commonly in
relation to their impact on nurse-patient relationships. Correspondingly, because this is
also an ongoing and commonly cited issue in reports of investigations into healthcare
failings (Kennedy, 2001, Colin-Thorné, 2009, Francis, 2013) service user perspectives

as described in this AR VPJ study are also included in the main body of this thesis.

Genuine concern was expressed by service users about the pressures under which
nurses were expected to cope and still deliver an acceptable level of healthcare. The

following narratives, from pages 15 and 16 of Appendix 29, illustrate this point.

1. fhe nurses were absolutely brilliant
and you could see that they were run off their feet, could see that, you know,
they were struggling to keep with you like because there was just so much
t heroeé
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These few verbatim extracts clearly demonstrate the significance of the nurse/patient
relationship and the perceived impact of nurse workloads on this relationship and patient
care. Perhaps not surprisingly, nursing staffing and workloads were raised as an issue

by both service users and providers as Figure 4-21 illustrates.

75. Nurse staffing/workloads Patient Ongoing: BM reported that nurse staffing levels within the
interviews surgical directorate are currently under review.
T_eam ) Ongoing: VNP felt that additional training should also be
discussion provided to enable nurses to care effectively and safely for
patients with increasingly complex nursing requirements.

Figure 4-21: nurse staff and workloads i an issue identified by patients and staff

As Figure 4-21 also illustrates this is an example of an issue not so readily resolved.

Nevertheless, the findings of this AR VPJ study, which also provided evidence-based
rationales from those who have first experie
time, strengthened the argument in support of a review. It also led to a proposal to

provide additional training for nursing staff to ensure they were effectively prepared for

caring for patients with more complex needs; in particular those associated with PVD.

The narratives in this theme, nurse workloads, and indeed all those included in the
drReport of Patient Interviewsdand this thesis, also demonstrate the potential of service
user stories towards enhancing healthcare education and informing healthcare policy.
Each of these statements comes straight from experience. There is no need for
interpretation; the messages they impart are clear and there is no risk of confusion like
Goodrich (2009) reported. For example, these make clear that some patients may not
ring their call bell because of their concern for nurses who, they believe, are already too
busy. The narratives also reflect concerns about workloads that are repeatedly identified
by inquiries into healthcare failings (Kennedy, 2001, Colin-Thorné, 2009, Francis, 2013).
These were also highlighted by the review of former empirical studies of PCC as
discussed in Chapter 2, including those that have examined the nursing perspective by
Reeves et al, (2005) and Aiken et al (2001, 2012). Findings which also clearly indicate

that the following goal of UK healthcare policy-makers has yet to be fulfilled:

i aision of a renewed public service ethos, a system that values the dedication

of staff and believes that trust is stildl
healthcare to be delivered by staff whoéa
constantly exhausted (DH, 2000a, p. 17)...0

By late 2011 it appeared that finally this issue was being taken seriously. For example,
the NHS Institute for Innovation and Improvement in the UK launched a Safer Nursing
Care Tool (SNCT) in 2011; a tool which is claimedtobeaési mpl e way of ass

safe number of nur s e s(Stepleeasdne2011¥. Adddeddo thisairr thie 6
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UK, the Royal College of Nursing called for mandatory nurse staffing levels. In the UK
between 2007 and 2011 the average number of patients per registered nurse was
reputed to have increased from 6.9 to 8.4 (Calkin, 2011) (although personal experience
brought evidence of significantly higher patient to nurse ratios than these). This may be
compared to California USA, where minimum registered nurse to patient ratios were
mandated by Californian legislation in 2004, setting a maximum ratio in medical-surgical
wards of 5 patients to 1 registered nurse, with the highest ratio set at 6:1 in mental
health settings, and the lowest at 2:1 in intensive care units (Aitken et al, 2010). Yet, as
Coulter (2002), Jenkinson et al (200a, 200b), Ball (2010), the reports by Francis in 2010
and more recently in 2013 make clear, short-staffing continues to impact on patient
experience, patient outcomes (mortality and adverse events) and the efficiency and

guality of care, as the service user narratives in this study also affirm.

Theme 7: Healthcare delivery

This was the largest section of the interview report spanning from page 16 to 25, and

containing 23 verbatim extracts which related to care experienced across several wards

and including a medical assessment unit, at the SE NHS Hospital Trust. Locations were

not identified in the Report (Appendix 29) to respect confidentiality and to prevent

judgement. On the whole, the participants gave positive accounts of their healthcare

delivery. In this context the following examples are included primarily to demonstrate

the diversity of the issues discussed, but also to highlight their potential as catalysts for

change or learning. The first extract, drawn f r om a patient 6s recoll
catching first sight of their newly amputated limb, could, for example, be used as a point

for reflection on current practice.

fiél was sat in the bed thinking doctor | ook,
came along, well | say lucky enoughé and t|
sheets and | got to see it anyway without 1
really that bad to be honestél got omgvery
and that everything had gone alrighté€ébo

The following extract represents the views of more than one patient who expressed a
desire for physiotherapy sessions to also be made available outside of the ward

environment

ewould |ike t hcaivsee ,d oonre emvoerneé esxcemmet hi ng b
xercises | h a the physios would come r oul
hysioterroris

n the Zi mmer
f f t he ward t

ame, s o |y otuothdvi jopevsemewhereva | k

o}
dé
ts! éyoubéd get one of them col
fr
0 do somethingéo

O OT @

Thus this was raised as an issue (Figure 4-22).
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44. Patient would have appreciated Patient interview | Ongoing: OT would look at possibility of providing
greater variety of physiotherapy, with off alternative activities for amputees/patients with longer
ward activities suchas use of gymor admission times

swimming following amputation

Figure 4-22: response to patient request for more varied physiotherapy sessions

The experience of the following patient, from which only a very brief insight is provided,
might be used as a poignant, and clear, example to educate, or remind, health

professionals about the importance of effective pressure area care

éthe worst t hi nlgecaretratl had was e.because | hadfto stay in
ed | developed a big sore on my heel, whi

T N

(I nterviewer) ADo you think they could hav:

(Patient) AWell , | wodwmndrdal patent eare pphavdbednl v e x p ¢
|l ooking for signs or to prevent maybeél do
or something... éethe pump (VAC machine) éi i
therebdbs a question over t headpsuthiadiffeesce of t h
and | said well, am I allowed to have this
reason, really, that | was in there for the last fortnight was to have this pump on me,

there was no other treatment that | was ge:

( Spous e) itfeéneda waste of a hospital bed.o

This patient developed a pressure ulcer which required on-going nursing care for
several months. It later transpired (from an evaluation interview) that, unfortunately,
approximately one year after this admission, the same patient had been re-admitted to
hospital for a life-saving below-knee amputation. This was necessary because he had
acquired a life-threatening infection in the limb which had spread from the ulcer (also
discussed in the next chapter on evaluation). As previously highlighted, in this chapter
and Chapter 3, other patients from this high risk group also reported developing
pressure ulcers either prior to or during their hospital admission. Consequently their
narratives collectively contributed to issues 44 and 75 raised in the IAS document with
regard to pressure area. These were mentioned in earlier in this chapter under Theme
3, communication and information, and included as Figure 4-10. Solutions to those
issues included additional resources and a proposal for additional staff training.
However, three further issues were identified fromt hi s pat i eandiidudedmr r at i

the IAS document (Appendix 30) as Figure 4-23 shows.
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63. One patient felt that he should have | Patient Issue partially resolved: VCS reported that patients may
been able to continue with VAC therapy | interviews now be discharged with portable VAC if PCT accepts.

following discharge, or been discharged | Mapping
earlier with VAC therapy.

Ongoing: VSN reported that Service Improvement Manager
64. Access to VAC therapy in PCT’s Mapping is currently looking at provision of VAC therapy following
discharge with Trust commissioners/ procurement

65. Some patients reported delays in Patient Ongoing: Possible solution — VNP to liaise with BM with
their out-patient follow up, or no follow interviews regard to possibility of dedicated Vascular Nurse
up appointments. Practitioner phone line for patient access.

Ongoing: VNP currently looking at improving follow-up for
diabetic patients.

Figure 4-23: issues and responses related to pressure area care

Further reference to this patientods exper.i

in the following chapter.

The next examples demonstrate how the hospital environment can significantly affect
the pat i e n pedienice efhealthcare delivery. This aspect of healthcare was the focus
of a study by Douglas and Douglas (2005) the findings from which are critiqued in the
literature review. Different issues were raised by the patients in this AR VPJ study,
although several, like the patients in the study by Douglas and Douglas made reference
to factors such as accessibility of the environment, importance of an outside view, and

their lack of control over environment in terms of lighting, heating or noise.

e

1. "éve were in the annexe of that wardéthe

how poor the planning was, not by the people who now run it but by the people
who originally built it, because itos
daylight comes in i comes in from what | call factory type windows right up at the
topéités an old building... original

Iy
new vascular units. .. Hoped ully in th

n

t

n

e

h
f

2. (Spouse, talking about post-operative period) féwas at this rathe

think you were complaining a bit about it being very busy, people going passed

the bed that you didndt know who they wer
were goingéeventually you were enoivwagd él t h
a more serene end of the ward. o

3. iéwould |Iike to have gone privatelyél don
mind being in a ward of about 6 but when
that épeople snoring, coughing, I coul dnbd

4. héafter a very short while, I was moved i
thereéthe only thing | will say is that,
ill éthe hard bit of being in a side room,
morecomforta bl e and | uxurious, which in some w
side of it which isndét so good and that i
actually do somethingécheck you overésupp
dondt see a soul égonthoséitbBe homaonly |
limited visibility as well éit can be very
on in the ward that you watch, you know?
guarantee you that anyapatyi evetd | ,t loate&s i at
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Although the structure of the building, as mentioned in Narrative 1, was not something

which could be readily addressed by the VPJP project team, these findings were timely

in light of proposals for a new-build in which the vascular specialty would be housed.

The last extract also offersa poi gnant insight into the pat:i
side room. This was acknowledged and responded to as an issue (Figure 4-24) and

offered a point for consideration in the new design.

30. Patients who had side rooms Patient Issue resolved/review: New surgical build contains single
reported feelings of isolation at times interviews rooms with internal windows giving visibility of ward area so
that feelings of isolation may be reduced. The windows will
be provided with blinds to enable privacy when required.
VNP/WS

Figure 4-24: addressing the issue of isolation in side rooms

A number of powerful messages were also offered about healthcare delivered by
nursing staff, particularly in relation to post-operative care. Although only 4 comments
are included they provide valuable points for consideration by those striving to strike the
right balance between caring for and enabling independence in patients during the post-

operative recovery phase.

1. Aéthey did santd b&l pt meptmewashél think |
woul d have appreciated a bit more hel péma
somet hing but | just felt so drainedél th
help you, | wouldnét have said no. o

2. iél tihi mkas the day after 16d had it (opert
didndét feel Iti kdeo daoniyntgh,i ncgoéullddwnabnt ed a was

These two narratives contributed to the development of a new care plan for patients
undergoing a femoral-popliteal bypass operation shown in Figure 4-20, and the
identification of issue 39 illustrated previously in Figure 4-19 when discussed earlier in

this chapter.

The following Narrations, 3 and 4, by comparison, illustrate the significant difference that

staffcanma ke to patientsd experiences.

3. fitwas a great blessing to me that | was encouraged to be up and on my feet

within a short timeéHad | not been able t
recovery could have been longer, | think.0 (Spouse) fNot only physically but
mentall yéthey do it for physical reasons

4. frhe thing that really sticks in my mind, immediately after the op, in the recovery
room, was the dear lady who stayed with me, and listened to me blubbing...She
wasa great comfort and | 6m very grateful t
who she was except that that was maybe her job to look after people who had
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just had an operation, but | do remember being very confused and saying the
classic |Iinéélbwhieke aon W&ve my hand h
great comfort fromésubsequently, in t
another blubbing fit and a nurse came and held my hand, again it was of great
comfortéo ( account from male patient)

el dé
he w

There were several other issues highlighted by the extracts under this theme from which

catalysts for change were also identified. However, many of those, like the ones

identified from Narratives 1 and 2 above, were also common to other themes.

Narratives 1 and 2, for example, also contributed to an issue also identified from those

under Theme56ér el ati onshi ps wit h ,dndtaus thddewlopemmenpr of e s
of a new post-operative care plan. This emphasises the interrelatedness of many

individual elements that comprise patient care, and emphasises the challenge faced

when trying to determine specific issues.

Fourteen points for consideration were also offered in the Report under this theme for
discussion by the VPJP team. Some of these are listed here to enable a sense of the
focus of the narrative included under this theme. Other discussions in this chapter will
show that many of the issues these influenced had also been highlighted through other
themes as illustrated in brackets below. This is also evident from Appendix 30, the IAS

document.

=

Communication skills, including attentive and effective listening. (issues 35, 36,
37, 41, 42)

Consistency and accuracy of information (issues 35, 36, 37, 41,42

Value of therapeutic relationships for patients and their families.

Patient washes; early post-operative period (issue 39)

Availability of pressure mattresses/pressure area care ( issues 44, 75, 63, 64)
Patient medication and pain management (issues 25, 26,27),

Off ward physiotherapy sessions (issue 40),

Side rooms T isolation or luxury? (issue 30)

Location of patient on ward (issue 22)

Releasing Time to Care - The Productive Ward, national initiative by the NHS
Institute for Innovation and Improvement 2007

=4 =4 -8 _a_-_a_-8_-98_-9a_-°

The latter point in the above list relates to The Productive Ward, an initiative launched

by the NHS Institute for Innovation and Improvement in late 2007. This encourages

ward staff to take responsibility for improving the efficiency of their ward with a view to

freeing up more time to spend directly with patients whilst also cutting costs (discussed

in more detail in Chapter Six). The findings of this AR VPJP study indicated that
Productive Ward would pr-omddmodael apprwoeprchte
nursing staff to address any ward level issues unearthed during a Patient Journey

project. As such, it had been highlighted to the Trust following my attendance at a
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launch event in Basingstoke in November 2007 (this was subsequently implemented at
the SE NHS Trust).

Theme 8: Privacy and dignity

Respecting the privacy and dignity of patients is an issue that has received considerable
attention in the media, by healthcare watchdogs, the Government, healthcare
professional bodies throughout recent years (discussions in Chapters 1 and 2). It has
also been investigated through empirical research, for example Chochinov (2007).
Interestingly, only 5 patients in this AR VPJ study specifically commented on this aspect
oftheircare, al beit without actually ushadgott he ter
encountered any problems; but two, regrettably, had uncomfortable experiences to
recall. The first extract, which also reflects comments of other service users who
participated, illustrates why it would be helpful to ensure that the name, role and grade
of each member of staff is clearly visible to patients

1 neél donot know whet her he was a doctor or
he came the one day to wash meéthe book w
does anyone want big boobs like that? Would you like big boobs? And | thought

no way are you washing me, I 6m sorry, and
was doing his job but | didnét I ike him s
didnoét Iike it so | removed the Jordan bo

T AWhat s he dundressedrse, totalyhand then she went off to do

somet hing else but, when she went of f, s h
big gap in the curtains and | couldndét do
there were people walkingup anddownandlifel t terri bl eél felt

couldnét do anythingébo

The second provides a poignant insight through which reflection on practice can be
facilitated. At the conclusion of this section in the Report (Appendix 29), the points for
consideration asked the team to think about the potential effect on the individual of not
maintaining privacy and dignity; arguably a key requisite of patient-centred care. No

specific issues were raised in the IAS document.

Theme 9: Cleanliness and infection control

Around the time of the interviews there had been extensive media coverage with regard
to hospital cleanliness and hospital acquired infections. As such, it was encouraging
that participants had not placed greater emphasis on this topic. Seven out of 11
commented and the majority of these praised current standards. Interestingly, one of the
most positive comments was received from a patient who had contracted MRSA during

a past hospital admission.

1. (Patient-pr evi ously MRSA+) fAél al so nareditoced | :
guite a few of the hospitals ...theydve g
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e

the otherséo(Spous
n the

R |
cleanél 6ve see oing

Q

)
m

screensand allthat... ( Pat i eunste)d fiéo wat ch
doing everything they coul d,
bi ggest problem | personally

se old buildi
ound with cl o
them every c
they coul dnb
feel s the

2. ie¢educate, educat e, eadaringthetpablicrathérfhantstafe nt wa
fadded) on the cleaning side of it. t he
term éand whenever a bed was empty you wo
l ook, therebs this bed empt wtgotaunofithei t mi gh
bed to go to the toilet and i mmediately t
and wipe i06 all roundé

3. (Relative) fnéwhat about that nurse that t
bot her to wipe her handséandbnthebackafdee nt nu
hand and she didndét bother to go and wipe
went into the ward, theydbve got them al/l
wi pe your handséo (I'nterviewer) fAédid yo
nursédfPadient) AYes, they were very good |
fever, didndét she?0 (Relative) fébut she
sneezing on peopl e. I didnét think that

These extracts reveal that patients and their relatives are natural observers of day-to-

day healthcare practice and, as such, are in a position to provide well informed opinions

about where improvements may be made. Issues for consideration at the end of this

section included

Alcohol gel dispensers

Hand washing

Education of visitors

Consistency of thorough cleaning across all environments

E E EE]

Other service user narratives included in the Report also indicated they believe that

more needs to be done to raise

publ i c

awar en

preventing the spread of infection, particularly when visiting hospital environments. Their

insights also led to the inclusion of issues 52 and 53 in the IAS document (Figure 4-25

and Appendix 30).
52. Cleanliness — some patients had Patient Issue resolved: Improved during last 6-8 months with
reported observing inadequate cleaning | interviews introduction of Rapid Response team
53. Availability of alcohol gel Patient Issue resolved: No issue over availability. Responsibility of
interviews ALL to ensure that empty dispensers are replaced or
reported.

Figure 4-25: issues related to infection control

Theme 10: Hospital catering

Patients, on the whole, indicated that catering provision at SE NHS Trust was

satisfactory; the influence of individuality on perceptions was strongly evident in this
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section. Thefirst extract also provides evidence of

about hospital services

1. Lousyéwhen | went in, in 2000 éthey had
their own foodérecognisable and tastyénow
hotbaki ng systemé they bring it in and obuvi
a required standard, enough to kill anyth
main trouble is, it is often unrecogni sab
workingtoalow budget . éon the telly th@&Cother
hospital. Theydre allowed A2.60 per day,
theyébre dishing up new potatoes and god Kk
l ocall yéitds nomtmecdaoamiomdg riarctforrameésan alter:H

could pay the hospital an extra £1.00 per day and get something better...0

2. ildm not a big eater, the food | had was
was there | would have a élndsaidhtéo hmy ed a
|l 6ve had a very strange meal today but 120
Only thing | could complain about was t he
bit of sugar wusuall yhaveiut itmetyhewo@l dndt | e

3. Aét mewdf was excellentél said compliments
because they were so niceél really enjoye

4. ihégenerally speaking the grub was ok bear
large quantities of ready-made meals, and there was a fair choice. Something
which did irritate and cause concern was the fact that my diabetes advisers tell
me | should inject myself about 20 minutes before a meal. In hospital, one never
knew when it was 20 minutes before, and oft times | was using a needle only a
couple of minutes beforeéas soon as the t
needle in and that would only be about th

5. iémy favourite beverage is teaéat an ear|
suggested that | should drink skimme d mi | két hi s has now becc
preferenceéSki mmed mil k was never availab
have been preferableéor | ittle sachetséod

The penultimate extract highlights the significance of the timing of meals to diabetic
patients. As Figure 4-26 illustrates this was an issue raised and attended to the VPJP
team. Interestingly when the availability of skimmed milk (last extract) was first reported
as an issue this was not considered significant by some members of the team.
Nonetheless, when this was revisited at a later date, reassurance was given that
skimmed milk or any other specific dietary requirement or preference would be provided
if requested. A paragraph to this effect was subsequently included in revised patient
information admission leaflets following a hospital-wide review. This issue also provides
an example of a difference between the perspectives of patients and healthcare staff

about what is important in healthcare.
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47 A diabetic patient felt it would have been Patient Ongoing/awareness raising: Meals arrive at

useful to know when meals would arrive so that | interviews approximately same time each day on the wards.

he could have his injection as usual 20 minutes Possible solution — increase patient awareness during

before he ate. admission and in patient information leaflet
VNP/WS

43. Several participants felt that the hospital Patient Closed but noted: No immediate solution but it was

food could have been better. They also interviews generally believed that catering had improved since

reported that they did not always get the food the time of patient interviews.

they had ordered. Suggested looking at CXC
Hospital ‘in house’ catering.

49. Tea trolley/urnfor visitors to use was Patient Ongoing: Larger mugs are now available on some
suggested, or option of buying a drink on the interviews wards. WS to liaise with
ward. Larger mugs were also requested. Matron/PALS/Housekeepers to explore possibility of

providing drinks for visitors.

50. Availability of skimmed milk for patients. Patient Issue resolved/awareness raising: Housekeepers
interviews can obtain this for patients.

Ongoing: WS to liaise with h/keepers and check
Admission to Hospital leaflet with regard to information
giving to patients who require special dietary
requirements. WS/VNP

Figure 4-26: issues related to catering as raised by patients and attended to by staff

Theme 11: Patient-line (Hospedia since July 2009)

Patient-line, or more specifically the ability to make and receive calls at the bedside, was
appreciated. Eight patients commented on this service and each considered it too
expensive (Appendix 29, p. 27-28). According to one patienti € P a t-lin@isian
absol ut eAnotheppatiert uggested that all those who are eligible for free
service should be notified of this. This patient, a former nurse, believed they were
entitled because they were a healthcare professional. However, they had not
discovered this until after their discharge from hospital. One patient remarked that the
charges might have been more acceptable fi..if you knew the money was going into the
N H S Where pay phones were available some patients had reported difficulty in
accessing these, either because of their location, or because they were surrounded by
hospital equipment. Their location also caused issues in terms of maintaining privacy
during telephone conversations. Although these issues were acknowledged by the team,
current contractual obligations meant little could be done to improve the issues raised at

that point in time as the response in Figure 4-27 illustrates.

51. Patient-line — complaints about cost, in Patient Closed but noted: Until contract with Patient-line
particular calls into hospital. Patients would be | interviews providers expires - no solution could be offered.
more accepting if charges were benefiting

hospital.

Figure 4-27: patientline, example of issue not immediately resolvable

Theme 12: Visiting
It was clear from listening to patients stories that visiting was often the highlight of their
day. Generally the visiting times were acceptable and most patients were confident that

if they had not felt well enough for visitors the ward staff would intervene and restrict
164



visiting appropriately. Nine patients commented on their experiences and each was
included in the Report. The significance of visiting had also been highlighted by Douglas
and Douglas (2005) and Webb (2007) in addition to being acknowledged as one of the
fundamental elements of PCC.

Where visiting had been limited, patients in this AR VPJ study had recounted feelings of

isolation, loneliness and boredom. Their stories also revealed that the majority of these
patientsd relatives had at | east half an hou
impacted on the frequency and duration of visits. One travelled by train and explained

how this took longer and was more complicated than necessary because

iThereds no direct bus from the train st.:
the station to the town and change busestoget t o t he hospital éo0

Two relatives reported difficulty in visiting, either because of their own health (one had
Parkinsonbds disease) or because they were al
(a disabled daughter in this instance). Once more indicating why patient (person)-

centred care must also involve and consider the impact on relatives or other care

partners. Other issues raised, in this instance largely by relatives, included the following

(Spouse) fAl did think & obetmeeemsbhadyiwag olmc
(Patient) AEspecially in the far end of th
know? You couldndét get to the sideébo (Pat
to sit out in the middle of the ward... very difficultfor t he st af f é0

Bed space was also identified as an issue in the study by Douglas and Douglas (2005).
This was raised as an issue in this AR VPJ study but was not immediately resolvable as
Figure 4-28 shows

45. Space between beds was described as Patient Closed but noted: No solution to this problem other
‘horrendous’ — not enough room for interviews than ensuring minimum bed space criteria is met in
patient/nursing staff or visitors accordance with infection control/health and safety

regulations. New build has single rooms. WS/VNP
Figure 4-28: issue identified by service user insufficient space between beds

(Spouse) Anéfrom a visitords point of view |
would quite happily have paid for a coffee. They come round with a trolley for
patients €l ong wal k to the caf®éespecially for
The indirect request in the last narrative for visitor access to drinks was also raised
under catering; issue 49, in Figure 4-20. This is another issue that highlights the

importance to patients of ensuring the well-being of their visitors.
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Theme 13: Car Parking

Five patients, or their care partners, mentioned car parking and their narratives are also

available in the interview report (Appendix 29). The main issue concerned cost, for

examplei éteh price of the parkingé.SimlaBtoed a day f
comment about Patient-line, one patient had remarked thatii . . . i f t he money v
pl oughed back into t he Howesep the raulti-stbreywap patk dtn 6t m
SE NHS Trust meant finding a space to park was not an issue and this was valued.

Two additional, separate comments were

ent ) é was a | othogghwaresgmetoarasiona | k |, I

ati it
e got the French doors from the day
0

o<

P
u
r

T D
» O™
~ O

T (Spouse) fAnél ended up using the Park and
not available on Sundays. Principally because | - generally speaking - was there
for well over four hours, which was going to cost me £6.50, and Park and Ride
was£1l50, so t hat woaltHoelitwasa bit & a nuisahde when
you were carting stuff aroundé therebs a
parkingédoesndt occur noweo

Yet more issues for consideration had been highlighted (Figure 4-29). The AR VPJP
team had agreed there was little that could be done about parking costs at the time, but
the issues relating to concessions, the availability of Park and Ride on Sundays, and
ways of improving access, for patients, or visitors, with reduced mobility, would be

further explored.

69. A number of patients recalled the long Patient Ongoing: BM to liaise with PALS. One possible
distance from the car park/entrance to the ward | interviews solution might be provision of a volunteer driven
(admission and discharge) electric buggy service between car

park/hospital/clinic/ward

70. Wheelchairs for patient use not always Patient Ongoing: BM to liaise with PALS.

available. interviews

71. No direct bus to hospital from train station. Patient Issue closed but noted: Unable to resolve as
interview responsibility lies with local Council.

73. Patients and visitors felt the parking was Patient It is believed that some money does get paid back to

expensive. Would be more accepting of the interviews the Trust by Q Park — BM to obtain further information

charge if some of the money was being utilised
by the hospital.

Figure 4-29: car parking and access issues reported by service users

Theme 14: Discharge

Patientsd exper i en ccensidemlly. Ekirasteflora 6 gatentswenre i e d
included in the Report (Appendix 29) as they provided specific issues which needed to

be addressed. Amongst these included the availability of wheelchairs as one patientd s
friend had only been able to find a broken wheelchair when they had come to collect

them. This had meant that the patient, with significantly reduced mobility, had to walk
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the long distance from the ward to the car park. Issues highlighted here also contributed
to those identified from the narratives themed under car parking as issues 69 and 70
(see Figure 4-29). Even so, the availability of wheelchairs is an example of an issue

also identified by staff as Figure 4-30 illustrates.

54. Wheelchair provision Mapping Ongoing: Looking at long term wheelchair provision
with EM Centre (OT).
Issue resolved: Short-term loan for inpatients has

improved (OT)

Figure 4-30: issue identified by service providers

Conversely, another patient recalled

éno problems with dischargeé
n a wheelchair straight wup to
yjamas and a dressing gownéo

Yet another told his story of how he had been discharged to another hospital, something
which he described as a very negative experience and one which since then had
strongly, and adversely, affected his perception of any future in-patient experience. He

stated that he had

nehatée experience €& had felt very |l onel:
had costa fortune (E75-added) ¢é the family had been
of the distance éthe food had been awful
organised for a districtnursev i sit after dischargebo.

The patient had to arrange the latter from home. He also mentioned that more support,

both emotionally and psychologically would have been very welcome during this time.

72. A number of patients reported receiving Patient Issue closed/awareness raising: Unable to resolve -
poor care following transfer to other hospitals. interviews other than to ensure patients are fully aware of reason
for transfer and what to expect.

Figure 4-31: poor after-care, an example of an unresolvable issue

AsFigure4-31 il lustrates, the issue identified fr
was unresolvable. This was because it was out of the jurisdiction of the SE NHS Trust.
Nevertheless, the VPJP team were also aware that issues existed in relation to patient

transfers from SE NHS Trust to community hospitals as the issues in Figure 4-32 show.
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57. Community hospital admission criterialimit | Mapping OT discrepancy over definition of rehabilitation for
access to amputees patients continues — no immediate solution. Problem
generally arises because of patient social issues

58. Community hospital bed availability (delays | Mapping Ongoing: Community hospital bed availability is an

discharge or transfer) ongoing problem which is likely to remain unresolved
because of probable future cuts in the number of beds
by SHA/PCTs.

Historic issues between Social Services and hospital
regarding provision/funding/availability of longer term
care also continue.

VCS reported that of SS Housing is currently looking
59. Unpredictable length of hospital stay Mapping into assistance for patients who have no fixed abode.
(amputees) Ongoing/awareness raising: VCS recommended
that, whenever, possible details of patients who are
likely to experience social problems on discharge be
flagged up to Discharge Liaison, including prior to
admission if possible

Figure 4-32: issues related to in-patient hospital admissions as identified by service providers

Another patient had felt they were

Aipushed out of the hospital far too quicl
but there was a lot of shuffling going on with the beds, a lot of shortages of beds,

Il think theydéd closed down ward X but the
were coming ineéo

Al though this patientdés experience did not r
aspect the current patient journey that had been identified as a problem (Figure 4-33)

not only by the VPJP team but also the wider SE Trust.

60. Delayed/untimely discharges Mapping Ongoing: ongoing review on a Trust-wide basis
through rolling Audit reviews. Discharge Chaser/XX
Trust Management/Matron, Surgical
Directorate/Matron, Orthopaedics/Trauma

Figure 4-33: issues concerning patient discharge identified by service providers

The contrasting narratives in this section, like those of others, once more reveal a

variety of ways inwhicht he vascul ar pat iidluencéds Theymlsao ney c a
clearly emphasise the depth of insight into hospital practices and services that many

service users possess as a consequence of their first-hand experiences. This strongly

indicates the value of listening to their stories when seeking improvement.

Theme 15: Transport
Five extracts were identified under this theme. Some of the issues raised also related to

the section on visiting.

1. (Spouse) AThe only downside wedve got 1is
has got diabolicaléit dondt turn upéthe s
done from a call/l centre. For exampl e, t h
12 o6cl ockévwveea eararti waucarter to half past ni
was in a regular taxi.o (Spouse) fAWell,
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These issues later received attention from the VPJP team. Transport issues had

already been highlighted to SE NHS Trust through other means, and the service was

currently being reviewed. The team was also in the process of addressing the second

issue, awareness of which already existed, by introducing, whenever possible, same

day appointments through a new central booking system which was soon to be

implemented within the Trust.

4. Several patients had a considerable distance
to travel to XX and would appreciate same day

appointments e.g. consultant appointment, pre-
op assessment, duplex scanning.

Patient
interviews

Ongoing: Same day, drop-in, pre-op assessment
commenced 5/12/07 but has not proved successful for
patients with PVD. Several patients declined
opportunity due to time factor.

Ongoing: Same day appointments for 4 key
diagnostic tests under review through No Delay/18
week project VCS/IPM

68. Hospital transport not turning up when
booked through central booking system—
missed theatre slot; missed appointments.

Patient
interviews
Project Team

Ongoing: BM to liaise with CEM for possible
solutions.

CVS§ felt it would be useful if electronic records could
have an indicator to identify those patients who rely on
hospital transport

Figure 4-34: hospital transport issues as identified by service users and providers

Theme 16: Outpatient appointments/follow-up care

This final theme provides a somewhat rare insight into pa t i eerpererices following

their discharge from hospital. For this group of patients, who live with a long-term,

debilitating and complex condition their journey was ongoing as these narratives, and

others in the interview report will illustrate. Twenty extracts are included under this

theme in the Report from pages 31-34 (Appendix 29). A selection of these is included to

demonstrate, once more, the variations between and thus individuality of experience

within one single theme. These narratives also provide an otherwise rare and poignant

insight into pat.i
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2. (Patient) Aéthe hospital are so worried a
ité(Condwldtdaend) | ast words to me, me mai n
other one wup in cotton wool, thatodos the o
sai d, if you do something to that one the
(Partner) disstargéscary,

The patient in the narrative extract 2 was still coming to terms with an unexpected,
emergency below-knee amputation of his good leg, and, very understandably, was keen
to obtain further information about a spinal injection he had heard of from another
patient which might prevent him from losing his remaining leg. The following extract also

provides a very brief insight into how his health issues were significantly impacting on

his life
fél 6ve gone back to the sethelegowassamaved, o whi c |
even nowéwhie(nl olcébamt )athospital él put my | eg o
got to sit downéthis foot will absolutely ¢
definitely a probleméd 6édwldd I bkte It oc yrod th ag
because the | ob é mkhispghtentavasianagoentet) . . . 0 (

Two of the 11 patients mentioned that they had acquired an infection

i él1 was sent homexmwdand men amd esdiidbntéhat th
resultsofaswabthat theyéd taken while | was inéit
infectionéso | went on two dosd®s of antibi ¢
Aféewhen | went down with the MRSA our own Gl
antibioticséthe | eader of ytélse edirsatnrgi dth en wra:
team upétold me the ambulance will be ther

Other issues highlighted by the patients, or their relatives, included those such as the
sourcing of mobility aids from the Red Cross, rather than the NHS; hospital waiting times
for follow up appointments; the implications of repeat hospital visits on other family
members, such as time off work, when patients require assistance; one patient missing
essential regular check-ups at GP surgery because they could not afford the cost of

travel; accounts of debilitating pain, including

iéel can walk to the supermarket, well near|
roadél é&m scared of crossing roads so | wai f
eased so |l candash alongwitht hemél t i s a bit embarrassin
the road and youbve got your grandchildren
and | have to say Ohang ondéo

Afél 6m better with one |l egébut 1 dm still wali
is getting worse all the time, in fact it d:
ages agoél can hardly walk nowéitds so pai.
this leg is the only thing thatoés stopping

Another patient revealed how his surgery had continued to strongly affect his way of life

and well-being since returning home:
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féeven now you get that sort of emotional 1
effectséthis is the annoying thicagiéthe sur
Therewasnofollow-up at all on that. t was only b
fadded) had actually the same operation as
I had been experiencing. t he sddordg(@ndof i s «
c oul dn 6 topechtivelyp fdesd gave booklets and patient started to keep a diary
whichhelpedi det ai |l added) éyou feel cut off, awif
running round behind youédoctors 3 times a
hel pl ess. 0
This patientdés experience, as previously men
issues being raised. These were still receiving attention several months later as the
following example from the Prioritised IAS document, dated 22" July 2008, in Figure 4-
35 illustrates.
Issue Key Points Action Required Lead
35. More written and Good communication and Review ward round Medical staff
verbal information for information are recognised procedure — possible
patients on plan of care, | as central to delivery of high solution suggested that
future prognosis, quality care. doctors’ discussions take
adverse effects place away from bedside,
including possible Despite patients speaking if practical.
psychological adverse very highly of their overall VNP/Patient info
effects of anaesthesia perspective of Review patient literature — | consent
and the do's and don'ts | communication, both verbal VNP been asked to join group/consultant/I T
of post-operative and written, it was felt that patient info/consent group
recovery, efc. there were still some areas which aims to address Patient Experience
for improvement. these issues for XXX. Trust | Commitiee — DNS
36. Overall to consider purchase of
communication was XXX currently looking at EIDO leaflets. LVC
good but at the bedside | possibility of introducing
patients reported that patient experience tracker, Look at providing
the doctors sometimes possibly from Dr information website for
talked over them to Foster/Picker for gathering vascular patients.
other members of their patient feedback following
team, in a language inpatient stay. Itis
they did not understand. | envisaged that this would be
a Trust wide initiative with
monthly feedback of results
fo wards.
Figure 4-35: examples of ongoing issues and evidenceofor i ent ati on to PCC in key
through reference to Picker Institute
Figure 4-35 also reveals evidence ofthe SETr ust 6s interest in foll
and philosophy of PCC through reference to the Picker Institute Europe (2011, Sizmur
and Redding, 2009)i n t he key pointds col umn.
And, finally, an insight into the potential consequences which may arise if a patient fails
to receive appropriate post-operative follow-up.
(Spouse) fAnéwe went up and saw one of the t
operative scan. wedbll organise that and t|
notification of the scan within 2 week s . Well, we got notificat
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going to be d
sai dél am cer
weekséchecked

r another month, or mor
hat my husband shoul d b«
etter andouaeoguderigphck t o |
1
I

e

in

he
come up next weekéwent for the scanépart o
anyway in a dangerous wayéback in (hospita
weekéWhat worries meéif we hadndt actually
checked, it would not have been found and, 160
emergency, so thatoés a |little bit concerni.
although everything appears to have gone al
Dave (name changed), neitherour GP nor anybody at the hos
May, and | dondét know if there i(d ndweppyoeave
October 2007)

By way of response to the issues that had been highlighted by these narratives, the
VPJP team produced new guidelines. These were ratified and introduced in February
2008. As Figure 4-36 illustrates, these make clear that all patients who had undergone
surgery for a femoral-popliteal bypass graft, or other vein graft, required a post-operative
check. These guidelines aimed to mitigate the risk of another patient experiencing a
similar issue.

Vein Graft Surveillance Guidelines

« Allvein grafts must have a 6 week post operative graft surveillance
duplex scan.

+ [fthe 6 week scan reports any abnormality, the consultant will review
the report, organise any relevant treatment and request a further
duplex scan.

¢ |[fthe 6 week scan reports no abnormality the patient should be booked
for a 2M surveillance scan in 6 months by the Vascular Technologist.

« |[fthe 6 monthly scan reports no abnormality the patient should be
booked into the Doppler Clinic for 8 monthly ankle brachial pressure
measurements.

« [fthe 6 monthly scan reports any abnormality the Consultant will
reguest an appropriate follow up scan.

Figure 4-36: vein graft surveillance guidelines i a response to post-discharge issue reported by
service user

Issues relating to the ongoing care of these patients had also been identified by the
VPJP team, albeit of a different nature and from a different perspective. Figure 4-37

provides three examples.
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65._ Some patients reported delays in _their out- _Patier_1t Ongoing: Possible solution — VNP to liaise with BM
patient follow up, or no follow up appointments. | interviews with regard to possibility of dedicated Vascular Nurse
Project team | Practitioner phone line for patient access.
meeting Ongoing: VNP currently looking at improving follow-
up for diabetic patients.

66. Delays in Vascular Nurse reviews Mapping Ongoing: VSN — from 3.3.08 clinic day changing to
Tuesday in attempt to address problem. BM/VSN to
confirm correct coding for non-consultant led clinics.

67. Nurse-led clinics in community hospitals Mapping Issue closed but noted: No immediate solution

because of funding/resources but included in vision for
future service improvement

Figure 4-37: examples of post-discharge issues identified by service providers

These few extracts and others contained within the interview Report (Appendix 29), in

addition to further insights obtained when carrying out the evaluation, make emphatic

the significance of ongoing support, care and treatment for patients living with PVD. Yet,

no evidence was found when reviewing PCC literature of any study that had examined

post-admission experiences, or the experiences of patients with PVD. Whilst this may be

duetothefocus of t his

studyodés |iterature revi

in ter ms of -hgsgEtal disshargesedperiercastthese are now identified as

two significant gaps in light of the findings of this AR VPJ study. The narratives

captured in thisstudyma k e ¢ |

ear that these patientséo

hospital. Indeed, these stories indicated they will be life-long. Thus there is clearly

much that still needs to be learnt from patients about this aspect of their journeys if

healthcare and services in acute and primary care sectors are to be effectively improved

and the principles and philosophy of PCC fulfilled.

Discussion

Limitations: strengths and weaknesses of methods

The richness and depth referred to in the literature in relation to semi-structured, in-

depth qualitative interviews is clearly evident amongst the above themed sections. The

diversity, individuality and richness of the findings also makes apparent and supports the

view that the sample size in this AR VPJ study was adequate. This is further supported

by evidence of the influence of these narratives as points of learning or catalysts for

change, as was their purpose in this study. Moreover, as the process of analysis

indicated, it might have been intensely challenging to attempt to keep interviewing until a

point of saturation had been reached.

Nevertheless, a brief overview of each the methods used during this AR VPJ in terms of

the strengths and weakness of each is provided to acknowledge potential limitations of

this study, and this proposed action research patient journey approach to improvement

in healthcare. The first, in Table 4-2, focuses on the three principal methods mapping,

173

ew,

j

(0]



sampling and service user interviews; Table 4-3 briefly examines the pros and cons of

participant observation, project team meetings and written notes as the data sourced

directly from the action researcher or Patient Journey project team; and Table 4-4 briefly

summarises the pros and cons of the data analysis reports and IAS action planning

document.

Strengths

Weaknesses

Mapping —
Provides real-time insights into current
patient journey — strengths and weaknesses

Enhances understanding of each other’s
contribution and roles

Enhances teamwork

Challenging in healthcare to bring all members of a group
together

Time constraints

Requires participation of majority of group for accuracy
and effectiveness

May be disagreement amongst team members about
issues identified

Time required to analyse findings and produce as report

Numerical geographical

and biographical data —

Helpful for identifying specific criteria for
patient sample, Enables key characteristics
of participants to be acknowledged, roles,
grade and so forth.

Enables issues related to specific groups or
disciplines to be revealed

Can be restrictive, e.g. either too much or too little data,
challenging to prioritise for patients with complex
conditions, when used for identifying patient sample.
Challenging to depersonalise when used to identify
participants’ roles. Descriptive and explanatory, rather
than evidence

Sampling —

Enables identification and recruitment of
representative patient group according to the
service provider perspective. Sense of
ownership, enhances involvement and
motivation to participate - “our patients”.

Challenging to reduce team contributions to a
manageable and realistic sampling matrix

May not take account of all team member’s perspectives
or priorities

Potential to introduce bias if not closely monitored and
facilitated

Individual Interviews —

Enables rich, detailed and poignant insights
into service user and service provider
experiences and perceptions.

Participant may feel coerced by researcher, or may not
feel able to disclose sensitive or personal data, or the
truth as they see it.

May fear consequences of negative reporting in terms of
future impact on care.

Richness and depth of data collected is reliant on the skill
and approach of interviewer and their ability to interpret
and analyse data without exerting undue influence.

Data from healthcare experiences are complex, varied,
individual and emerging themes commonly lack clear
boundaries

Interpretation by analyst (AR) is likely to be different to
others due to varied perceptions, interpretations and
priorities for patient journey

Table 4-2: strengths and weakness of principal action research Patient Journey data collection

methods

Tables 4-2, 4-3 and 4-4, whilst highlighting potential limitations of this AR VPJ study are

also intended to mitigate risk of pitfalls for any future researcher interested in conducting

an AR PJ study.
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Strengths

Weaknesses

Participant Observation -

Gained from first-hand, real time experience
Enables actioner researcher (AR) to gain a
sense of the ‘field’, and develop ‘insider
knowledge’; essential for identifying key
stakeholders, building relationships and
gaining trust required for collaborative
teamwork

Observer (AR) may introduce bias or influence

Past experience and, or, knowledge claims may adversely
influence understanding and result in misinterpretations,
inaccuracies in reporting or study findings. If critical
observer may prevent teambuilding

AR/PhD journal and field notes —

Provide an audit trail of the AR PJ process as
experienced and described by the action
researcher. Detail of highs, lows, challenges,
key milestones, the personal impact of the
research experience.

Field notes enable key points, themes,
feelings, sense of occasion and experience
to be quickly captured

A biased perspective. Personal to the researcher.

Subjective. Anecdotal rather than empirical findings
unless supported by other emergent data

VPJ team meetings —

Knowledge building, team-building,
empowerment, learning from and about each
other, developing shared visions and goals,
collective understanding of current patient
journey, support, shared responsibilities for
change

Meetings notes — peer reviewed audit trail of
PJ process. Captures key issues and points
of discussion. Record of achievements and
progress.

Existing team dynamics, organisational or group politics
or culture, and/or hierarchical boundaries may impact on
participation in or contribution to meetings. Facilitator
may not be sensitive to these issues, or inappropriately
biased in their approach

Time constraints preventing attendance

Meetings notes make it possible to identify key
contributors — may not be appreciated by all

Knowledge that points will be recorded may prevent some
team members from contributing

Table 4-3: strengths and weaknesses of data produced by action researcher and Patient Journey

project team

Tables 4-2, 4-3 and 4-4, whilst highlighting potential limitations of this AR VPJ study are
also intended to mitigate risk of pitfalls for any future researcher who is interested in

conducting an AR PJ study.

Strengths Weaknesses

Mapping and Interview Data Reports

Provide of real-time, detailed and meaningful
insights into a current and local patient
journey.

Rich source of catalysts for change

Potential for AR or PJ project team to introduce bias when
selecting issues from analysis reports of mapping or
patient interviews and copying and pasting into Issues
and Solutions document. However risk of this is mitigated
through peer review of IAS document and interview and
mapping reports

Issues and Solutions (IAS) Document

Readily accessibly data source of current
issues with current patient journey

Action planning document

Record of PJ team achievements and
progress

Motivational driver for change
Sense of well-being when change attained

Negative emphasis due to its focus on issues to he
resolved

May cause frustration when change cannot happen
Number of issues can seem overwhelming/
unmanageable

Could be demotivating — all problems as ready reminders
in one place

Table 4-4: strengths and weakness of data analysis reports and IAS action planning document
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As such, in this context it is believed that the sampling, interviewing and analysis

methods applied were appropriate and suited to their purpose in an AR PJ study.

Methods which are integral to the Patient Journey model, as advocated by Campbell et

al (2004). Although this was modified to fulfil the aim and objectives of this study listed

at the end of Chapter 2, the findings and outcomes thus far of this AR VPJ, despite the

challenges faced along the way, clearly verify the transferability of the Patient Journey

as a patient (person)-centred approach to health care and service improvement and

practice development (Manley et al, 2005, McSherry and Bassett, 2002, McSherry,
2004, Page and Hamer, 2002). The following final Table 4-5 highlights the strengths

and weaknesses of the overarching method, the action research Patient Journey, as it

was experienced in this AR VPJ study.

Strengths

Weaknesses

Combined action research and Patient Journey

Involves those with first-hand experience of a local
patient journey in the review and improvement of
that journey.

Promotes a collaborative, democratic and
participatory approach to change and improvement
in healthcare.

Multidisciplinary and inclusive rather than single
discipline and exclusive

Promotes and enhances teamwork through better
understanding of each other’s roles and through
collaborative working towards shared goals

Fosters supportive and open culture

Patient Journey element provides a patient-
(person)-centred framework for conducting action
research in healthcare.

Enables real-time, detailed and meaningful insights
into a current and local patient journey.

Much improved understanding of service users’
experiences, not only of services and care but also
of living with PVD

Reveals positive and negative aspects of current
state; a more balanced perspective.

Humbling, inspiring and poignant rich insights into
current experience — potential to facilitate and
inspire transformational learning

Rich source of catalysts for change

Enables solutions to be quickly identified and
change quickly implemented, where this is
possible, by those with first-hand insights,
knowledge and experience of that patient journey
as service providers

Empowering, promotes ownership, leadership and
responsibility

Overwhelming sense of achievement when change
happens; shared decisions and goals

(from perspective as genuine outsider AR PJ
facilitator)

Considerable preparatory effort — potential to fall at
first hurdle

Challenges associated with securing access,
ethical approval

Periods of stagnation, frustration, isolation
Challenges with identifying key stakeholders and
securing engagement

Susceptible to existing barriers to change
Susceptible to differing perceptions, interpretations
or priorities, local politics, local cultures and
hierarchies

Heavy reliance on the active involvement and
participation of AR PJ team members

Time constraints and additional demand on team
members’ time

Challenge in the NHS of bringing a multidisciplinary
team together

Heavy influence of organisational culture, systems
and processes

Heavy reliance on attitude, characteristics and
approach of AR/external PJ facilitator

Heavy reliance on attitudes, characteristics and
approach of team members

Susceptible to dynamics and collective motivation
of PJ project team

Subject to frequent changes in key stakeholder
membership

Table 4-5: strengths and weaknesses of the Action Research Vascular Patient process as it was
experienced by external AR VPJ project facilitator
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Researcher journal: personal narrative

In keeping with the nature of this chapter a brief insight into my perspective as action
researcher, VPJ project facilitator, but most significantly as interviewer in this context, is
offered. The following is taken from my PhD journal in which many of the experiences,
high and lows and major milestones associated with this study, and their impact during

this period, were captured and reflected upon.

AThe interviews with the participants hayv

have broadened my understanding of what it must be like to live with peripheral
vascular disease (PVD). This is evidently a highly debilitating, sometimes very
frightening and intensely painful condition about which there is little information.
| have found it hard to believe that PVD is not yet acknowledged as a chronic
condition as there appears to be no escape from its effects.

These patients had undergone complex surgery and, for some, traumatic
experiences, but all appeared incredibly stoic as they recounted their healthcare
journeys to me. | believe this was probably due to the fact that they had
generally felt well supported and well informed pre and post-operatively. On the
whole they were full of praise for the team, but particularly xx, xx and xx. Many
had required a stay in intensive care or high dependency units; experienced
critical and life threatening deterioration in their condition, yet were still

determined to fight their way back to &én

would permit. And, they retained a positive outlook.

Their stories strongly highlighted the significance of good relations with their
healthcare professionals. Not surprisingly, each participant commented on the
care and support they had received, particularly from the doctors and nurses. It
was clearly evident how much they had valued this and the support of their
family and friends. Their stories also made very clear that having accessible and
supportive health professionals was of paramount importance to both patient and
their carers during difficult times. | feel privileged to have met these people and
to be conducting a study with health professionals who are held in such high
regard by t Kestiact from&hDiJeumnal 2000)

This personal narrative is included because the discussions in this chapter have focused
on demonstrating how data from service users and service providers provide catalysts

for change. As such, because the nature of change is to improve a current situation,

and thus in this context to address the negative aspects of vascular patient s j our ney

is recognised that anotherds perception of
the majority of the content in this chapter, is likely to be poor. This illustrates how

negative reporting can, on occasion, adversely bias our perceptions. | was fortunate in

this AR VPJ to gather both perspectives. This enabled me to also express to the VPJP

team that despite some of the findings, overall their patients could not speak highly

enough about them. The gratitude of these patients and their partners to this team for

the positive difference they, with only a few exceptions, had made to their care and their
lives, was unmistakeable. This positive reporting, as findings from an evaluation in the

next chapter will affirm, was also valued and appreciated by the VPJP team.
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Sixth modification to the CHS Patient Journey

Campbell et al (2004) advocate that to draw a Patient Journey project to a close, a
consensus event should be held, as also noted on the action plan for this study
(Appendix 11). The purpose of this is to bring the team together one more time so that
they can review their position, collectively plan actions and assign ownership for
ensuring sustainable change and improvement. This should, Campbell et al (2004)
suggest, take place in the company of an outside facilitator who is also an expert from
the same clinical field. Although this idea was proposed to the VPJP team, this was not
considered necessary in this VPJ project. Instead, the team chose to continue to meet
with me for more than a year after the official sixth, and thus last VPJP team meeting on
29" November, 2007, by which time the six steps of VPJ process had been completed.
Afollow-up O6away dayd was however held in Decemb
together at an external venue, with additional colleagues not previously involved in the
AR VPJ project, to review their current state. My involvement with the team ceased after
February 2009.

Chapter Overview

This chapter has provided powerful and poignant insightsintoNHS pati ent sd heeé
experiences. From these, the power of the p
means to facilitating patient-centred healthcare improvement, and informing healthcare

education is clearly evident. This is consistent with the views of Wilcock et al (2003)

who also discuss the power of patient stories towards healthcare improvement. These

p e o0 p btariss@re explicit. They need no further interpretation and, as such, cannot

trigger misunderstanding and confusion. But they do need to be contextualised as the

example in Chapter 3 illustrated. In addition, although the narratives are only drawn from

a small group of patients and their relatives about personal healthcare journeys these,
nonetheless, reflect the complex and diverse nature of healthcare. They also make
explicit some of the broad and varied range
healthcare journeys, at individual; team; organisational levels and beyond. Many of

these findings are also reflected in the literature review, and discussions about the key
constituents of patient-centred healthcare. Perhaps most importantly they illustrate the

poignancy and richness of data that can be gathered from qualitative interviews and the

potential power eoabcatalystsfopchangeent 6s voi c

But as this chapter has also illustrated, without the active involvement and commitment
of their service providers, the AR VPJP team, many of the issues that these service
users had highlighted may have remained unresolved. Moreover, as the mapping data

illustrates the insider knowledge of the organisational systems, processes, policies and
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ways of working that this multidisciplinary team possessed, meant that explanations for
many of the issues reported by patients were readily found. This, in turn, enabled

effective and appropriate solutions to be more readily identified and actioned.

Fulfilment of research objective 5

The findings discussed in this chapter provide powerful evidence in support of the
involvement of both groups in future endeavours to improve PCC. This is because they
explain how data from service users and providers does provide catalysts for effective
patient-(person)-centred change and improvement in healthcare. Thus these findings
have also addressed research objective 5, which was to demonstrate how data from
service users and service providers does, or does not, lead to PCC change and

improvement.

In Chapter 5, the findings from an evaluation of service user and service provider
perceptions of their involvement in this action research Vascular Patient Journey study,
is discussed. The evaluation fulfils research objective number 6 of a total of 7 objectives
listed at the end of Chapter 2.
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5 Evaluatio

Introduction

This chapter discusses the results of an evaluation undertaken during Stage 8 of this
action research Vascular Patient Journey study (Figure 3.3, Chapter 3). This fulfilled
research objective 6, detailed at the end of Chapter 2, which required an evaluation of
service user and service provider perceptions of the Patient Journey process, as it was
experienced during this action research Vascular Patient Journey study. The findings

contribute towards fulfilling the aim of this study.

Action research Stage 8: qualitative evaluation

As demonstrated by the discussions and activities explained in previous chapters,
evaluation is an ongoing and integral part of the action research process. Indeed, as
Freshwater (2005) suggests, the largely self-evaluative nature of action research, as
also demonstrated by its ability to effect change, is one of its defining characteristics.
Nevertheless evaluation in this context rel a
of the AR VPJ process rather than an element or outcome of the AR change and
improvement process. Participant responses should indicate whether, irrespective of
any change or improvement secured through the AR VPJ process, they perceived their
involvement to be worthwhile. Thus further guidance and clarification had been sought
from the literature. Essentially, as Patton (2002), and the Swiss Evaluation Society
(SEVAL, 2000) confirmed, this evaluation should only be undertaken if the findings
would be useful, if it was feasible, particularly in terms of time and cost, and if it was

conducted fairly and ethically.

In terms of usefulness, the aim of this evaluation was to strengthen the findings of this
study by also providing the participant perspective of the AR VPJ process. It was
feasible because it involved people who were already participants in this study. Cost
was minimal, other than printing, postage and researcher time. The impact on
participant time was kept to a minimum by providing different options for providing
responses to a set number of open questions. As with all activities undertaken during
the AR VPJ project by this stage, this evaluation was conducted fairly and ethically in
accordance with the terms agreed for Local Research Ethics Committee (LREC) and

Research and Development (R&D) approval.

As will be demonstrated, the responses, whether sourced through the evaluation
questionnaire, or an interview, provide an authentic insight into the experience of

participating in this action research VPJ project as a service user or service provider.
180



Service provider evaluation

The 6 questions used in the service provider evaluation were influenced by an
unpubl Padigmtelaurnéy Evaluation Report; Final Reportdproduced by Campbell
and Lloyd (2007) for the CHS Trust, a copy of which was forwarded to me by Campbell
in March 2008. This is not included as an appendix because it was not informed by data
from this AR VPJ study and it belongs to the CHS Trust. Nevertheless, this document
included the findings of an evaluation questionnaire completed by 53 (46%) out of 116
CHS Trust staff who had previously been involved in one of sixteen completed PJ

projects. In CHS these staff had been asked:

fWhat do you understand by the term Patient Journey?

How actively involved in the PJ project would you say you were?

What do you consider were the good aspects of the PJ Process?

What do you consider were the not so good aspects of the process?

How do you think we could improve things for the future?6(Campbell and Lloyd,
2007, p. 10)

alrownNPE

In keeping with the central aim of this study, which had been to explore the Patient
Journey approach to patient-centred healthcare improvement, it was considered
reasonable to use the questions as this enabled consistency with the CHS method of
evaluation. Moreover, these questions had already been tested. Use of the CHS
method would also make comparison of evaluation findings possible at a later stage if
time permitted. However, in this AR VPJ study, a sixth question had been included.

This asked service user participants:
6. What was your overall impression of the Patient Journey?

The aim of this additional question was to encourage all VPJPT members to express
their overall opinion of the Patient Journey process; which might not otherwise be
expressed in answers to the first 5 questions. VPJP team member responses would be
gathered either through a questionnaire (example Appendix 32), anonymously if
preferred, or semi-structured interview based on the same questions, according to
preference and in recognition of time constraints. This was in accordance with the terms

of LREC approval.
Data collection

Questionnaires were distributed by email to the 25 VPJP team members on 13" May
2008 (Figure 5-1).

181



% Reply .'&Re;»vtaa\l tpForward W - | [N - riR=_B"-] b M- e @ a

Fwd: Re: Vascular Patient Journey Evaluation

1 |||I1s uk]
Sent: 13 May 2008 12:25
Toc

Attachments: -!i]-’-.' Team Evaluation Feedbac~1.doc {54 KB] [Open as Web Page]

| |13;’C'5,-’2008 09:48 >>>
Message from Sue Baron

Dear all

Please find attached an evaluation form for feedback on your
recent involvement with the Vascular Patient Journey project.

I would be most grateful if you could complete the form and
return it to me wvia email, or post if you wish to remain
anonymous. Your frank and honest opinion would be most welcome
as the purpose of the evaluation is to consider how beneficial to
service improvement and your own work you found the Patient
Journey to be.

Please take a few moments to complete the evaluation even if I \

Figure 5-1: email request for evaluation on action research Vascular Patient Journey process

Six VPJP opted to complete questionnaires (example Appendix 32), none anonymously,
and quickly returned these via email as Figure 5-2 illustrates. This also demonstrates

minimum impact on participant time.

-~y e NSy W A Lgp 1 viwaIu » Yy ERE= S A AT | - -

Fwd: Re: Vascular Patient Journey Evaluation

hhs.uk]

Sent: 19 May 2008 08:36

To: Sue Baron

Attachments: M_]PJ Team Evaluation Feedbac~1.doc (55 KB) [Open as Web Page]

>>> [ 1 16/05/2008 16:45 >>>

Dear Sue

Evaluation form completed. Thank you for this really interesting
piece of work.

Figure 5-2: evaluation i quick to complete

A further 11 of the 25 VPJP team members opted to participate in a face to face
interview, providing 17 evaluation responses (68%). Interviews took place between April
and June, 2008 and were recorded using the same digital device used for gathering
Vascular Patient Journey interview data. Interviews were held in various locations within
the SE NHS Trust, to suit participants, and were conducted using an informal approach
consistent with the underpinning philosophy of this study. The duration of the interviews
ranged from 15 minutes to 1 hour and 7 minutes. All participants gave their written

consent to participate and for their data to be shared (Appendix 31).

After each interview, the digitally recorded data was transcribed verbatim, by me, in

accordance with earlier practice and ethical approval. Responses, in this instance, were
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simply categorised according to the six evaluation questions. Inductive analysis was
used but only to identify any common themes amongst the responses. A summary of
the combined findings of interviews and questionnaire, which are not differentiated
according to source but synthesised and structured by the questions and emergent

common sub-themes, follows:

Q1. What do you understand by the term patient journey?

A process
Twelve of the 17 respondents readily aligned 6 p at i e n tat Ipast initialyety &

process, for which a variety of terms and descriptions were used including:

1 Atehwhole pathwaybo;

i1 Athe way the patient processes through th

T Apatient packagebo

T Anall stages of patient careo

T Athe process in which a patient passes fr
di scharge from acute carebo

T Athe journteytahkespatoen

1 TGP referral i hospital i investigations i diagnosis 1 dischargeo .

According to 8 of the respondents this journey begins at the point of GP referral; a
finding consistent with those of the mapping exercise. Another respondent suggested
thisstartsAif r om t he o0 n s elaterestinglysg-ang descnbadd@ pathway that
extended beyond discharge. This supports an earlier recommendation for more
research into the post-hospital discharge patient experience. As this study has
demonstrated from the insights provided by just one small sample of patients, there is

much that can be learnt from such data.

An experienceiiseeing the patient as an individual
Six respondents (including two of the 12 who defined this as a process) used the term
fpati ent et explainithe patiemtdourney. Their responses had been further

explained by comments such as

T Apatient used to be viewed as a commodity
patients...every aspect-a hol i stic view of tade patient
Clinician/Lead Vascular Consultant)

T Ahow they get through the system and come
Practitioner)

A Superintendent Radiographer elaborated yet further

T AThe patient experience; r i gchntactiviththen t he
medical profession T their experience through the system physically and
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emotional ly. Patients are very dyofiferent
know? Everything from hospital phobia through to complete confidence in the
system...we must be aware of what patients are going through i how they
perceive your area, your departmentit o per haps make | ife eas:s
(Superintendent Radiographer)

The latter comments are perhaps reflective of an increased recognition by the VPJ team

that the patientds journey, at least in this

patentcentred. As one respondentds succinct res

T fnowbout seeing the paYascalar Nursa Speaalst).i ndi v i

A response that is also indicative of the value of underpinning an action research

healthcare improvement project with the philosophy and principles of PCC.

Q2. How actively involved in the PJ project would you say you were? Please

explain the extent of your role.

Eight of the 17 respondents described themselves as actively involved in the PJ project

and referred to the contributions they had made. The Lead Nurse Practice Development
reported that she had heldafimi nor and irregul aroleda d Aippemy/i «
32, Figure 5-3 and question 2)

1. What do you understand by the term patient journey?
The time from first symptoms and seeking help from GP to final resolution of the
problem after surgery and full healing has occurred
2. How actively involved in the PJ project would you say you were?

Please explain the extent of your role.
Minor and irregular advisory/consultative role in steering group meetings only
3. What do you consider were the good aspects of the PJ Process?

Please list
Clarity about the process; clear progress notes after each meeting and objectives
for future actions at each stage; adequate level of consultation involving many
stakeholders; researcher listening and responding to concerns whenever they

arose; clinician-led development. The defined patient group.

Figure 5-3: example of textual evaluation responses

One of the Vascular Consultants described himselfasin ot v er y Onemnfthe!l vedo.

Ward Sisters explained that she was

T A...not as active as | wished | could hav
more to offer if | could have got away from the ward...always included in ward
staff numbers.. .0 (Ward Sister)
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The explanation offered by the Ward Sister for her limited involvement is consistent with

the findings of former empirical investigations into PCC highlighted during the review,

and this AR VPJ studyo6és analysis of service
These, together with findings from studies critiqued in the literature review (West et al,

2004, Reeves et al, 2005, Webb, 2007) repeatedly identified nurse workloads, staffing

levels and time constraints as issues that negatively impact on healthcare delivery,

patient care and patient and staff experiences. Significant issues which have been
raised repeatedly since the introduction of
agenda in 1997, as the introduction, literature review and patient interview and

discussion chapters also highlight. Yet this issue has yet to be adequately addressed

(Coulter, 2002; DH, 2008a, 2008b; DH, 2009b; Cornwell and Goodrich, 2009, 2010). As

this Ward Sister pointed out this project provided her with an opportunity, which she

missed, for her to be

1 A. . . s pydooking at thearole of the patient within the ward environment, and
the nursesé6é and patientsodé perspectiveso (
Two further Ward Sisters, who had also set out to actively engage as VPJP team

members failed to participate or provide evaluative data.

The replies to Question 2 also highlighted another group of frontline staff whose voices
are rarely represented in healthcare reviews or redesign. Although every effort had
been made to encourage administrative staff to actively participate in this project, out of
the 4 representatives recruited only 1 had attended VPJP team meetings, and this had

been to take minutes. Their responses defined the reasons for their absence as

M1 i .pressure of worko (Medical Secretary)
T Aa...wor k pr e ®atiendestraggleto kgap epawith emails...been
working through |l unch -oldioator)s. .. 60 (Waiting
A Vascular Consultantdéds secretary, who had ¢

project, attributed her non-attendance to

1 @. . .rastrame’i difficult to just drop everything and go to a meeting é Yes, |
thhkwedo get overlooked sometimes. .. O (Vas

The above comment aboutbeingiover | nekadeéd to the secretar
the recognition of administrative and other support staff by this AR VPJ study, and the
endeavours to involve them. Had this approach been more widely publicised across the

Trust, and if these staff had been actively encouraged to participate as part of their
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professional development, it is thought that they would have felt more able to justify their

attendance.

Q3. What do you consider were the good aspects of the PJ Process?

Five main themes emerged from the responses to this question

1. Multidisciplinary/interprofessional working and learning

Each of the 14 responses received to question 3 (the 3 non-responses being from
administrative staff), identified the benefit of the AR PJ approach in bringing everyone
together in pursuit of service improvement. These also reinforce the view that
multidisciplinary teamwork is a key contributory factor to patient-centred healthcare, as
illustrated in the findings of this AR VPJ in addition to those by Atwal and Caldwell
(2006), Webb (2007) and Aiken et al ( 2001, 2012), amongst others critiqued in the
literature review. The following narrative extracts also indicate the importance and
significance of multidisciplinary working is widely recognised and valued when this is

effective:

1 i .identification of issues that as a team we can try to put right for the benefit of

patientso ( Vascul ar Nurse Specialist)

T ... adequat e | einvehMingmdny stakehoiderd.. teantworking and
teambuildingd (Lead Nurse, Practice Development

T A...involvement of di fsfieorneanlts .s.p.evcairailettiye, s
(Physiotherapist)

T A...i mprovement in efficiency of systems
approach to systems analysis and capacity planning, using a model similar to
FMEA. . .0 (Failure modad&edplPhdrmacibtf ect s anal vy

T A...bringing teams together...a chance to
di fferent perspectives...0 (Director of N

1 fWe all got together...all the different areas...that was a really positive aspect
becausewe d o n 6 ethegat dll...wouwdgdefinitely like to see that sort of
forum continue. We are very specific in
Sometimes we dondét appreciate what also ¢
journey.0 ( Ward Sister)

T Aa...all peompla&i sauddhieng service nibds Ser v
Improvement Manager)

1T AGetting everyone to talk together. ..o (C

T AMultidisciplinary approach. .. key aspectoo

T Aa...itodsc ompmrewnridc autpi on bet ween ot her membe

(Superintendent Radiographer)
2. Patient and spouse/carer involvement

Patient involvement had also been highly valued by members of the VPJP team who

acknowledged for example, that in this context, it had enabled
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fi .dentification of issues that are important to patients...privilege of reading
about the pat i.ecssuestldatas xtpaenwe aamtcy & put right for

the benefit of patients. . . 6 ( Vascul ar Nurse Specialist
Ai... meaninhgfavopasement. .. o6 (Director of N
Alnitially | thought...whatodéds it going to

sitting in rooms doing patient pathways with post it notes... sitting there thinking

so this is what we think...but nothing from patients at all. So this is the value

because it gives you itpusttalldogatherd andi e ws as w
because you get feedback from the patient...it does demonstrate that even

though we assume that weobver kuitt tchd edgrsdti n

they do work...you give people informatio
them and itds good to appreciate that. An
someone come back because they (patientsi added) donét tell wus
rarely will stand up to us and say O6youdr
what youodr e ittahlekyi ndgo nadbbto udtod t hat . weodre t|
vulnerable positoni f | at in a bed | ooking up and ev.

down...This is the chance for them (patients i added) to do it back..We 6 ve got
some feedback from pati eniistpérsofdtitishwe dondt
culture not to complain if, overall, we are happy with the service we get...0

(Clinical Lead/Lead Vascular Consultant)

1l | iked to hear what the patients thad t
it threw up a couple of new ones as welltha t | h a d ratfout and hgain, § h t

kind of felt it was putting us in a privileged position. You know i you (researcher

I added) were out there i and they (the patients i added) were in an

unt hreatened environment and | know what 0
back withno pressureii t 6s not me sitting beside the
honest feelings abouth ow we dve been |[|iocaonkd nlg tahfitnekr tthh:

important. You can give them EXIT cards, and you can ask them but whether

they are truly hon etlseir healthcara pafessiomale radded) 6 s y o
thatdés doing t he asdoingthe ookimgatter theméasd thwto u wh o
they know theyobére probably ddsomagimeso have
wonder if they do answer it right. But | think they have here.6 ( Vascul ar Nu
Practitioner)

Aitds made me awar e @l$omakeeyowatvase obwhat thes t e m.
patient is going through in broader ter ms
before we st art edarrvdlinkospital an the rhoaningof tkear i d
examination 1 but now | am more aware of the lead up to that and the lengthier

follow up, so that makes a difference...it makes me want to follow up patients

and see whatodés happeni ng too (tShuepne.r.i.nltéenmm dneo
Radiographer)

The significance of patient involvement has been strongly highlighted throughout the
discussions in this thesis. The value of this has been reinforced by the service user data
gathered during this AR VPJ study, and the narrative extracts included in Chapters 3, 4
and 5. As the introductions to Department of Health modernisation directives in Chapter
1, Appendix 1, and the critique of empirical studies of PCC in Chapter 2, have affirmed,
patient involvement has been one of the key goals of patient-centred healthcare
modernisation for many years. This goal is one that is strongly supported by this study.
As the findings from this AR VPJ study demonstrate when patients, their care partners,
and a truly multidisciplinary team are actively engaged in health care and services

review, significant, appropriate and relevant change happens.
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3. Project management
A further factor which, up to this point, has not been specifically discussed, or explored,
is the potential influence of a Patient Journey project manager/facilitator. This is,

perhaps, best explained through the following quotes:

1 A think it was really good that we all came together and were able to, and felt
quite happy, giving our viewpointsd ( War d Si st er)

1 uality of reports and data really helpful i grounded, real. . . 0 (Service
Improvement Manager)

1 Arhoughtful assessment of our activities. . . 6 ( Consul tant Vascul

1 fClarity about the process; clear progress notes after each meeting and
objectives for future actions at each stage; adequate level of consultation
involving many stakeholders; researcher listening and responding to concerns
whenever they arose...outsider approacho (L

T AWhatds good? The fact that itds been so
involved in these sorts of things before i everyone sits around a flip chart and
scribbles things down for a cokepthimg of hou
about this is that1muctonsorether@igh tharel have eveln or o u g
experienced before 1 collecting of information, the meetings and feeding back...0
(Consultant Anaesthetist)

T Al nfor mal nature of meetings allowed ran
of blame, etc., whenever an issue, shortf
Amputee Physiotherapist)

T Atherebs been a hell @ rhanyamedétiogs 7 bautd it i eved 1 r
needed you, or you withthe VNP 6s hel p. . . i tiywoukcouhdaedtt i
acommitteetodoiti | woul dnét o a(v®u pterroiungthetndent Ra

As action researcher and VPJ project facilitator and a key part of the VPJP team,
although there were many challenges to overcome during the course of the Patient
Journey project, the eventual success of the project in driving forward patient (person)-
centred change, coupled with the openly expressed appreciation of the VPJP team,
made these challenges worthwhile. In keeping with the narrative nature of this
gualitative study, the following extract from the PhD journal provides an insight into
some of my thoughts after the conclusion of the AR VPJ project, but during the period of
evaluation:

T "néThose who work in healthcare should be

their service, confident in the knowledge that their suggestions or efforts will be
acknowledged and perhaps even rewarded. Encouraging employees to become
involved in looking at how their own care and services might be improved; and to
become effective team members should surely be a fundamental part of any
successful organisation? This was certainly something | experienced in the
commercial sector as an employee of a successful global, customer focused
communications company.

1  Why does the NHS have to be different? | have witnessed so much frustration

and 6wastedd talent amongst the different

entering nursing as a student and more recently since qualifying whilst working
as a staff nurse and also undertaking this project; so many demoralised and de-

motivated individuals who feel 6knocked

resources, a lack of recognition, time, or despondent managers, but it is difficult
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to find the answer to how this might be resolved without creating a whole new
ethos for working within the NHS. There seems to be an inherent attitude or
pattern of working within the NHS that is challenging to change. It is almost as if
people just give up because they have told themselves, or have learnt from
experience, that it will require considerable time and effort to make any
difference i just as | too have found in my experience. In order to have your
voice heard or to create any positive change, as | have now learnt, you have to
possess dogged determination. But you also need access to the right and
effective stakeholders; to be interested in people and in promoting a supportive
and open, collaborative teamwaorking culture. In addition, | also now believe that,

despite the perhaps inevitable, early <cha
being an outsider is an ideal and appropriate stance for a Patient Journey project
facilitator. ..o (PhD Journal, 2008)

4. Generic potential of the Patient Journey process; role of facilitator
The following comments, made by the Lead Vascular Consultant, the key stakeholder in
this AR VPJ project, during a face-to-face interview, were specifically related to my role,

rather than project management as in theme 3.

9 Arhe reproducibility of this is in part dependent upon the investigator or the
person whodés involved. ..t hieb agcgpuod uicti s | i
qualitative T the person who does it is the key element... You know as well as |
do that if you go to some meetings that are chaired by a very strong chairi i t 6 s
good because you get through the meeting but you often feel like you are being
railroaded into decisions and actions thatyouthink-6 hang on a minut e,
haven6t di scu-baudd otohmpthd it s gone. Whereas i
where everybody says everything about eve
the meetings and doné6ét come up with anyth
itdés a | iobheleamtbat has t
€ Because of yourapproachiyou donét gi ve oifbécausehyeu 6 wr o
take that approach i you let it roll but still keep it driven i you create a situation
of somebody that | think, from nyandgei nt o
this right; I want to do something; I  wan
donét drive us too hard and because you d
keep pushing us through it creates a sense in us of wanting to do it and wanting
to get it right. If the wrong person was doing that 1 it just takes a couple of sharp
little comments and you thinki 6 a h we |l | , Geftimgeveryanaitd talk .
together through a relaxed approach. . . ¢ ( Cl i ni cal Lead; Leac

These comments provide evidence which indicates that the aim and objectives 1, 2, 3,

4,5 and 6, of this action research Vascular Patient Journey, as listed at the end of

Chapter 2, had been fulfilled. They also demonstrate that a personal objective as AR

VPJ facilitator, to facilitate the development of an open, supportive, teamworking culture

had been achieved (Figure 3-4 , Chapter 3). Moreover, the LV
emphatic that the qualities and attributes of Patient Journey project facilitators can

significantly impact on project outcomes.
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5. Impact of project participation on personal and professional development
According to a Consultant Anaesthetist, anot
that although he had been

T n...aware of s oitmePJhas lsad theseffeot @ffpaitingit down in
black and whitei i t 6s not somet hi ng iwe scuapnp oisgen oirted
given us the impetus to sort it outd (Consultant Anaesthetist)

According to the Superintendent Radiographer, his involvement in the Patient Journey

project had since

T A...opened up all sorts of doors. .. o0
Additional, perhaps less obvious benefits are poignantly highlighted in the following

verbatim extract from an interview with the Vascular Nurse Practitioner (VNP). The VNP
held a central role in this AR VPJ; her insider knowledge of the vascular patient journey
and contributions were invaluable. The VNP had been assigned the role of Local
Facilitator of this Vascular PJ during the first meeting in May 2007 which she did not
attend. Her comments provide a frank insight into her perspective and experiences as

an active and crucial participant:

9 Arhe suits in the Trust i although they acknowledge you as general people and
they know that the Trust coubnismu8hingf uncti o
around doing whatwedoii t s nice now and again for ¢
know who we are and acknowledge that you
selfish point of view for me i you know you can trudge away and do stuff and
nobodyknows ti |l I youdr e nbfeltthatioeyeamsiwmibadto dydws do
fault itds |aBetausebfthisi theaPpipletnms known i n the
now by people who would have never known me before.
Different departments i when you gotothem -theysus pect t hat youobve
knowledge and the skills to be able to do stuff i but without turning up with your

CV and portfolioit hey donét really know. .. All of
actually made it clearthatnoi s he6s actwually goit(tha very a
vascular patient journey - added) and knows the majority of the patients from the
beginningtotheendi | f i nd t hat t hey.0éYoukoowintheayg t o
used to ask half a dozen doctorsi whod6d never eveni aboatt t he
somebodyl6d have seen. . . t aclinital degisiom with@iteven i 0 n
meeting the patient-t hey donét d o theybleep mea..r thinkdhise

has i mproved patient <care. Itds not incr
ultimately allthathapp ened bef ore was that the juni ol
make a decision and, i f the consultant w a
anyway. So, no, it hasnét increased the

bit easier for the patienti t h eeyndt hanging around waiting ...also if you
havendt me t(juniohdectors aadded) how would you know what to do?
My role is now better identified i my involvement with the PJ has improved my

working lifeandmy pr ofi | e. I 6 m useprockssonigtelre yadnr ea n o r
now recognisingwhatldoit heyére interested in my opi
I't has also given me a better insight and

appreciated before the amount of paperwork and the going backwards and

forwards of patien t s 6 Tnpoor se@etaries, admissions and medical records T
theydédre going backwards and forwards and
lost half the time 1 if you think of how many times those notes move around this
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hospital and whvih@®®d st ntaaicrkg ntghdrh/em t hen |
getlostas oftenastheydoi | 6 m surprised they even get
supposed to be going...I think as well i the duplex girls T before i not meaning

to sound rotten about them i but | thought, expected them to just process the

data. But, actually, they do a lot more than that, and they talk to the patient and

explain the findings and things like that to them...

This (the PJ) was something different to do i the patients wereoki | 6 m no't

indispensable,they can function without me. Ni ce
doing all the time...I have a very reactive job...bleep going off all the time. This is
justnice. | woul dnét shy away from it in the f
make my mind up like | did this time and have to be dragged half way up north to

prove a point! I suppose | was very scept
before just didndét seem to work but, this
structure. . .youalmosttikef ohigoar bave. tol ddsi't
we ? Webdbve gone and got 11 patients to sa

never shy away again from it...| would definitely do it again.o

The VNP was pivotal to t hi snowledgejofehe sefiirgg,tteuc c e s
team, their current practices and ways of working, gained through her role as a Nurse

Practitioner, were invaluable. Her dedication and commitment to her patients, and her

role, was inspiring. Knowledge, qualities and attributes ideally suited to the role of local

Patient Journey facilitator. Yet, despite all this, and her advanced clinical knowledge,

this quote provides evidence that her participation in this AR VPJ study had brought

fresh insights and new knowledge. It also provides further verification of the value of

bringing a multidisciplinary team together for the purpose of improvement. Particularly

when using a method that allows the team to learn from their own patients and each

other about what is currently working well, or not so well, and empowering them to

collectively make decisions about where change and improvement is required.

Q4. What do you consider were the not so good aspects of the process?
Two of the 14 responses r ec ase8peddlissandat ed finon

Consultant Vascular Surgeon). A further 3 had commented:

T AaDifficult for me to say, maybe timeo (E>

T A donét think there are any not so good
thosepeopl e together at one time on a regul al
best way is to get around thato(Ward Sister)

1 Nothing comestomind..di dndét find any not so good as
work it has value and is worth doing...it crystallises the issues.0 ( Cl i ni c al
Lead/Lead Vascular Consultant)

Other responses included:

Time constraints; bringing a project team together

T AaDifficulty in getting stakeholders toget
phase...no easy or i mmedi aiNaesedeactieess t o r e
Development) (Researcher based in different county some 2 hours car journey
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away; also working concurrently in clinical practice in different NHS Trust i
comment added) (Appendix 32)

T ADespite variety, cont i nparent.ytheo f st af f
commit mentsodo (Physiotherapist)
T Avast number of issues highlighted by

time...wonder if there is a more manageable way? (Service Improvement
Manager i joined project at sixth VPJ meeting)
1 fPeripheral time commitments restricting ability to contribute/commit as would
have liked. There were so many issues 1 no light and shade (7571
added)...difficult to see what would happen...veryopenendedd ( Ser vi ce
Improvement Lead)
fDifficulties of becoming involved as an outsidero(Primary Care Nurse Specialist)

= =

time had been an issue ANo, not really

achieved in not that many meetings ¥ buti itneededy ou, or you with

fioudbve probably had a night maWhkeénaskegif ng

wa s

pro

(S

help...itwould needthati you coul dndét expecitl awacwlmim G tt

have thoughtd ( Superintendent Radiographer)

Trying to bring a team together in a timely manner had, undoubtedly, been one of the

greatest challenges of this project.

Perceptions about sustainability

1 A..keeping the work going and maintaining the momentum 17 somebody needs to

take it all forward - who leadsthati | don 6a (kVWaosm.ul ar Nur se

P

1 Mo clear actioning for the completion ofth e 6t oi tdlnadt d 9 swhat weodr

very bad at doing...otherthingto bearinmindi you canét do a pr oj ¢

and think it will be finished...I think what we have to work for is TQM (total quality
management i added) and to always improve on what we have i and that is a
challenge. Need to build acceptance that we need to continually change into the
way we work i then | think we can do it. @onsultant Anaesthetist)

Conversely, the concern about sustainability was perhaps somewhat premature,
because, at the time of this evaluation, which took place between April and June, 2008,
plans for ensuring sustainability were still ongoing. This was mentioned in Chapter 4,
and will also be referred to in Chapter 6. My continued involvement with the SE NHS
Hospital Trust until early February 2009, despite beginning preparations for withdrawal
in early 2008, was for this purpose. This enabled the work to be continually pushed
forwards, and responsibility and ownership for sustainability to be gradually handed over

to key stakeholders.

Total Quality Management (TQM), Continuous Quality Improvement (CQI) and the

Patient Journey process

A

The Consultant Anaesthetistds proposal (see

quality management (TQM) approach, or Continuous Quality Improvement (CQI), as
Ovretveit (2003) might describe this, emanated from his own efforts to improve theatre
efficiency and services. During the period of his engagement with the AR VPJ, this

Consultant had been undertaking his own study in affiliation with the Institute of

192



Healthcare Improvement. The focus of this work was also on improvement, but through
a quantitative approach identified as PDSA (Plan, Do, Study, and Act) (Langley et al,
1996). This required statistical analyses of theatre operations, such as throughput of
patients; theatre lists; operation times; outcomes of surgery; workloads of individual
surgeons; income and expenditure, for example. TQM also places an emphasis on
training, learning and ensuring consistency of purpose. This can be achieved by
engaging managers in an on-going quality improvement programme, and placing an
expectation on them to continually seek to improve the supervision, training and
retraining of their staff as part of the process (French et al, 2008). The Consultant
Anaesthetist suggested that combining TQM (and/or CQI) with the Patient Journey
approach would provide an effective means by which to achieve on-going quality

improvement.

Cost implications of a Patient Journey
With regard to the concerns about the cost of the PJ process, according to Campbell et
al (2004, p. 24)

T AThe system is based on a premise of ther

the re-design; this is achieved by asking the business manager (directorate) to
chair the regular meetings of the team. However, in one major instance, the
business manager has taken advantage of this work to present a business case
for changes to the service. o

In this project, other than discussions amongst the VPJP team about securing funding

for new diagnostic imaging equipment, any other associated costs had not been

disclosed. As such, this aspect cannot be accurately assessed or evaluated.

Nevertheless, as external facilitator of the AR VPJ project, it is possible to verify that

other than the additional demands on time, financial implications had only been openly

considered by one member of the VPJP team.

T "Resources...could be costly to run? Est
commitment for active members (Service Improvement Manager)

Costs associated with running this Vascular Patient Journey project, which generally
only included administrative (email), travel and occasionally catering (tea or coffee), had

been kept to an absolute minimum.
Q5. How do you think we could improve things for the future?

A broad range of suggestions were offered under this section and were themed as

follows
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Organisational issues

1 Ve must act on the findings and not let this become a paper exercise. The
Trust/Division should set up a group to frequently review what we are doing to
correct the issues identified. o6 (Vascul ar
1 @ . hare the methodology and the outcomes locally to enable all staff to
understand the value of the approach...an article in the weekly staff bulletin or
the... ( SE NHS- adided) setvdetter as well as presenting in more formal
settings. It would be good to have practice development input for the surgical
specialty as currently none exists.0 (Lead Nurse, Practice De
(Appendix 32)
1 1 think there has been huge engagement from the team, but not so sure of the
wider divisional management team. Executive lead changes may not have
helped though we are looking actively to share and learn from this work 7 not
only for vascular patients but all patients across thetrust6 ( Di rect or of |
and Patient Services)

By way of response to the second quote, an article was subsequently published in the

SE Trustdés newsletter in October 2008, and f
thesewastothe SETrustb s Pati ent Experience Committee i
responses to which are briefly commented on in Chapter 6. Other comments are above

also echoed in the discussions in Chapter 4 with regard to the sustainability of this VPJ

project. They also provide evidence of increased recognition amongst team members of

the benefits of this way of working, through which collaborative, multidisciplinary, cross

care boundary relationships had been, and were being, developed.

1 fAmprove communication between primary and secondary care i to improve
working relationships and avoid duplication of work...this would improve service
provision and cost effectivenessd6 ( Pr i mary Care Nurse Speci

Issues concerning teamwork and communication between primary and secondary care,
particularly with regard to patients o6fallin

come to light during patient interviews. These were discussed as issues in Chapter 4.

f A.aurcage to acknowledge those is%indes whic
ways to ensure ward nurses getinvolved. . . 6 ( Service | mpr oveme
1 fMore corporate by-in; obviously the Trust knew about it but | think this sort of
thing should be given top billing...this is a priority...this has to be reported on and
we havetomakesur e t hat we are achieving someth
really good project and it could have had a higher profile T maybe it has and |
dondét know about it? This isosO@ensuhgawe
Anaesthetist)

The above responses to question 5 indicate that the effectiveness and value of the AR
VPJ approach was recognised and welcomed. They also indicate that the generic
potential of the CHS PJ process (Campbell et al, 2004), with relatively minor

modifications, had been clearly established through wider recognition of its merits,
thereby fulfilling the aim and objectives of this AR VPJ study.
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Recommendations for future Patient Journey projects

T A candt think of any othkertwagkoftidosnneal
excellent really i because it was there i you joined in, you hopped off i but it
happened...0(Superintendent Radiographer)

I s a process i no suggestions; enjoyed participatingd(Vascular Nurse
Practitioner)

1 fPerhaps having a list of all dates and times way in advance that would have
been helpfuld(Ward Sister) (this had been given at the first meeting of the team,
which the Ward Sister had not attended. However, meetings still had to be
rearranged i comment added)

1 @ .nvite individuals who are part of the MDT (multidisciplinary team i added) to
discuss aspects of their care/issues at specific times on a 3-hour afternoon
agenda, forexample.0 ( Consul tant Anaesthetist)

1 fPerhaps break up the journey into stages and run a mapping exercise for each
stage to allow the relevant peopletoattend. 6 ( Physi ot herapist) (
other team members commented on the value of the insight their involvement in
this activity had afforded them of each o
journey i comment added)

The responses in this section perhaps demonstrate once again why gathering feedback
data from project team participants had been considered so important. Whilst
commonalities are to be found amongst the resultant data, the qualitative approach to
interviewing made it possible for individual opinions and thoughts to also be expressed
and shared. As such the findings have provided a comprehensively informed,
contextualised and authentic overall view of the AR Patient Journey process as it was

experienced in this study.

Q6. What was your overall impression of the Patient Journey?

Although this was included as the sixth and final question, in some interviews this was
replaced by fAAny other comments?o The reaso
thoughts to the contrary, previous questions had enabled an overall impression to be

elicited. Four of the 17 respondents had no further comments to add (Vascular Nurse

Specialist, Consultant Surgeon, Executive Lead/Director of Nursing Services, Primary

Care Nurse Specialist); 6 gave an overall view and 7 offered additional points for

consideration. As such the report of findings in this section is divided accordingly.

Overall impression of the Patient Journey model

1 A Awelcomed change to improving patient safety and overall patient care.0
(Pharmacist)

1 M good model i helped everyone draw out the issues and bring them all
together. However, staffing and time constraints are a major drawback.6 ( War d
Sister)

T A4 wouldndét shy away fr dDisupposedwaseery PJ i n t
sceptical at first because everything web
but this has shown to me that if you have a structurei you canod6i i gnor e
particularly as we have had our patients tell us their experiencesi s 0 we bve go
to do it. | 6m not an academic (a personal
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knowledge and expertise, and an MSc 1 added)...| was worried that | was going
to get into something that was far too highfaluting i but | have enjoyed this and
would definitely do it again. | would also recommend that other nurse

practitioners get involved if they getthe chance.d0 ( Vascul ar Nur se

T A...despite extra work this has value
Patients want one thing, doctors and stuff want another and then the service
needs another thing. A good team will try and address as many of these issues
as possible and, if each of these 3 groups feel that the issues of the other groups
are their issues as well, then everyone pulls together in the same way. Patient
Journey data should become a key part of service review as it incorporates
corporate, clinician and patient requirements; 3 key areas considered as part of a
whole. Scientific numbers...I would like interviews on every patient i what if we
missed a number of key points out there that we should address for other

patients? Il want t o know ever yltlhindersiandshngpling s g oi

sizes. . . i afaudtofhawttwasdone.but | dondét think t
of doing things i | realise it has to be this way...Would have liked more time i but

Pr

and

ng

her

still feel l ength and timing of meetings

think anything could be changed to improve it...Reproducibility of this approach is
very dependent on the investigator/researcher and their ability to project manage

and to secure the engagement oftheteam.. . 6 ( PJ Cl ini cal Lead/

Consultant)

These verbatim statements, which provide authentic insights into the perceptions of the
service users who had participated in this AR VPJ study, reinforce other empirical

findings reported in Chapter 2 and by the findings thus far. These, in addition to the
numbers of different issues raised by each group, and thet e a m6 s toauickly attendy

to these, provide clear evidence that service users should be involved in improvement.

They also demonstrate the significance of adopting a patient-(person)-centred,

democratic and collaborative approach as promoted by this AR VPJ study.

The last comment made by one of the Trustds busi
emphasised by the VPJ Steering Group), demonstrates that, even for those with highly
demanding workloads, active involvement in an action research PJ project is achievable

and was valued.

The qualitative versus a quantitative approach to service improvement

In light of wider, sometimes negative perceptions of qualitative research, particularly
amongst the medical profession, the following views, expressed by the Lead Vascular
Consultant Surgeon, had been welcomed. This former sceptic eloquently articulated his
initial and subsequently changed perception of qualitative research. It also provides a

somewhat rare insight into the perceptions, experience and training of a surgeon:

f fAvYoucanputt oget her a patient questionnaire
service we are providing you?d but you

es:

t o
Cc a

depending on how you put the questionnair

agenda is driven on questionnaires which they design to get the answers they
know they can deal with...This is open i Tell us about the journey; tell us about
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what happened, what vyou |iked, what you d
work. This gives you a lot more.

The thing is T from the medic® side, the scientist¢ si de i f you | i ke,
more gualitative than quantitative and we are much more comfortable with

guantitative research. Give us a set of numbers...80% success rate - we know

where we stand. Thi s i s uchuadhihdrdenforuse r es e
to appreciate and, although we all go awa

guantitative and qualitative and these are differentthingsi we mutt er o6 qu al
ifluffy physiciany stuff 60 yamomrgstsuegeons, t ude

but also amongst medical doctors. The way we work as surgeons i with so
much coming at you, you have to compartmentalise and so you have to have

knobbly bitstohangontoit hat 6s what hard fiatct Enpwovh

Ishou d do this operation for you betause

y

fine | 6ve stoppdedae tdricrnlsiimpbérsowade. .. wher ¢
softer. Bu t actually, when you break it down,

crystallised into areas and patterns and things... So what 16 vget at the end of it

is; A, | feel slightly more comfortable with qualitative research ideas now; and, B,

|l &m coming out thinking this is a very
doingiand it ds reasdthal we shiouldde doingan the NHS.

..as | began to realise what we6 vget from it, just how much wed vget from it |
wondered if we should do this every 5 years? Just to see...Now | think...every

team should do it every 5years. 0 ( E x c e rcprtes intérvieov mith P&

Clinical Lead/Lead Vascular Consultant)

When meeting two stakeholders from the SE
after my withdrawal from the Trust, it was disclosed that this consultant was proposing to

run another of these VPJ reviews within the next 12-18 months.

Link with integrated care pathway (ICP) methodology
Interestingly, although Campbell et al (2004) link the CHS Patient Journey approach
with integrated care pathway (ICP), or care pathway, methodology, only the

Superintendent Radiographer (extract below), had commented

go

NH

1T MNebve done care pathways before but act u:

it, certainly not in that depth.o

Although an integrated care pathway had not been a goal of this study, a 4 day post-
operative femoral-popliteal bypass graft patient pathway was developed. An image of
this is included in Chapter 4 as Figure 4-20. The Superintendent Radiographer also
added:

1 A yau can make suggestions to Trust management about changes to service
but they disappear i whereas this seems to be a bit more staff-solved problems
i if you know what | mean? ...this has been an exercise based on experience if

you | i ke and any problems that have-come

as ateam i how to solve all these problems for the benefit of patients and the
running of the service i not for any cost cutting...Patient feedback was very

interesting T some a bit bizarre but that makes more interesting reading...| feel
privileged that onesdthshobpiatso fattdhhave beerd y

involvedi i t s been great. I hope Trust Manag
forevery servicereallyd0 ( Superintendent Radiographer)

197



These remarks yet again demonstrate the value of data gathered from experience.
They also provide further evidence in support of this collaborative approach to health

care and services review.

Additional suggestions
A number of O6one offdéd suggestions were al so

for wider consideration. Amongst these included:

1 @ . pportanity for academic accreditation of local facilitatorroles? 6 ( Lead Nur ¢
Practice Development)

1 @A T HPatient Journey versus patient focus groups; orboth?0 ( Ser vi ce
Improvement Lead)

T AFor you (resear ch enaljevdalopmertogpdrtonities, pr of es si
including secondment with I HIO (Il nstitute
Massachusetts, USA) (Consultant Anaesthetist)

The last point had been particularly valued on a personal level as it symbolised an
acknowledgement of my credibility and abilities as action researcher and external AR
VPJ facilitator.

Involvement and engagement of pivotal frontline staff in service improvement
initiatives

Informal discussions with 3, of the 4 administrative staff (1 had left the SE NHS Trust
since the start of the Patient Journey) who were acknowledged as VPJ team members
but had not actively voiced their views, brought affirmation of a previously held belief
that these members of staff should also be consulted when seeking to improve and

increase efficiency of healthcare services.

A Waiting List Co-ordinator (WLC), for example, provided explanations, and valuable
suggestions for ways by which some of the failings that had been unearthed during the
PJ process might be addressed. Particularly those relating to communication between
hospital staff, inter-hospital sites and patients. Insights were also offered into issues not
previously identified by the VPJP team during mapping. However, although they had
highlighted availability of High Dependency or Critical Care beds as an issue, this was
not specifically in relation to reserving these beds for the immediate post-operative care
of high risk vascular patients when co-ordinating surgical admissions. As a
consequence of new information gathered from the WLC, the priorities Issues and
Solutions (IAS) list was updated (Figure 5-4).
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Figure 5-4: information update by Waiting List Co-ordinator recorded in prioritised Issues and
Solutions document 7 July 2008

The WLC also expressed views on the recently introduced IT system which had
significant O0teething probl emsé6. Rel ated is
VPJP team for further discussion and review, demonstrating how evaluation had also

become another data source for the AR VPJ change and improvement process.

Figure 5-5: example of additional data sourced during evaluation

The Medical and Consultant 6secmrcermsedcadbytees r e
Waiting List Co-ordinator, whilst also revealing a range of additional problems with the

new IT system; giving examples in relation to hospital correspondence with patients.

These were integrated with the comments of the WLC, fed back to the VPJP team and
contributed to the update in the IAS document (Figure 5-5). The secretaries also offered

pertinent insights, and pragmatic recommendations for improving efficiency in current

services, particularly with regard to difficulties associated with accessing and tracking
patientsd notes; tracking of diagnostic test
centralised system was recommended. As Figures 5-6, 5-7 and 5-8 illustrate these

issues were also receiving ongoing attention by the VPJP team and the wider SE NHS

Trust.
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