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Susan E M Baron 

 

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 

studyôs review of empirical studies of patient-centred care, strongly 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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1: Introduction and background  

 

Introduction  

This action research study has explored the Patient Journey, a structured and 

collaborative approach to service improvement and practice development that had been 

claimed to be ñéexplicit, different and making a difference to patientsò (Campbell et al, 

2004, p. 15). Campbell et al (2004) developed the Patient Journey by way of response 

to the UKôs Department of Healthôs (DH) programme of National 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 Governmentôs call for the NHS to ñbe redesigned to offer a personalised service 

through patient-centred healthcare deliveryò (DH, 2000a, p. 17). This was outlined in the 

White Paper ñThe NHS Plan: a plan for investment, a plan for reformò published 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 

approach to Patient Journeys, did ñnot have a systematic approach to samplingò 

(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 enable the ñinsider perspective of the illness experienceò to be 

acknowledged, or patientsô experiences to be contextualised as integrated 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 ñto 

rebalance the power relationships when developing patient careò, such as those that 

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.  

 

 

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.  

 

 

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 approach was ñéexplicit, different and making a difference to patientsò 

(Campbell et al, 2004, p. 15).  These results had also been indicative of the wider 

potential of the model.  However, because all PJ projects had been run óin houseô and 

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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Campbell et alôs team, and the City Hospitals Sunderland NHS Foundation Trust, to 

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 I had no previous affiliation with the CHS Trust or 

with the SE Trust where this study was subsequently set.  I 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 of this studyôs AR Vascular 

Patient Journey service improvement project, I 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 I became a lecturer in nursing. 

Background to the Patient Journey approach 

Because the City Hospitals Sunderlandôs (CHS) Patient Journey approach (Campbell et 

al, 2004) was developed by way of response to the UKôs NHS 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 staff to ñconceal errors rather than report them and risk 

retributionò (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 ñfailed to reflect the 

breadth of what patients expect of the service, and of what staff want to provideò (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 for the NHS to be ñéredesigned to be patient-centred ï to offer a 

personalised serviceò (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 ña health 

service designed around the patientò (DH, 2000a, p. 4); where patients would be given a 

ñreal say in the NHSò; and provided with ñnew powers and more influence over the way 

the NHS worksò (DH, 2000, p. 6). These reforms were necessary to ñ...to fight the 

failings in the systemò and ñthe toughest issues that have been ducked for too longò (DH, 

2000a, p. 15).  

 

Ten fundamental principles of reform made clear that the needs and preferences of 

ñindividual patients, their families and carersò were to be taken into account in the 

provision and re-design of services (DH, 2000a, p.4, 5; DH, 2004d).  Healthcare and 

services were to be developed according to the ñpatientôs point of viewôô and able to 

respond effectively to the ñdifferent needs of different populationsò.  The reformed NHS 

would ñwork to continuously improve quality services and minimise errorsò.  It would also 

ñvalue and support its staffò who would need to ñwork together with othersò to provide a 

ñseamless serviceò for patients (DH, 2000, p.4, 5; DH, 2004d).  The Government 

acknowledged that attaining high quality healthcare and services was dependent upon 

ñevery member of the team and every part of the system working effectively and in 

harmony with the restò (DH, 2004e, foreword).  These 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 

The ñQuality Frameworkò (DH, 1998) (Figure 1-3) was set up to drive quality into all 

areas of the NHS as part of the governmentôs programme of reform.   

 

 

Figure 1-3:  the Quality Framework 
Adapted from ñA First Class Service, Quality in the New NHSò (DH, 1998) 

 

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 Act in 1999. The aim was to verify each organisationôs adherence to 

clinical governance; and the implementation of NICE and NSF guidelines and twelve 

patient-focused benchmarks introduced through ñThe Essence of Careò (DH, 2001b). 

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 ñThe NHS Plan: a 

plan for investment, a plan for reformò (DH, 2000a). 

 

Since its inception ñThe Quality Frameworkòñ(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 ñhad often led to fragmented pieces of 

workò 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,ò innovationò, 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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ñThe NHS Improvement Plan:  Putting people at the heart of public servicesò (DH, 

2004a) reaffirmed that ñresponsiveò and ñpersonalised servicesò would be embedded 

across the whole of the NHS (DH, 2004a, 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, 

Domain 3 of óGood Medical Practiceô provided by the General Medical Council (GMC, 

2011, 2013) makes clear that doctors are required ñto work in partnership with patients, 

to listen to and respond to their concerns and preferencesò and ñto work with colleagues 

in the ways that best service patientsô interestsò (GMC, 2013). Doctors also have a duty 

to ñwork collaboratively with colleagues, respecting their skills and contributionsò (GMC, 

2013, p.14). These duties are also reiterated in the Nursing and Midwifery Councilôs 

(NMC, 2008) óThe Codeô, and The Health and Care Professions Councilôs (HCPC, 2012, 

p.8) óStandards of conduct, performance and ethicsô who regulate the practise of sixteen 

groups of allied health and care professionals.  

Involving service users in change management 

A change management ñBriefing Paperò by the NHS Service 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 during this studyôs 

Patient Journey project. 

Partnerships with service users; staff understanding of each otherôs roles 

ñNational Standards; Local Action: Health and Social Care Standards and Planning 

Framework 2005/06-2007-08ò (DH, 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 was to be ñprovided in partnership with patients, their carers and relativesò. 

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 

ñ10 High Impact Changes for Service Improvement and Delivery: a guide for NHS 

leadersò (DH, 2004e) introduced rare examples of real-time piloted improvement 

initiatives.  The NHS Modernisation Agency described how the thinking behind the 

development of ñ10 High Impact Changesò (HICs) differed to more usual approaches to 

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

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

the NHSò. They were ñnot the products of academic theory, or an isolated group of 

expertsò (DH, 2004e, 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 



 

26 
 

and 2004. NHS staff had been ñactively engaged in re-shaping service deliveryò so that 

the NHS might move closer to achieving its ambition for patient-centred, individualised 

care. These 10 HICs were based on three underpinning principles  

 

(i) Change, informed by empirical evidence that is tested and evaluated in 

practice, in ñreal life NHS settingsò, has the best chance of success. 

(ii) A high quality service is dependent on every member of the multi-disciplinary 

team and every part of the system ñworking effectively and in harmony with 

the restò (DH, 2004e, foreword) 

(iii) Health care and services need to be viewed ñthrough the patientôs eyesò.  

Patientsô experiences involve a journey and one ñwhich 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 

person.ò (DH, 2004e, 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 following ñneedò: 

 

ñ...We need to help frontline staff to develop ownership about how to do things 
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-led.ò (DH, 2004e, p. 4) 
 

ñ10 High Impact Changesò (DH, 2004), the SDO ñBriefing Paperò (NHSSDO, 2004) 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 provided in ñReal Involvement: working with people to improve health 

servicesò (DH, 2008). 
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NHS modernisation, patient-centred care and this studyôs proposal 

Since the launch of NHS ópatient-centredô modernisation 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 staff are ñempowered to put forward ways to deliver better and safer 

services for patients and their familiesò. 

This study: a response 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 this studyôs design, the methods selected, and 

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: Literature Review 

 

Introduction  

This review examined the empirical roots of ópatient-centred careô (PCC) and ópatient-

centrednessô and associated 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 providers in this studyôs independent 

investigation into Campbell et alôs (2004) Patient Journey process and the approach 

taken in this action research study.   

 

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

Trustôs (CHS) Patient Journey (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 a 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 

enable the ñinsider perspective of the illness experienceò, to be acknowledged, or 

patientsô experiences contextualised as integrated journeys that often cross 

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. 

 

 

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

 

Searches often brought extensive results, for example 246,551 for ópatient centred careô 

(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 a search using ópatient involveô to ópatient cent* 

AND health careô, yielded 354,020 results (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.   

 

 

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 

Institute, Kingôs Fund, the Care Quality Commission, the Institute of Medicine and the 

Institute for Healthcare Improvement, were retrieved via GoogleÊ and Google 

ScholarÊ.  Ad-hoc searches 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 

qualitative 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, researcherô perception of limitations (Example appraisal matrix 

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 

Á Patient-centred or patient-centredness (UK and 
US spellings) only 

Á Peer reviewed, published, empirical studies only 

Á Date of publication 1998-May 2007 (extended to 
2010 to allow contemporary perspective when 
writing up thesis)  

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

Á Any country 

Á Any professional discipline 

Á Any health condition, any patient group 

Á English language 

Á Full text 

Á Service user (patient, carer, relative) involvement 

Á Service provider (single or multi-disciplinary) 
involvement 

Á Fulfilled appraisal criteria 

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

Empirical studies 
using terms other 
than patient-
centred  

Table 2-2:  Inclusion criteria for empirical studies associated with patient-centred care 
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Empirical literature was automatically excluded if it did not include the term ópatient-

centredô or ópatient-centrednessô or was not fully 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  

Patientïcentred 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 techniques, including thematic analysis and narrative summary allow evidence 

from qualitative, quantitative, theoretical and conceptual origins to be integrated and 

presented in ñnarrative juxtapositionò (Dixon-Woods et al, 2005, p.47). 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 exclusive to the UK, nor is ópatient-centredô the only term that reflects a 

persistent and international endeavour by behavioural and social scientists, 
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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 III 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 

ñconventional and academicò school, gave rise to the traditional biomedical model.  This 

is built on a disease classification system and, as such, is relatively easy to measure, 

ñarticulate and communicateò, at least by physicians (McWhinney, 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, the ñnatural or descriptive schoolò, was aligned by McWhinney (1980, 

p.1096) to the beliefs and practice of Hippocrates, a Greek physician and ñnaturalò 

diagnostician who did ñnot separate disease from the man, or the man from his 

environmentò. This is explained 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 óscienceô, the biomedical aspects of medicine, 

and óartô of medicine, the human component, should not be considered as ñantagonistic 

but supplementaryò to each other (Peabody, 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; the patientôs journey through healthcare.   

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 ñthe cornerstone of patient-centred careò (2010, p.51). Nursing practice in 

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

and Guastello (2010) explain, is often, but not exclusively, influenced by Watsonôs 

(1985) framework of human interactions and relationship-centred caring.  Other 

influences stem from Swansonôs (1991, 1999) empirical studies and theories of caring 

(1991, 1999) and the Tresolini Pew-Fetzer Task Forceôs (1994) work on relationship-

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): ñThrough the Patientôs Eyes: understanding and promoting 

patient-centred careò 

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 make the ñexperience of illness and 

hospitalisation more humaneò (Gerteis et al, 1993, p. xxii). The findings were 

disseminated in a seminal text ñThrough the Patientôs Eyesò by Gerteis, Edgman-

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 patientsô values, preferences, and expressed needs;  
ii) 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 Gerteis et alôs endeavours to ñconsciously adopt the patientôs perspectiveò 

(1993, p. 5). However, there is concern that by doing so this creates the potential to 

diminish the significance of others actively involved in patientsô healthcare journeys.  

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 providersô knowledge and understanding of human factors, so that patient-

centredness becomes an integral element of every stage of the PCC continuum, they 

are adaptable to any discipline and healthcare setting.  

Stewart et al (1995): ñPatient-Centred Medicine; transforming the clinical methodò 

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 et alôs acknowledgement, similar to Gerteis et 

al (1993), that only ñthe patient should be the judge of patient-centred careò (Stewart, 

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 

patientsô experiences, or the importance of also seeing staff as individual human beings, 

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 foundations of Stewart et alôs (1995) PCC clinical method, like Gerteis et alôs (1993) 

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).  It is 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 requires ña balance between the objective and the 

subjective, a bringing together of body and mindò (Stewart, 1995; p.35). An analysis of 

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; 

the ñscientificò, the objective and detached voice of medicine due to its focus on 
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diagnosis, and the ñvoice of the life-worldò. The latter, Mishler suggested, reflected a 

ñcommon sense view of the worldò as derived from the personôs social context, the 

personal meaning of illness, and concern about how illness might impact on everyday 

lives and goals (Mishler, 1984, p. 192). Mishlerôs contribution is specifically mentioned to 

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 this for being ñunscientific and untestableò 

(Smith et al, 2013, p265)  

 

Despite Mead and Bowerôs (2000b) intentions, the findings of this review indicate that 

their model, without introduction or context, may still cause confusion. For example, the 

fourth dimension óbiopsychosocial perspectiveô, signposts Engelôs (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-Carrió et al 2004). Consequently, if the biopsychosocial model is not explained or 

understood in this instance in the context of Mead and Bowerôs conceptual model this 

may trigger confusion amongst healthcare staff about what model of care they should be 

following.  Additionally, the fifth dimension ótherapeutic allianceô, derived from Rogersô 
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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.  

 

 

 

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 

ñunitary conceptò.  Yet sixteen components 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 models of care prior to the start of this studyôs Patient Journey project were also 

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 

presented in ñnarrative juxtapositionò, to enable authentic 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 training on patientsô experiences 

Martin et al (1998) discuss the effect of the Planetree PCC model on hospital patientsô 

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 if the ñPlanetree philosophyò had 

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 

patientsô perceptions of PCC were aligned with components of 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 non-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, 

Planetree patientsô satisfaction of technical aspects of care (these elements were not 

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% versus 62.2%) at three monthôs post 

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 
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involved, learned more about their illnesses and were ñsignificantly more satisfied with 

their hospital stayò (Martin et al, 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 patientsô experiences when delivered 

according to Planetree criteria (see Frampton and Guastello, 2010). The outcomes also 

led to the recommendation to those ñseeking to improve the inpatient hospital 

experienceò to consider implementing 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 alôs (1995) PCC model on PCC 

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.  Participantsô ages 

ranged from 30-70 years; all patients had been recently diagnosed with type II 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 et alôs 

(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 resulted in ñsignificantly improved 

communication, wellbeing, and satisfaction amongst patients with newly diagnosed 

diabetesò (Kinmouth 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 

effect of PCC.  A ñsignificantly higherò body mass index (BMI) (n=66/133) was identified 

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

(1998) partially attributed this to patientsô better adherence to treatment, as this had 

previously been found to correlate with positive outcomes of PCC in former RCTs 

(Roter, 1977, 1989, cited Kinmouth et al, 1998). Patients in Kinmouth et alôs (1998) 

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 alôs PCC model (1995). Nevertheless, Kinmouth et al 

provided a cautionary reminder that patient-centred consulting should not ñlose the focus 

on disease while paying attention to the unique experience of illness of each patientò 

(Kinmouth et al, 1998, p.1208).  

The impact of Stewart et alôs PCC model on patient-centred communication   

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 Stewart et alôs (1995) model. Thirty-nine 

(47%) family physicians (general practitioners) and 315 adult patients were randomly 

selected from 250 family physiciansô practices in and around Ontario, Canada. 

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 

quantitative 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 at two-monthôs 

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 physician (component 3 of Stewart et alôs 

clinical method).  Referrals were 6.1% compared to 14.9% in the non-patient-centred 

group. A limitation is that the data lacked detail about which specific aspects of doctorsô 

skills and behaviours positively influenced patientsô perceptions. This might have helped 

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 alôs clinical method). This limitation was also acknowledged by Stewart et 

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

seeking information about patientsô perceptions and experiences.  
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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, ówhole personô, despite this being 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 through ñmeaningfulò 

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 a ñresponsive partner for the patientò and the importance of this to patient 

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 towards patientsô well-

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 impact of Stewart et alôs PCC model on physician interaction style  

Epstein et al (2005) also investigated outcomes of PCC in the US.  Their observational 

cross-sectional study design examined óphysician interaction style and its relationship to 

diagnostic testing costsô (Epstein et al, 2005, p. 415). Data 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.  



 

47 
 

There were, however, a number of limitations to Epstein et alôs (2005) study. These 

included óstandardisedô patients; the potential influence of payments for óstandardisedô 

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.  

 

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, and each involved different ótypesô of 

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 understood by those involved in ñtranslating the concept from a theoretical idea into 

a practical applicationò (2004, p.143). Gillespie et alôs awareness 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. 

 

In Gillespie et alôs (2004) study, semi-structured interviews were conducted by one 

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 

participantsô interpretations and expectations of PCC (Gillespie et al, 2004). For 

example, health professionals most closely aligned their interpretation to the biomedical 

model of care, through which patientsô needs are generally determined by professional 

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, despite their óduty to involveô (DH, 2004e, 2005a, 

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 ñface-to-face encountersò (Gillespie 

et al, 2004, p.146). Correspondingly, Gillespie et al (2004, p.147) concluded that 

ópatient-centredô was merely being used as a ñsound biteò.   

 

Goodrich (2009) reinforced the findings of Gillespie et al (2004) when reporting on 

research conducted for the Kingôs Fundô Point of Care programme, also based in 

London, UK. She too reported that PCC was commonly used as a ñbuzz wordò 

(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, 

qualified 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, insufficient óin-houseô education, the interchangeable and varied use of 

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 phrase ñseeing the person in the 

patientò, ñresonated positively with all participantsò (p.16). This is interesting as this 

indicates that those at the frontline of care were at least familiar with the philosophy of 
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PCC.  ñSeeing the person in the patientô and seeing the service ñthrough the patientôs 

eyesò 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, 2000a, DH, 2004e, forward) and the Kingôs 

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 ñhumanò words 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 

the communicatorôs knowledge-base, lived experience and expectations. So, although 

Goodrich (2009, p.16) reports that NHS staff prefer everyday ñhumanò words 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) as a ñstate or quality of being worthy of honour or respectò 

(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 ñlife without dignity 

was described as a life no longer worthy of livingò; and for those more able ña personal 

sense of dignity was inseparable from life itselfò (Chochinov et al, 2002, p.441).  

 

These studies provided the empirical evidence-base for the óABC and D model of 

óDignity Conserving Careô; Attitude; Behaviour; Compassion 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 illness 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 care is about ñhaving oneôs human value and 

worth acknowledgedò (Johnston et al, 2010, p.11). To achieve this, it makes clear that 

ñdying with dignity means different things to different peopleò, and that individual 

meaning is influenced by each ñindividualôs historical, social and cultural perspectivesò 

(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 

question which approach they should be following.  

 

In mental health nursing, the holistic model emphasises the importance of attending to 

the patientôs spiritual, social, intellectual, physical and emotional needs (Beck et al, 

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 illness 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: 

 

ñFamily medicine deals with people and their problems in the context of their life 
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 
denominator is the person with their beliefs, fears, expectations and needséa 
person-centred approach, orientated to the individual, his/her family, and their 
community.ò (EURACT, 2002, p.5) 
 

EURACT (2002) also advises doctors that the  

ñHolistic approach includes the ability to use a bio-psycho-social model taking 
into account cultural and existential dimensionsò EURACT (2002, p8) 

 

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 yearsô experience who in contrast to the definition offered by 

EURACT (2002), perceives ñholistic careò to be associated with ñwind chimesò and 

ñcalming blue lightsò (Baron and Warner, 2004, p.21).  A misconception which has also 

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

use of óholisticô by ñunorthodox groups of healersò.   

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: 

 

ñHolism dictates we spend time discussing the concept of self in relation to 
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 
administeréò (Baron and Warner, 2004, p. 21) 

 

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 

ñéattempting to participate in the inner feelings of another while remaining 
objective, to see the world from the other's perspective with as much 
understanding as possibleéto understand the lived experience of another, we 
must begin by listening.ò  
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Fredrikssonôs (1999) statement provides evidence of long-standing similarities between 

perspectives of caring and PCC. Roach (1984, 1992, 1997), by comparison, defines 

seven Côs of caring, i) compassion, ii) competence, iii) confidence, 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) explains that ñwith compassion one becomes a colleague of 

humanityò. Compassion 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; ii) being with; iii) 

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

separate phenomenological investigations in the US, two into 39 womenôs experiences 

of caring in maternity services, and the third into care providersô experiences in a 

neonatal intensive care unit, further advanced Swansonôs epistemological and empirical 

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) explained that Swansonôs caring model 

(1999) provides a ñcoherent explanation of the links between caring and patient well-

beingò and can effectively help to bridge the gap between nursing theory and practice. 

Interestingly, Swansonôs (1999) model, as one built on evidence gathered from service 

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 this review as central to attaining PCC. Swansonôs 

(1991, 1999) and Watsonôs (1985) caring theories have been used to support patient-
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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 

ñoften quoted but ill-defined conceptò (Nolan et al, 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 

 

 ñéa standing or status that is bestowed upon one human-being, by others, in 
the context of relationship and social being.  It implies recognition, respect and 
trust.ò  

 

Kitwood explains this definition was influenced by the work of Swiss psychologist 

Tournier (1999) and the philosophies of Buber (1984) and Rogers (1961). 

 

McCormack (2001) drew on Gadamerôs (1993) philosophy in his hermeneutic study 

carried out in Northern Ireland. This investigated the meaning of autonomy for older 

people in hospitals (McCormack, 2001).  He also examined how the word ópersonô 

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 órelationship-centred 

careô, only represent one component of personhood; the others being context, place and 

self. óPerson-centredô, McCormack (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 their focus on ópatient-

centredô reinforce McCormackôs view that the term óperson-centredô most accurately 

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 ópatient-centredô is 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 

patientsô healthcare journeys. This is attributed to differences in evidence-base. PCC is 

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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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 alôs contribution warranted further investigation.  

 

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 otherôs roles and the service; understanding 

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 alôs (2004) 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 differs from ñtraditional forms of redesignò and improvement 

project development (Campbell et al, 2004, p. 21). Firstly, sampling is based on a 

ñstakeholder perspectiveò (Campbell et al, 2004, p.22) which not only promotes team 

engagement, but also receptiveness to learning about the impact of their own practices 

and services on their patientsô care and experiences.  The team decides the group of 
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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 

participants to ñtell us how it isò.  Campbell 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 significant as in Gillespie et alôs (2004) study, service 

usersô financial status, and social, cultural or language differences had been identified 

as barriers to PCC, shared-understanding and decision-making (Gillespie et al, 2004).  

 

Health professionals in Gillespie et alôs (2004) study had also cited a climate of 

underfunding, low staffing levels and low morale as significant barriers to PCC; they also 

generally perceived PCC as expensive (Gillespie et al, 2004). Awareness, particularly 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 problem in Gillespie et alôs (2004) study as no 

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 

these are ñbased on a premise of there being no cost to the organisationò, although they 

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.  

 

Patientsô perspectives of the hospital environment 

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 the trustôs planned redevelopment programme, a possible 

indicator of that organisationôs commitment to change.  

 

Douglas and Douglas (2005) specifically focus on patientsô perceptions of their 

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 several ñdepersonalisingò, disempowering, and 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. Ward ñregimeò 

and ñgeneral atmosphereò were also found to significantly impacted on patientsô feelings 

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

 

Survey results largely reiterated the findings of interviews but included lack of ñbedside 

entertainmentò as a separate issue, 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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Nursesô perspectives of delivering patient-centred care in acute hospital settings 

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 

(1993). (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 ónursesô echoed many of those found 

from patient data in Douglas and Douglasô (2005) study.  For example, 53% of 

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 treat their patients, and even when ñdesperately short of staffò, 28.5% 

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 

included 51.9% of nurses only sometimes had enough time to address patientsô 

anxieties and fears because of workload pressures; 44.1% only sometimes had enough 

time to treat patientsô symptoms and conditions; 65.2% were often too busy to respond 

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 

explanations for those identified by patients in Douglas and Douglasô (2005) study.  This 

is despite differences in study focus and setting. 

  

Lack of education was also highlighted as a problem in West et alôs (2004) study. 

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%  in ñwatching for danger 

signalsò (these were not specified) and 59.8% in pain assessment. West et al (2004, p. 

441,435) also stated that a ñhigh proportionò of nurses wanted more 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 addressing patientsô anxieties and concerns.  This, and lack of 

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 nursesô perspectives 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 

differences in healthcare systems. In terms of nursesô well-being, the negative impact of 

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 akin to ñindustrial 

models of productivity improvementò rather than one that would enable nursesô, or other 

staffô, concerns to be aired and addressed.  Consequently, Aiken et al (2001, p. 51) 
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suggested, healthcare organisations would continue to have ñlimited success in terms of 

retaining nurses or improving patient outcomes.ò   

 

The findings and recommendations of Aiken et alôs (2001) study have since been 

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 scepticism that nursesô complaints represented 

objective observations of care quality; despite nursesô complaints being substantiated by 

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, ñmostò reported 

ñreasonableò experiences in relation to the non-clinical aspects of NHS hospital care 

(Webb, 2007, p.63). More detail would have clarified what was meant by ñmostò and 

ñreasonableò and 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 that ñstaff 

have the capacity to make or break a patientôs stayò (Webb, 2007, p. 66).  The latter has 

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 

ñdisconnected from their workò; which ñinstilled a real sense of a lack of careò (Webb, 

2007, p.67). One possible explanation may be attributed to a result which showed that 

staff found some patients ñparticularly demandingò (Webb, 2007, p.68); with unrealistic 

expectations about the amount of attention they, and their visitors, should receive. Due 

to other constraints on nursesô time, these expectations were challenging to fulfil.  

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 

2010b). 

 

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

centred care on staff experience 

Empirical studies of nursesô experiences of whistleblowing in the UK and Australia 

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), Reeves et al (2005), and Atwal and Caldwell (2006) who investigated nursesô 

experiences of multidisciplinary teamwork.  Collectively, these studies provide strong 

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

cultures significantly impact on nursesô experiences, well-being, morale, motivation and 

practice and thus patientsô experiences and care.  These can damage inter-professional 

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) ñunderpins most of the current 

approaches to planned organisational changeò.  It promotes innovation, can bridge the 

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 

also deemed most appropriate for investigating and evaluating this studyôs Patient 

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

 

In Curryôs (2005) study in-depth interviews with 11 patients with chronic obstructive 

pulmonary disease (COPD) were conducted in patientsô homes to gather their 

perspectives and experiences as service users.  Although similar to Campbell et alôs 

(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 alôs (2004) method aimed to mitigate risk of practitioner bias, whilst also 

promoting engagement. The criterion for patient involvement in Curryôs study was 

diagnosis of COPD. 

 

Interview data were analysed and categorised according emerging themes. Again 

different to Campbell et alôs (2004) PJ approach, in which thematic analysis and 

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

Maslowôs (1950) hierarchy of needs (1950) and Donabedianôs (1992) structure, process 

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

focus analytical thinking on patientsô needs (Maslow, 1950) and service improvement in 

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

which, prior the introduction of the UCT service, was described as ñsystems-focusedò, 
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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 

recruited from the related service.  In Curryôs AR study this included ñpractitioners, 

managers, nurse leaders, a consultant physician, a social worker and a patient and 

public involvement representativeò (2005, p. 438). This group was set up to review 

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

role of the multidisciplinary team in Campbellôs PJ projects. This group, similar to teams 

in PJ projects, had also mapped the current ñpatient journey across the urgent care 

pathwayò and met six times during the six-month active research period (Curry, 2005, 

p.444).  

 

Findings of Curryôs (2005) study were consistent with other PCC studies reviewed and 

once again emphasised the importance of ensuring patient-centred processes were 

contextualised with the patientôs journey (including quick and convenient access, timely 

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 patientsô homes, was resolved by installing digital locking 

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 moved ñpatient and 

public involvement from rhetoric into realityò by enabling patientsô views to be captured, 

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 studies of patientsô 

perceptions of the hospital environment by Douglas and Douglas (2005); nursesô 

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 

of an unresolved ódisconnectô between healthcare policy-makers, regulators, managers, 

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 
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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 Campbell et alôs (2004) model that 

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 ñCan you tell me your experience 

of care at CHS?ò  Although this allows for positive feedback, they also state that project 

teams generally want questions asked about ñcontentious issuesò they want resolved, 

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, ñlead 

clinician, clinical nurse specialistò (2004, p. 24), and a directorate and, or, business 

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, rather than merely a ñfull multi-

professional teamò, have the potential to make a difference to patientsô experiences.  

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-

clinical staff, when recruiting to this studyôs Patient Journey project.  These intentions 

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 

patientsô journey to explore their collective perspectives, as service providers, 

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 participate. 

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: Methods 

 

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 

studyôs independently run, combined action research (AR) and Vascular Patient Journey 

(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 of the City Hospitals Sunderland NHS Trustôs (CHS) 

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 governmentôs calls for patient-centred NHS reform (DH, 2001a).  

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 detail 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; 

methods 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 aligned with NHS ópatient-centredô healthcare modernisation directives 

(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, ñholisticò (2006, p. 63). 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 personôs experience, and perspective of that experience, is 

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 personôs experience of their being in the world 

(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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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-being, and of understanding and acknowledging othersô perspectives and roles 

(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-Carrió 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.  These peopleôs insights, experiences and 

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 McTaggart, 

1982; Hopkins, 1985; Hart, 1996).  Nevertheless, Kurt Lewin is regarded by many as the 

ófatherô of action research (Coghlan and Jacobs, 2005); his ideas initially emanating from 

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 

quasi-experimental studies in factory and community settings.  These investigated the 

effect on human behaviour and productivity of ñdemocratic participation rather than 

autocratic coercionò (Adelman, 1993, p.7). Findings indicated that the ñaverage 

manufacturer holds highly distorted views about what makes a work-team ótickôò and that 

several factors were influential in preventing practical, first-hand experience from 
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ñleading to clear insightò (Lewin, 1947, p. 9). 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 such as óscientific managementô, an approach 

founded on the work of Frederick Winslow Taylor in the United States in the late 1800s 

and early 1900s. The óTayloristô approach, 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) suggest that Lewinôs research with women in Iowa 

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 led to Lewinôs 

identification of three key phases of change.  These were expressed as ñunfreezingò 

(recognising and accepting the need for change), followed by ñmovingò (a move to new 

behaviours and values; the change) and ñrefreezingò (stabilising the change in normative 

behaviour) (Coghlan and Jacobs, 2005, p. 445).  These phases are illustrated in Figure 

3-1.  

 

 

Figure 3-1:  Lewinôs three 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. 

 

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 workïlife issues 

It was not until the 1970ôs when quality of work-life (QWL) issues began to interest social 

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, in Curryôs opinion (2005, p. 438), action research now ñunderpins 

most of the current approaches to planned organisational changeò.  It can bridge the gap 

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), 

Iles and Sutherland (2001), Iles 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 researcher to ñcultivate an 

inquiring approachò. This is to enable the researcher 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.  

 

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 

on  ñcontentious issuesò often sought in CHS PJ 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 emphasis on following ñestablished tenets of integrated care pathway 

methodologyò as suggested 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.  

 

 

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 also became integral elements of this studyôs combined action 

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 this studyôs 

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-â-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 

acknowledges, it is not possible for an óoutsiderô to an organisation to simply recruit a 

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 Sunderland NHS Trustôs Patient Journey approach 

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 

óbuy-inô from the participating Trustôs management team. During this period numerous 

meetings were attended, for example with the Director and Assistant Director of Nursing 

Services who initially became key contacts; the SE Trustôs then Acting Chief Executive, 

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 

comprised the Trustôs Acting Chief Executive (CE), the Deputy Director of Nursing 

(DDNS), Medical Director (MD), Head of Service Improvement (SI) and me as action 

researcher and prospective external PJ facilitator.  This was in keeping with the ñgeneral 

project management approach...ò advocated by Campbell et 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 Trustôs Executive Board.  The PJSG also demonstrated to 

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 approval was received from the SE Trustôs R&D Consortium on 28th 

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 and the SE Trustôs 

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.  



 

89 
 

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 

Trustôs newsletter. A number of these documents are included as appendices, albeit 

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 Trustôs urology specialty, the other from the vascular speciality.  Final 

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 time constraints on stakeholdersô time, which 

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 8th 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).  

¶ Clinical Champion - lead Vascular Consultant Surgeon (LVC) 

¶ Local Vascular Patient Journey facilitator - Vascular Nurse Practitioner (VNP) 

¶ External VPJ facilitator ï action researcher 

¶ VPJ chair - Acting Director of Nursing (ADNS) (temporary appointment)  

The ADNS also assumed responsibility for reporting on the PJ project to the Trustôs 

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 

was to gain an understanding of what made that team ótickô; through fact-finding, 

knowledge-building and relationship-building with the VPJ team.  This also brought 

familiarity with the groupôs language, their service and specialty, knowledge that also 

facilitated the process of fitting in and gaining the VPJ teamôs trust.  Participant 

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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Table 3-2:  Data collection and analysis methods  
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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 service provider, as in the VPJP teamôs 

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   

ñ...the initial process, whereby the team draws out the current service to be able 
to see clearly and possibly for the first time, the service as it stands... Thereôs a 
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) 
and is discharged  - is a Patient Journey, but doesnôt deliver sufficient detail...A 
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 
communicationò (PJ Manual/Toolkit, ca. 2007, p. 6)  
 

Additional information about mapping patientsô journeys was acquired from Fraser 

(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 22nd June as recorded in notes of the 

third PJ meeting held on 12th July, 2007 (Appendix 19). The activity involved team 

members writing their stage of involvement with their vascular patientôs journey, and any 

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 provided by the SE Trustôs then Service 

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.   

 

 

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. Figure 3-5 illustrates the VPJP teamôs 

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 of the óPatient Pathwayô mapping report were 

produced dated 20th September and 3rd November before the VPJP unanimously agreed 

that the third draft dated 3rd December, 2007, not only accurately depicted the current 

patient journey but had also identified all known associated issues. An anonymised 

version of the full óPatient Pathwayô mapping report is included as Appendix 16. 

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 membersô perspective of the 

start of the vascular patientôs journey.  This is represented by step 1 which staff 

generally agreed began from the point of referral to the SE Trust. 

 

 

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 issues with their service or patientsô care currently existed. 

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 

patientsô experiences.  

 

 

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. 

 

 

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 óIssues and Solutionsô document .  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 understandings of each otherôs role.  It also enabled the team to collectively 

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 8th 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) ask ñWhat makes the City Hospitals Sunderland NHS Trust 

patient journey process different?ò They explain that 

 

ñAlthough 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 sampledò (Campbell et al, 2004, p. 21) 
 

According to Campbell et al (2004, p. 22) their method is ñbased on a stakeholder 

perspective (Ovretveit, 1998, 2003, Ovreteit et al, 2002) and uses matrix samplingò 

(Reed et al, 1996); a method which they also align to purposive sampling.  This, they 

explain, means that 

ñ...the guys whose practice will be changed ï lead the choosing of the patients ï 
feel in control of it ï and therefore are signed into their contribution to the 
process ï and have greater faith in the sample being rightò (PJ Manual/Toolkit, 
ca. 2007, p. 8).  

 

Guidance also recommends that a PJ project team consider the following  

 

ñWhat kind of patients do you think should be interviewed? 
Which patients would you be disappointed if they werenôt interviewed?ò (PJ 
Manual/Toolkit, ca. 2007, p. 7) 

 

However, in this studyôs Vascular PJ, although the ADNS (PJ Chair), had recently 

undertaken a Masterôs programme in research; and a consultant anaesthetist was 

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) points out ñsampling is a very 

complex issue in qualitative research as there are many variations...and much confusion 

and overlapping of types.ò  This confusion, Morse (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 inhibit a researcherôs ability to clearly explain how a sample 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 detail 

in this VPJ study. 
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Defining the sample 

Parahoo (2006, p. 256) defines a sample as a ñsubsetò, or ña proportionò of a population; 

and a ñpopulation as the total number of units from which data can potentially be 

collectedò.  Theoretically, 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 meeting the ñkind of patientsò to be interviewed 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 I 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 16th May, with personal identifiers removed in 
accordance with LREC approval.  

 

 
 

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 and Parkinsonôs disease PJ, was much 

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 

 

Table 3-4: second draft of action research Vascular Patient Journey sampling matrix

Patients With Peripheral 

Vascular Disease Post Surgery      Elective Admission   Emergency Admission

Inclusion Criteria Male Female Total Male Female Total

>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
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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, 

everyoneôs contribution had been recorded and openly acknowledged in keeping with 

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 researcherôs opinion of the problem, a 

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 7th 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.  

 

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 first row, represent óessentialô criteria, as categorised by the VPJP 

team.  The remaining rows contain a prioritised selection of óof interestô criteria as also 

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 I70.9.  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 Trustôs General 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 I70.9 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 

óhypertensionô.  The matrix in Table 3-5 indicates that a minimum of 10 patients, with 

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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Parkinsonôs disease PJ just 28 patients were found 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 I70.9 (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 I70.9). 

 

The results were discussed at the third VPJP team meeting on 12th 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 ñGrafts 

for Occlusive Diseaseò and ñExtra-anatomic by-passò; L583, 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 patientsô identifying details.  This was to respect and protect the 

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 26th July, 2007. At this stage 

the list of patients was further reduced to 25 for the following reasons: 

¶ Female patient recently deceased (aged 97 years) 

¶ Male patient ï inpatient as at 27.07.07 

¶ Male patient ï did not meet coding criteria 

 
In this AR studyôs Vascular PJ the Vascular Nurse 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, with the patientôs permission, the call was handed over to 

me (a variance from the CHS approach).  Thus I 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 

queries or requests for further information thus mitigating the risk of any undue anxiety 

and saving time. It also provided each person with reassurance that I was a bona fide 

researcher and interviewer working in affiliation with the SE Trustôs vascular team. 

 

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 26th 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 list; and a further three patients in their 70ôs 
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were held in reserve (as by this stage 3 out of 7 already recruited were in their 70ôs). 1 

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).  

 

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 óof interestô data.  This was 

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, óotherô represents 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, I70.9 

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:  

 
ñthe interviews are about the patients/carers having the opportunity to comment 
on the service they received ï 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: 
 

¶ We are interested in improving the care of patients with X, can you tell 
me about your experiences? 

¶ How did you get on when you were diagnosed with X? 

¶ What did you like and dislike about the care you received for X. 

¶ 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.ò (PJ Manual/Toolkit, ca. 2007, p.10) 

 

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 qualitative 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 of each personôs experience was 

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 (DIPEx, 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 

questions, which is characteristic of a qualitative, semi-structured interview, was also 

deemed sufficient to focus the interview whilst also allowing the interviewer to become 

ñattuned to each participantò as intended and as Knox and Burkard (2009, 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, I was already 

interested ñin understanding the experience of other people and the meaning they make 

of that experienceò.  This, explains my stance 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 AR researcherô and AR VPJ interviewerô affiliation with the principles and 

philosophy of patient-(person)-centred care. 

 

The purpose of the interviews in this AR VPJ, as explained, was to gather patientsô and 

their care partnersô frank perceptions and honest opinions about the current patient 

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, I 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, I 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 interviews, although remaining ñneutral and objectiveò as Jack (2008, p. 58), 

Hoddinott and Pill (1997) and Hiller and Diluzio (2004), amongst others, advise, this 

does not imply that a critical distance was maintained or that I remained aloof (Ross, 

2012).  Whilst I remained vigilant of my potential to inadvertently coerce participants, or 

influence or ósteerô associated discussions (DiCicco-Bloom and Crabtree, 2006), I 

remained mindful that authentic accounts of participantôs experiences and perceptions 
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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 speakersô point of view, and according to that personôs construction of the reality of 

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 I 

was a bona fide qualified nurse, and researcher as claimed.  Participants accepted I was 

a ótrueô outsider to the team, and the SE Trust that provided their treatment and care 

(Bartunek and Louis, 1996).  My stance as genuine óoutsiderô, but one who also 

possessed óinsiderô knowledge as a nurse and patient, may also have enabled each 

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 

participantsô story-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 

participantsô requests because of the impracticalities of a home visit and because these 

patients wanted the opportunity to have their views heard.  

 

A Participant 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 letter to each participantôs general practitioner had also been sent to notify 

them of their patientôs forthcoming involvement in the study (Appendix 23).  This was by 

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 I 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. 

 

Each participating patientôs (service userôs) home was approximately a two hour car 

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 a total of 17 service userô experiences were 

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 

patientsô experiences of treatment, and Overcash (2004) who used narrative research to 

find out about cancer patientsô experiences.   

 

All interview recordings, field notes and transcripts were assigned a code, from P01-

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 whilst ñ...trying to make some kind 

of (abstract) sense ...of the raw reality one is encounteringò (Lofland, 1971, p. 121). 
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Figure 3-9:  extract from P05 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 

óopen codingô , or ñopening up the dataò Parahoo (2006, 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 individual nature of intervieweesô experiences.  Figure 3-10, also 

drawn from the P05 interview transcript, illustrates the breadth of information that can be 

acquired from just one interview. 
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Figure 3-10:  extract from P05 interview transcript to illustrate range of information revealed by one 
interview 

 

In Figure 3-10 óIô represents interviewer (myself) and óPô the patient. This example also 

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. 

 

Figure 3-11:  extract from P05 interview transcript ñno complaintsò  
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As the story-telling progressed, the patient and his wife (W) revealed more detail about 

the ñdisagreementò and ñbed soresò which verified the statement ñno complaintsò in 

Figure 3-11.  This is evidenced by the comments in Figure 3-12:  

 

Figure 3-12:  extract to illustrate depth of insight and explanatory detail provided by in-depth, semi-
structured, qualitative interviews 

 

The patientôs comments in Figure 3-12 also suggest that 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 patientôs permission. This concerned human experience, and 

highlighted an aspect of healthcare practice that had made a significant and long-term 

impact on that personôs experience.  Had it not been resolved, the patient would also 

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 inclusion in this AR studyôs Vascular PJ 

investigation, thus it should otherwise be discounted.  Consequently, the finding was 
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informally fed back to the team, but not included in the óReport of Patient Interviewsô 

(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 patient care or the patientôs journey each 

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 9th August, 

2007 (Appendix 28). 

 

 

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 patientôs journey, everyday practice and the goal of 

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 improvement was needed as óseen through the eyesô of patient and care 

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 vascular patientsô journeys presented a significant challenge when trying to 

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).  

 

 

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 sequence of participating patientsô journeys to be retained, and any 

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 in the final óReport of Patient Interviewsô provided for the VPJP team (Appendix 

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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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 óReport of Patient Interviewsô does not necessarily reflect 

the significance or poignancy of the data.  (An anonymised version is included as 

Appendix 29.)  For instance, theme 4, Short notice/emergency admission, which only 

appears on page 12, contains a narrative which, when verbally reported to the VPJP 

team, led to an immediate change in the vascular teamôs short-notice admissions policy 

(Figure 3-16).   

 

Figure 3-16:  service user catalyst for change 
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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 answer patientôs medical concerns. 

 

The most commonly occurring and often interrelated themes were 

 

1.   Time from initial GP appointment to Vascular Consultant appointment  

3.   Communication and information 

5.   Relationships with healthcare professionals; and 

7.   Healthcare delivery 

 

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 

poignant 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, poignant 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 

patientsô experiences were identified and reported. 

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 the most significant aspect of PCC and patientôs 

experiences (Gerteis et al, 1993, Stewart et al, 1995).  As Webb (2007, p.66) also 

recognised, ñstaff have the capacity to make or break a patientôs stayò.   

 

 

Figure 3-17:  anonymised verbatim extracts from service user data to illustrate positive aspects of 
vascular patient journeys - patients and care partnersô relationships with staff 

 

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 the positive effects of team membersô 

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 

single óIssues and Solutionsô would provide evidence-based 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 team were engaged in óthe identification of issues and solutionsô in 

preparation for Stage 7 óaction planning and implementing changeô.  These two stages 

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, óidentification of issues and solutionsô and Stage 7, 

óaction planning and implementation of changeô of the action research (AR) and 

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 

studyôs aim and objectives at the end of Chapter 2.  This specified a requirement to 

 

ñ5. Explore and explain how data from service users and service providers does 
or does not lead to patient-(person)-centred change and improvementò. 
 

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 aspects of vascular patientsô journeys (VPJ); as is 

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 particular the óReport of Patient Interviewsô in 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 into a single óIssues and Solutionsô (IAS) 

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. ñThe 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 
organise the list.  This assists in ensuring that the patients/carersô views are set as 
the priority for redesign...ò (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 

recorded in the óVascular Patient Journey patient pathwayô mapping 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 

The ñcomposite listò, an óIssues and Solutionsô (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 membersô time. It was also reasonable as interview findings 

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).  

 

 
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 ósolutionô column was 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 reasons for including a óprimary evidenceô column in the óIssues and 

Solutionsô document (Figure 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. 

 

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 ï enabling instant change 

By the time the first version of the IAS document was presented to the VPJP team on 

29th 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: 

 
ñAt the Vascular Patient Journey Project Team meeting on 1st November I 
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: 

¶ 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) 

¶ Psychologist has now agreed to make time available - primarily for amputee 
referrals... 

¶ Only medical staff would contact patients in future when short notice 
admissions were advised. Waiting List Co-ordinator and admin staff notified.  

¶ Consultant cardiologist has agreed to give 2 sessions per month for 
cardiology reviews for vascular patients in an attempt to reduce waiting 
times... 

¶ Changes have been made to the admission/pre-op care of diabetic patients ï 
reducing the need for day before admissions... 

¶ Vascular Specialist Nurse and Service Improvement Manager (x 2) and ... 
have been working on 18 week targets. 

¶ The Nurse Practitioner met with Occupational Therapists and 
Physiotherapists to discuss where improvements might be made in service 
provision ï 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 beginning of December.ò (Extract from 
PhD Journal, 2007-2008, p.3) 

 

Between 29th 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 óparkedô for action at a later date. An anonymised copy 

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.  

 

 

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 

a lead group who ñgovern the development and evaluation of the projectò (Campbell et 

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 light of other demands on each team memberôs time, 

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 Trustôs acting Chief 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 

 
ñThe meeting went well...a broad overview of the discussions revealed a positive 
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 1st April...ò (Extract from 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. Issues which the vascular team could resolve, prioritising order of importance 
2. Issues outside of the control of the team (organisational/strategic), prioritising 

order of importance  

3. Issues 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 16th 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 

ñSue - Sorry for the delay. I didnôt get to all my emails before I went on leave. I 

have looked through the Issues and Solutions list and come up with some 

priorities under the headings you requested. I have tended to group them as many 

of the issues are inter-related 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 teams (9, 24, 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, including their óplaceô in the process (35, 36, 37, 

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) 

óThe pathwayô 

Sounds like a cop out, but streamlining whole pathway, ensuring 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 notes This is 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/workload (75) 

Orthotics (55, 56) 

Access to service (1, 2) 

Discharge issues (58, 59, and 60) 

Availability to ITU/HDU beds/level care (34) 

Day case angioplasty (19) 

Portering (20, 21) 

Co-ordination of investigations (4) 

 

Patient Priorities 
Cleanliness 

No doubt major concern for patients (52, 53) 

Information 

See above 

óKnowing where they are in process and having faith it worksô 

This is source of numerous phone calls and is worse since new system in place. 

Links closely to communication issues under vascular (1, 2, 4, 9, 12, 15, 65) 

Nursing Levels/workload (75) 

Intra and Peri-hospital Transport (68, 69, 70, 71) 

Our patients are not the most mobile! 
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Delayed orthotics 

Perennial problem (55) 

Have tried to prioritise, but difficult. Could discuss more on Fridayò 

 
A final email request was sent at the end of June, 2008, for the VPJP teamôs IAS 

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 competing demands on team membersô time.  

 

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, a ñPrioritised Issues for Actionò document was produced.  Dated 22nd July 

2008, this document contained 31 (out of the previous 75) issues for further action; 

fourteen of which were an amalgam of 2 or 3 issues from the original document. 

 

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 evaluation of participantsô 

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 

participantsô experiences as seen through their eyes 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 

least one element of every patientôs experience. 

 

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. ñé November of last year (2006) I caught an infection in my toe, Iôd scratched 
my toe, donôt know howé and went to see the doctor because it wasnôt 
healingésaw GP again beginning of March 2007, because infection continued 
with extreme pain and possible gangrene in toeéwas seen in clinic and admitted 
as an emergency.ò 

 
2. ñésaw my doctoréhad terrible pain in my legs and I said my toes feel cold é 

(doctor) wrote a letter there and then and phoned up local hospital and that same 
day (6th July 2006) I was up the general hospital and saw a consultant who said 
óyes youôve got problems hereô éthe next thing was they did an MRI 
éAugust...then saw consultant at local hospital on ... Octoberé then nothing.ô  
éat end of April (2007) saw doctor for some more pain killers é I was having to 
get up about every 3 hours during the night having to take a couple of pain killers 
é when I saw doctor he said ówhat do you want more for?ô éhe said óhavenôt 
you had your operation yet?ô  é of course when we phoned up direct we found 
out ébeen missed off the listò 
 

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. ñéhad had ulcers before so 
thought it was prudent to go round to the local surgery to get it looked at and 
properly dressedéand get in the system if you likeéwell, weeks went by and the 
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 
a surgeonéI had a letter from, I donôt know whereé, which said I was to report 
to é hospital (local - added) to see a surgeon early in Mayéhad a phone-call 
from é hospital (local - added), éa day or two before we were actually due to 
go there cancelling this appointment, and I then had an appointment with Mr éa 
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 amazingéthe way Mr é treated us 
was really first classò  
 

4. ñébeen going to doctor (GP since retired -added), oh, we loved himéwith these 
legs for yearséfive years é with the pain, he used to tell me to walk through the 
pain barrier and it was getting harder and harder, I just couldnôt do it anymore é 
and the nurse saidécouldnôt get any pulse in there éhas he done anything 
about these yet?...and I says ónoôé God, she said, because he should have 
done é then I went to the new doctor and within a week I got a letter from the 
hospital and two weeks after that I went in and had the operationò  
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5. ñéwent to the GP in the February 2006 because I knew Iôd got a slight problem 
there and I thought maybe if they put a flue brush through there Iôd be alright! éI 
wanted to go éfor a holiday so I thought I had better get it checked outé had 
vascular scans on my legécame up with a partial blockage on that leg...when I 
went in with a DVT (August 2006), that was while I was waiting for treatment for 
this leg, for a bypasséwaiting for an angioplastyéthey couldnôt do it, they 
wouldnôt do it because they discovered that not only had I got the DVT in that 
leg, I had an embolism and an aneurism in the graft (other leg)éthe old graft I 
had had in 2001éò  
 

6. ñéI found that I couldnôt get comfortable in bed...I was getting quite bad stinging 
pains in the feet and lower legs when I was laying down...I found I could get relief 
from the stinging by sleeping in an easy chair with my legs more or less 
verticaléthe result of that was that the legs started to swellénot a good way of 
spending the night eitherésleeping in a chairéthis went on for at least 2 
monthsé I had had an ulcer on the lower legéfor about 7 monthséI was getting 
very desperate in that time that no-one was seeingéDr- (GP) eventually 
suggested I went to the hospital for an overnight stay for intravenous antibioticsò 
(nurse had asked GP to look at the ulcer -added) (Interviewer) ñéWhy did you 
not get to see the GP?ò  (Spouse) ñItôs something thatôs come into being over the 
last 2 years and theyôve lost a lot of people, and weôre not terribly happy with the 
situationéwe have a phone consultation initially, supposedly, and then if they 
think they need to see you obviously they say well come in tomorrow, but you 
cannot ring up and say I need to see the doctoréthe doctor will phone you back 
and discuss the situationéhadnôt been able to walk anywhereéeven as far as 
the end of our road to the surgery, for nearly 18 monthsébecause of the pain, 
the claudication pain or whatever they call itégetting more and more 
immobileéò  
 

7. ñésaw chiropodist for routine appointment at local hospital.  Discoloured big toe 
with pain in same legéchiropodist made telephone call to doctor at same 
hospital for immediate referralétransferred to SE NHS Hospital Trust same day.ò  

 
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 

personôs and their familyôs life.  These extracts also suggest that a number of potentially 

avoidable issues were further impacting on these service usersô experiences.  In terms 

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 

commonly contextualised as contributory factors, delays at the beginning of patientsô 

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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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 relation to the vascular patientôs journey.  Yet, 

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)-centred care to this AR VPJ studyôs approach to 

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 23rd 

February 2008 included as Appendix 30. 

 

 

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 23rd 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 study, 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 10th January, 31st January, and 23rd 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 patientsô experiences of telephoning the SE Trust and how 

these became catalysts for change: 

 
1. ñ...When you phone that number up you get a computer answer you, ask you for 
the name of department, or number of the ward, but I want to speak to Mré 
secretary, so I say that, and the machine doesnôt understand of course, so it 
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says it doesnôt understand...so how do you get from that position é Then I got 
an operator éthen itôs done within 5 secondséso that machine they got 
answering the telephone is an absolute pain for anyone that donôt know exactly 
who they want to talk toé not had to use it before only ever had direct numbers 
é go try ité I insist!  That turned out, I think to be the most annoying thing out of 
all of everythingò ( p.7) 
 

2. ñéto start with it was an automated thing and that didnôt seem to know, 
understand what I was saying, so then I got from a plastic woman or man to a 
human oneésomebody then gave me a direct numberéò (p.7) 
 

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.  

 

¶ ñHow effective is the automated voice recognition system? Does it help or hinder 
the patient experience? 

¶ Should appropriate contact numbers be included on all correspondence?ò 
(Appendix 29, p.7). 

 

By way of response and by 23rd 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).   

 

 

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 VNPôs perspective of the VPJ project. 
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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. 
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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:  

 

ñéyou did have that booklet about bypassé British Heart Foundationétwo booklets 
é they actually said about what you were going to have doneéôcos weôd never 
heard of it, every time you say somebodyôs had a bypass you think itôs the  heartéI 
think itôs quite new, I donôt knowéò 

 
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.  

 

 

Figure 4-9: example of communication issue raised by service user and action taken 

 

The patient also described how he had received  

 

ñéno written information about the possible after effects of having 
anaesthesia...blockage and bypass surgery explained very clearly but didnôt say 
about afterwardséseparate compartments all doing their own jobs but no 
connectionsétheyôve all done a good job ï the surgical side, the hospital side, 
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...ò (Appendix 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, 

 

 

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 patientsô experiences can be affected. 
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1. ñéI got a bed blister on the back of my ankle of my remaining leg but, obviously 
if...I get an infection in here, in this one, I canôt have a by-pass they said theyôd 
have to straight removeé I woke up in the morning and I had above my bed óNil 
By Mouthô and Iôm thinking hold on Iôve already had me operation me legôs been 
removed, everything else, but nobodyôs told me ónil by mouthô, and they were 
saying óyeh, é youôve got to go for an operation.  I thought well, between the 
people that were on the ward we could have a bit of a joke, a bit of a banter 
between some of the patients, you knowé so they was going - Somebodyôs got 
up in the middle of the night and changed the card overé so we thought they 
were having a laugh, or whatever, you know? éso I was going - Come on whoôs 
changed the card?ô éUntil the nurse came over and said ó...thatôs right éyouôve 
got an operationô, and Iôm thinking come on tell me about it, what operation? Iôve 
had me leg removed, I canôt have any more doneéeventually the doctor came 
and saw meéhad to go to the other side of the hospital to have an injection in 
my back to open up my veinséthey classed this as an operation.ò (Appendix 29, 
p.8) 
 

2.  ñThis was of major concern to us, wasnôt it? éfor the first 10 days it was a case 
of Mré coming and having a look and wanting me to show some improvement in 
the ulcer before he would discharge me.  Then he decided that he wanted to put 
a VAC pack on my ulceréto help it heal...that was done by the vascular nurseé 
every three days this dressing was changed. The basis of the problem was that I 
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; I was told by the vascular nurse that basically 
I would have to stay in there until the ulcer healed completely, but I was being 
told by Mr é that all he was interested in was seeing some major improvement 
in it before he was going to discharge me.  So towards the end of my stay in 
hospital I was getting these three different stories so I asked the staff nurse to 
find outéwhat exactly was happeningédisjointed information.ò  (Information 
finally clarified satisfactorily with consultant.  Patient recounted how the 
indecision about the hospital stay had also impacted on their spouse.) (Appendix 
29, p.9) 
 

3. ñélack of communication between groupséthey came down to take me to put 
this line in my neck but I didnôt know I was going for it.  So, I wasnôt ready, I didnôt 
know I was going to have itéit was just lack of communication somewhere there 
I thinkéif Iôm going to go down for that sort of thing I want to know about itéthe 
thing was it was visiting time, my mother had just turned up; obviously if Iôd have 
known Iôd have said well donôt bother coming in muméò (Appendix 29, p11) 

 

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. 

 

 

 

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 I 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. ñécommunication ésecond to noneéò (p.7) 
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2. ñéhad the same consultant all the way through, he was marvellous, and he 
explained everything clearlyéhe didnôt talk down to you and spoke in a language 
we could understandéò (p. 8) 
 

3. (Spouse) ñCommunication was very good, I was notified if anything went wrong 
or anything like that, even at 1 or 2 oôclock in the morning I had phone calls.ò  
(Patient) ñéit was always fully explained to me and to youénice and clearévery 
good communicationéò  (Spouse)é  (Patient had been taken back into theatre) 
ñéMrðrang and left message on answer phone to say they were taking é back 
down (to theatre)... it was him that rung (consultant) éwhen é came out of the 
theatre he rung me, and then afteré recovery éwent to high dependency they 
rang me at 2 oôclock in the morning to say that é was in thereéò  (Patient) 
ñWeôve always had good contact.  Mr ï always used to come in, sit down and 
explain everythingéat times I wish he hadnôt (both laugh) especially before the 
first oneéto say I was a bit nervous would be understating the situationélike 
when they did an angiogram thereôs this possibility of stroke, death, blah, blah, 
blah and afterwards you find out theyôve never had a case of it in XXX (both 
laugh)ò (p.9) 
 

4. ñéitôs also if we get in touch with secretaries if weôre not sure about something, 
we always get an answer backéno complaints with communicationéwhoever 
weôve rung weôve always ended up getting answers.ò (p. 10) 
 

5. ñéif I had any questions at all I would ask and I would always get a good 
answeréò  (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. 

 

 

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 individually forwarded IAS update received from the SE Trustôs service 

improvement team, via email on 20th May 2008. 

 

 

 

Figure 4-13:  examples of larger-scale response to communications issues raised by service users 
and providers 

 
 
Theme 4: Short notice/emergency 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 which recalled both the patientôs and his 

wifeôs traumatic experience, and the strong emotions this had evoked, was included in 

full in the interview report (Appendix 29, p.12, Figure 4-14).   

 

 

Figure 4-14:  anxiety caused by notice of urgent admission by non-clinical staff 
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The coupleôs concerns 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 1st November 2007 as recorded in the PhD journal and notes of the VPJP team 

meeting held on 1st November. 

 

ñAt the Vascular Patient Journey Project Team meeting on 1st November I 
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: 

¶ Only medical staff would contact patients in future when short notice 
admissions were advised. Waiting List Co-ordinator and admin staff notifiedò 

 
The action was also recorded in the IAS document, albeit the specific date is not 

included (Figure 4-15). 

 

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 patientôs narrative, which was also included in Chapter 3, illustrates the power of 

patientsô stories.  It also provides evidence that also substantiates the view that patients, 

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 22nd 

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.  

 

 

Figure 4-16: example from the prioritised IAS document dated 22
nd

 July 2008 

 

Another issue raised in relation to emergency admissions is reflected in the following 

narrative (Appendix 29, p.12)  

(Patient) ñéso I went in as an emergency but had a wait of about 3 or 4 days before 
anything was done..ò Patient was admitted on 4th March and had surgery on 8th 
March.  Was made nil by mouth on a number of occasions before finally having their 
operation which took 8½ 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).   
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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 teamôs involvement enabled them to take immediate steps to 

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 the SE Trustôs existing nil by mouth policy, 

this policy was revised and ratified on 10th January 2008. The revised, clearer guidance 

is illustrated in Figure 4-18. 

 

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 

acknowledged ñstaff have the capacity to make or break a patientôs stayò (Webb, 2007, 

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 patientsô journeys can, as previously mentioned, be evidenced in the Patient 

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 had been greatly valued.  The opportunity to óhave a laughô with 

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). They also support Webbôs statement that ñstaff have the 

capacity to make or break a patientôs stayò (Webb, 2007, p. 66). However, in this study, 

these patientsô stories also indicated that each service user had hoped, and expected, to 

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: 

 

¶ ñéthe nurses were absolutely fantasticéI didnôt want for anythingéthey were 
absolutely run off their feetéyou could see that they were strugglingéthere was 
just so much éI used to have a good laugh with the nurseséthe nurses, and the 
doctors, do a fantastic jobésome of them could be grumpy but when you saw 
what they got to put up withéyouôd be surprised that people want to do the job 
(nursing)ébut to me theyôre worth their weight in gold.ò (p.13) 

 

¶ ñéI had a social worker thereéanything you needed she got it for you, she was 
very goodéò ( p.13) 
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¶ (Patient) ñThe way Mr X treated us was really first classò (Spouse) ñOn the day of 
the operation I was told to ring at 3pm and éwasnôt back.  I rang at 5pm and 
couldnôt get anyoneéI got through at 5.30 pm and I was told that é had been 
taken back in which obviously I was very worried aboutéwas told somebody 
from surgical team would ring me and actually Mr X himself phoned me about 
7pméand I thought that was really very, very niceéwhen we go to the clinic 
heôs always very good to me as well, I donôt feel like Iôm in the way or anything, 
heôs always inclusive, isnôt he?ò (Patient) ñOh yeséheôs a super man.ò (p.13: this 
extract was also included under the communication theme) 

 

¶ ñéthe only oneéwho didnôt seem so friendly éwas the one who did the scan on 
my legsé (Patient still had open wounds) óShe said, get these offéô (referring to 
wound dressings ï added) óI says theyôre open wounds, and they were, and she 
scanned all the way down them, and that was agonyéIôve got finger marks on 
the ceilingéthat was agony.ò (Diagnostic imaging staff) (p.14) 

 

¶ ñéat night I couldnôt get hold of the nurseéI rang the bell three times and 
nobody cameéand I thought where are all the nurses at night? I had to get up to 
go to the toilet on my own, I didnôt have anybody help me and I was very 
unhappy about it (normally uses a three wheeled support at home)é most of the 
nurses may I add were lovely, Iôm not complaining about all nurses, but this one 
particular nurse, Iôve tried to speak to her quite reasonably éshe was very 
impatient with meéthen she saidéôdonôt forget youôre in an NHS hospitaléthis 
isnôt a private wardéand I looked at her and said I didnôt ask you that I just 
asked where the éso she said ówell, Iôve only got one pair of handsôéshe was 
very bad tempered that night and that was upsetting for meéò (p.14) 
 

¶ ñThe anaesthetist was very niceéhe came round and had quite a chat with 
meéhe even did a little sketch for meéò (p.14) 

 

¶ ñéIôve been that happy with all of those nurses and anybody that works on ward 
- that I actually went out and I bought them all presentsé34 of themébut, you 
know, if it wasnôt for their care, etc, I wouldnôt be here anywayéThe good thing 
about ward - is I know where I am going, I know the people on thereéand 
theyôre all wonderfuléò (p.14) 

 

¶ ñésheôs wonderful, if thereôs anything not doneésheôs a star (nurse practitioner 
ï added).  The last operation I went in for, I 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 I was down in the dumps after certain opséshe came in 
one evening to take me for a walk around the grounds, rather than me just sitting 
or being next to the hospital bedéshe is a star, sheôs wonderfuléò  (p.14) 

 

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, oneïoff 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. 

 

 

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. 

 

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. ñThe nurses were absolutely brilliant you know, and you didnôt want for anything 

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 
thereéò 
 

2. (Spouse) ñéwe thought the staff worked very hard, you know ...worked really, 
really hardéthey were very busyéhaving worked in a care home I know the 
pressureséò (Patient) ñéall the staff nurses gave the impression that they were 
in command of all situations that appeared to be in front of theméò (Spouse) 
ñBut you could tell how pushed they wereéI kept saying I donôt know how they 
remember to do it allébecause they were like from one end to the other, werenôt 
they, all the timeéò  (Interviewer) ñécould have done with more staff?ò (Spouse) 
ñI think they could have done with more staff, yeh, but they did very welléò 

 
3. ñéevery time Iôve been in, err, them poor nurses was run off their feet but they 
never moaned if you wanted them, they was there.  Thatôs what I felt with me, 
they were thereéfrom the time I was in until I come out it was great.  When I had 
my big operationéit seemed as though they was by my side 24 hours a day, 
they was always there, um, really niceéI wouldnôt call them anyway unless it 
was an emergency (use of call bell) éI could see them rushing about, theyôd got 
that much to doéwhen I did use it they was there right awayéò 

 
4. ñéI really feel sorry for these nurses, from the time I opened my eyes at six 
oôclock they have been non-stopéthe little one there has done a double shift, flat 
out and is still copingéò 

 
5. ñéI had to look after myself a bitéthere was other people needing far more 
attention than meéI didnôt get much individual attentionéI didnôt really feel 
looked after enoughéò  

 
6. ñéthe care itself has been wonderful, all round reallyéthereôs been the odd 
occasion where Iôve had to wait longer than I would have wanted for Oramorph 
(pain relief ï added) when needed but, usually, I think the reason for that is the 
usual, theyôre short staffed, or shortness of staff at the time.  As I say the overall 
care has been brilliantéò 

 
7. ñéI was also appalled at some of the nursesô behaviour on nights on ward -.  It 
could be put down to, again, shortage of stafféò 
 

8. ñébut it was very busy in ï ward, they were rushed off their feetéô 
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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. 

 

 

Figure 4-21: nurse staff and workloads ï 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 experience of the impact of constraints on nursesô 

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 

óReport of Patient Interviewsô and 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: 

 
ña vision of a renewed public service ethos, a system that values the dedication 
of staff and believes that trust is still the glue that binds the NHS togetheréwith 
healthcare to be delivered by staff whoéare not rushed off their feet and 
constantly exhausted (DH, 2000a, p. 17)...ò 
 

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 claimed to be a ósimple way of assessing the 

safe number of nurses needed for a wardô (Stephenson, 2011).  Added to this, in the 
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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 

quality 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 from a patientôs recollection of their fear of 

catching first sight of their newly amputated limb, could, for example, be used as a point 

for reflection on current practice. 

 
ñéI was sat in the bed thinking do I look, or donôt I look?...lucky enough a doctor 
came along, well I say lucky enoughé and the first thing he did was pull back the 
sheets and I got to see it anyway without thinking about itéthat initial shock wasnôt 
really that bad to be honestéI got on very well with the doctoréexplained everything 
and that everything had gone alrightéò 

 

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  

 
ñéwould like to have done more exercise, or evené something better than the 
exercises I hadéthe physios would come round your bedéthe nurses called them 
physioterrorists!éyouôd get one of them come round and say é.fancy having a walk 
on the Zimmer frame, so youôd have a walk so faré Iôd like to have gone somewhere 
off the ward to do somethingéò 
 

Thus this was raised as an issue (Figure 4-22). 
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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  

 
ñéthe worst thing that came out of the care that I had was ...because I had to stay in 
bed I developed a big sore on my heel, which is still being dealt with.ò   
 
(Interviewer) ñDo you think they could have done something else to prevent that?ò 

 
(Patient) ñWell, I would have probably expected normal patient care to have been 
looking for signs or to prevent maybeéI donôt knowéputting a pillow under your leg 
or something... éthe pump (VAC machine) éit made a hell of a differenceébut 
thereôs a question over the politics of that pump because it made such a difference 
and I said well, am I allowed to have this thing out of here?ébecause the only 
reason, really, that I was in there for the last fortnight was to have this pump on me, 
there was no other treatment that I was gettingéò 

 
(Spouse) ñéto us it seemed a waste of a hospital bed.ò 

 

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 from this patientôs narrative and included in 

the IAS document (Appendix 30) as Figure 4-23 shows. 
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Figure 4-23:  issues and responses related to pressure area care 

 

Further reference to this patientôs experience after his discharge from hospital, is made 

in the following chapter. 

 

The next examples demonstrate how the hospital environment can significantly affect 

the patientôs experience of healthcare 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. 

1. ñéwe were in the annexe of that wardéthe first thing that struck me about it was 
how poor the planning was, not by the people who now run it but by the people 
who originally built it, because itôs one of those places where the only bit of 
daylight comes in ï comes in from what I call factory type windows right up at the 
topéitôs an old building... originally they were going to scrap all that and build 
new vascular units...  Hopefully in the future thatôll happenéò 
 

2. (Spouse, talking about post-operative period) ñéwas at this rather noisy endéI 
think you were complaining a bit about it being very busy, people going passed 
the bed that you didnôt know who they were or what they were and where they 
were goingéeventually you were movedéI think you settled better then...it was 
a more serene end of the ward.ò 

 
3. ñéwould like to have gone privatelyéI donôt like sharing great wardsédonôt 
mind being in a ward of about 6 but when itôs about 20, you know, long, oh I hate 
that épeople snoring, coughing, I couldnôt stand itéò 

 
4. ñéafter a very short while, I was moved into a side rooméI was told Iôd be better 
thereéthe only thing I will say is that, although Iôd had an operation, I wasnôt 
illéthe hard bit of being in a side room, you might think itôs going to be much 
more comfortable and luxurious, which in some ways it is, but thereôs another 
side of it which isnôt so good and that is, unless a member of staff comes in to 
actually do somethingécheck you overésupply mealséthat sort of thingéyou 
donôt see a souléyou lose the human contactéitôs not only limited visiting, itôs 
limited visibility as welléit can be very interesting sometimes with things going 
on in the ward that you watch, you know? Itôs like a spectator sport...and I 
guarantee you that any patient, thatôs at all reasonably well, does it.ò  
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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 offers a poignant insight into the patientôs experience of being in a 

side room.  This was acknowledged and responded to as an issue (Figure 4-24) and 

offered a point for consideration in the new design. 

 

 

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. ñéthey did sort of strip me and help me to washéI think just the first dayéI 
would have appreciated a bit more helpémaybe thatôs just me being lazy or 
something but I just felt so drainedéI think if theyôd saidé Iôll stay here and Iôll 
help you, I wouldnôt have said no.ò 

 
2. ñéI think it was the day after Iôd had it (operation) I was obviously very fragile, I 
didnôt feel like doing, couldnôt do anythingéI wanted a washéò  
 

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 

staff can make to patientsô experiences.   

 
3. ñIt was a great blessing to me that I was encouraged to be up and on my feet 
within a short timeéHad I not been able to get up and stroll about, I feel my 
recovery could have been longer, I think.ò  (Spouse) ñNot only physically but 
mentallyéthey do it for physical reasons but it has a good effect mentally.ò 
 

4. ñThe 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 
was a great comfort and Iôm very grateful to have had her there.  I havenôt a clue 
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 I do remember being very confused and saying the 
classic line ówhere am I?ôéI like to have my hand heldéit is something I get 
great comfort fromésubsequently, in the ward when I was recovering and had 
another blubbing fit and a nurse came and held my hand, again it was of great 
comfortéò ( account from male patient) 

 

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 Theme 5 órelationships with healthcare professionalsô, and thus the development 

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 ï 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 
 

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 provide an appropriate ófollow-onô model by which to enable 

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 

of their care, albeit without actually using the term ódignityô.  Of these, three had not 

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 

¶ ñéI donôt know whether he was a doctor or a nurseéIôd got Jordan booksé and 
he came the one day to wash meéthe book was on the bed and he says why 
does anyone want big boobs like that?  Would you like big boobs? And I thought 
no way are you washing me, Iôm sorry, and I says to himéI can manageéhe 
was doing his job but I didnôt like him saying that, that to me was stay clear, I 
didnôt like it so I removed the Jordan book.ò 

 

¶ ñWhat she did was, she undressed me, totally, and then she went off to do 
something else but, when she went off, she left the curtains ajaré there was a 
big gap in the curtains and I couldnôt do anything.  She didnôt give me my bell, 
there were people walking up and down and I felt terribleéI felt terrifiedéI 
couldnôt do anythingéò  

 
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 - previously MRSA+) ñéI also noticed last time we looked, compared to 
quite a few of the hospitals ...theyôve got a lower incidence (MRSA) than many of 
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the otherséò(Spouse) ñ...those old buildings é it is very hard for them to be kept 
cleanéIôve seen them going round with cloths on their hands, going round the 
screens and all that... (Patient) ñéused to watch them every dayétheyôd be 
doing everything they could, they couldnôt do moreéin my honest opinionéThe 
biggest problem I personally feel is the visitors coming in...ò 

 
2. ñéeducate, educate, educate...(patient was referring the public rather than staff 
ï added) on the cleaning side of it... they had twoécleaners for want of a better 
term éand whenever a bed was empty you would see them come in and theyôd 
look, thereôs this bed empty, and it might just be the patient just got out of the 
bed to go to the toilet and immediately theyôd have the brakes off, wheel it out 
and wipe it all roundéò 

 
3. (Relative) ñéwhat about that nurse that time that sneezed? éshe didnôt even 
bother to wipe her handséand a student nurse, she sneezed on the back of her 
hand and she didnôt bother to go and wipe her handsé.  I mean every time I 
went into the ward, theyôve got them all over the place (alcohol gel)éyou just 
wipe your handséò  (Interviewer) ñédid you notice them hand washing; the 
nurses?ò (Patient) ñYes, they were very good I noticedéshe said she had hay 
fever, didnôt she?ò (Relative) ñébut she was going in every bloominô cubicle 
sneezing on people.  I didnôt think that was a good ideaéò 

 
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 
 

Other service user narratives included in the Report also indicated they believe that 

more needs to be done to raise public awareness about the service userôs role in 

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). 

   

 

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.  The first extract also provides evidence of some patientsô wider knowledge 

about hospital services  

 

1. ñLousyéwhen I went in, in 2000 éthey had their own kitchens and were cooking 
their own foodérecognisable and tastyénow, as I understand it, itôs done on the 
hot baking systemé they bring it in and obviously itôs heated up in the hospital to 
a required standard, enough to kill anything thatôs in it, including the patient.  The 
main trouble is, it is often unrecognisable and very often slopé obviously 
working to a low budget.  éon the telly the other nightétheyôd been to the CXC 
hospital.  Theyôre allowed Ã2.60 per day, per patient for food, thatôs it.  But 
theyôre dishing up new potatoes and god knows what and theyôre sourcing it all 
locallyéitôs not coming in from someé.contractor. éan alternative, perhaps you 
could pay the hospital an extra £1.00 per day and get something better...ò 

 
2. ñIôm not a big eater, the food I had was good enough for meéif I didnôt like what 
was there I would have a sandwichéthere was a choiceéI said to my daughter 
Iôve had a very strange meal today but Iôve enjoyed itédonôt know what it was. 
Only thing I could complain about was the teaéit came in a tiny cup and I have a 
bit of sugar usually but they wouldnôt let me have it in there.ò 

 
3. ñéthe food was excellentéI said compliments to the cook once or twice 
because they were so niceéI really enjoyed the foodéò 

 
4. ñégenerally speaking the grub was ok bearing in mind the difficulties of moving 

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 I should inject myself about 20 minutes before a meal.  In hospital, one never 
knew when it was 20 minutes before, and oft times I was using a needle only a 
couple of minutes beforeéas soon as the trolley appeared I would shove the 
needle in and that would only be about three minutes before eatingéò  

 
5. ñémy favourite beverage is teaéat an early stage in my diabetes it was 

suggested that I should drink skimmed milkéthis has now become a 
preferenceéSkimmed milk was never available in hospitaléeven Marvel would 
have been preferableéor little sachetséò  

 
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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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 patient ñéPatient-line is an 

absolute rip offò.  Another patient suggested 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 ñ...if you knew the money was going into the 

NHSò. 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.   

 

 

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 
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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 

patientsô relatives had at least half an hour to travel, some over an hour, which often 

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 

 

 ñThereôs no direct bus from the train station to the hospitaléyou have to go from 
the station to the town and change buses to get to the hospitaléò   

 

Two relatives reported difficulty in visiting, either because of their own health (one had 

Parkinsonôs disease) or because they were also a carer for another close family member 

(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) ñI did think for me, as a visitor, the space between beds was horrendousò 
(Patient) ñEspecially in the far end of the wardò (Spouse) ñI had to sit in frontéyou 
know?  You couldnôt get to the sideéò  (Patient) ñéin some places the visitors had 
to sit out in the middle of the ward... very difficult for the stafféò 

 
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 

 

 
Figure 4-28:  issue identified by service user insufficient space between beds 

 
(Spouse) ñéfrom a visitorôs point of view I had to walk to the caf® to get a drink éI 
would quite happily have paid for a coffee.  They come round with a trolley for 
patientsélong walk to the caf®éespecially for older visitorséò 

 
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 

example ñéthe price of the parkingé. Ã6.00 a day for 8 weekséò  Similar to the 

comment about Patient-line, one patient had remarked that ñ...if the money was 

ploughed back into the hospital I wouldnôt mind...ò  However, the multi-storey car park at 

SE NHS Trust meant finding a space to park was not an issue and this was valued.  

Two additional, separate comments were 

 

¶ ñ(Patient)é it was a long way to walk, I must admit though on some occasions 
youôve got the French doors from the day rooms that open right out onto a car 
parkéò 

 

¶ (Spouse) ñéI ended up using the Park and Ride as often as I could, although itôs 
not available on Sundays.  Principally because I - generally speaking - was there 
for well over four hours, which was going to cost me £6.50, and Park and Ride 
was £1.50, so that worked quite welléalthough it was a bit of a nuisance when 
you were carting stuff aroundé thereôs a parking fee at all timeséconcessionary 
parkingédoesnôt occur nowéò 

 

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.  

 

Figure 4-29: car parking and access issues reported by service users 

 

Theme 14: Discharge 

Patientsô experiences of discharge varied considerably. Extracts from 6 patients were 

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 patientôs 

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.  

 

 

Figure 4-30: issue identified by service providers 

 

Conversely, another patient recalled  

 

ñéno problems with dischargeé just had to arrange for district nurseécame out 
in a wheelchair straight up to the car, no probleméso I came out in slippers, 
pyjamas and a dressing gownéò.   

 

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 

 ñéhated the experience é had felt very lonely é the telephone and television 
had cost a fortune (£75 - added) é the family had been unable to visit because 
of the distance éthe food had been awful é and no follow up referral had been 
organised for a district nurse visit after dischargeò.  

 

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.  

 

 

Figure 4-31: poor after-care, an example of an unresolvable issue 

 

As Figure 4-31 illustrates, the issue identified from the patientôs narrative in this instance 

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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Figure 4-32:  issues related to in-patient hospital admissions as identified by service providers 

 

Another patient had felt they were 

 

 ñpushed out of the hospital far too quickéit was only a week, I think, I was in, 
but there was a lot of shuffling going on with the beds, a lot of shortages of beds, 
I think theyôd closed down ward X but they hadnôt stoppedéthe admissions that 
were coming inéò  

 

Although this patientôs experience did not result in a specific issue, this did relate to an 

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.    

 

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 in which the vascular patientôs journey can be influenced.  They also 

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) ñThe only downside weôve got is transport.ò (Patient) ñYes, transport 
has got diabolicaléit donôt turn upéthe system has been changedéitôs now 
done from a call centre.  For example, they said I could come homeéthat was 
12 oôclockéwe arrived here at quarter to half past nine in the eveningéand that 
was in a regular taxi.ò  (Spouse) ñWell, the last time é was going in, it was 
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arranged that é had transportéthe hospital rang at 11 oôclock in the 
morningécan you be in hospital by 2 oôclock we are operating on you 
todayétransport bookedéhalf past one they hadnôt arrivedéI rang them up, itôs 
on the wayéhalf past two it hadnôt arrivedéhad to ring hospital to tell them 
éwouldnôt be there for the operation so they had to re-alter all their lists againéò 

 
2. ñémy son or daughter has to lose time from work to take meéthen they have to 
spend on petrol é appointments on all different dayséIôd rather have my son or 
daughter take me because they can come in with meéwhat little bits I didnôt 
understand or didnôt quite hear, because I am deaf in the one ear...they listen 
and they know everything thatôs going on.  If Iôd have had public or hospital 
transport, which a lady was telling me abouté, I wouldnôt have had my 
daughters with me.ò 

 

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.  

 

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 patientsô experiences 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 patientsô and their familiesô experiences of living with PVD. 

 
1. (Patient) ñéwe had to have a nurse in every day to dress it (the wound)ékeep 
an eye on itéstill going backwards and forwards to SE NHS Hospital every other 
week just to checkéò 
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2. (Patient) ñéthe hospital are so worried about that legé me damaging 
ité(Consultantôs ï added) last words to me, me main doctoréhe said ówrap this 
other one up in cotton wool, thatôs the one that youôve got to look after ócos, he 
said, if you do something to that one thereôs no bypass or anything for that one.ô 
(Partner) óéit is scary, it is scaryéò  

 

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  

 

ñéIôve gone back to the same scenario which I had before the leg was removed, 
even nowéwhen Iôm at ï (local) hospitaléI put my leg on and I walk so far then Iôve 
got to sit downéthis foot will absolutely go white, it will only let me do so muchéitôs 
definitely a probleméô óéIôd like to go back to work if I could but I canôt see it 
because the jobéme damaging it...ò (This patient was a carpenter) 
 

Two of the 11 patients mentioned that they had acquired an infection 

ñ éI was sent home with an infectionéxx rang me and said that theyôd had the 
results of a swab that theyôd taken while I was inéit turned out that I had an 
infectionéso I went on two doses of antibiotics at the same timeéòô 

 
ñéwhen I went down with the MRSA our own GP came in and prescribed 
antibioticséthe leader of the district nurses at that surgeryéshe rang the vascular 
team upétold me the ambulance will be there by 5 oôclockéò 

 

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   

 

ñéI can walk to the supermarket, well nearly get there, just got to cross the 
roadéIôm scared of crossing roads so I wait till thereôs a crowd there, then the painôs 
eased so I can dash along with theméIt is a bit embarrassing when you wonôt cross 
the road and youôve got your grandchildren and they say ócome on é itôs clear nowô 
and I have to say óhang onôéò 

 
ñéIôm better with one legébut Iôm still waiting for treatment for the right, the right leg 
is getting worse all the time, in fact itôs a lot worse now than when I went in hospital 
ages agoéI can hardly walk nowéitôs so painfuléI donôt like being so helpless and 
this leg is the only thing thatôs stopping me walking about.ò 

 
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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ñéeven now you get that sort of emotional thing, nobody had told me any of the 
effectséthis is the annoying thingéthe surgical side, great; psychological, nil.  
There was no follow-up at all on that.  It was only by the grace of God heôd (a friend 
ï added) had actually the same operation as meéthat I knew then that all the things 
I had been experiencing... the sense of isolationéall the jobs that I used to do (and 
couldnôt do post-operatively, friend gave booklets and patient started to keep a diary 
which helped ï detail added) éyou feel cut off, awful because everybody else is 
running round behind youédoctors 3 times a week for dressingséyou feel so 
helpless.ò 
 

This patientôs experience, as previously mentioned had contributed to a number of 

issues being raised.  These were still receiving attention several months later as the 

following example from the Prioritised IAS document, dated 22nd July 2008, in Figure 4-

35 illustrates. 

 

Figure 4-35:  examples of ongoing issues and evidence of orientation to PCC in key pointôs column 
through reference to Picker Institute 

 
Figure 4-35 also reveals evidence of the SE Trustôs interest in following the principles 

and philosophy of PCC through reference to the Picker Institute Europe (2011, Sizmur 

and Redding, 2009) in the key pointôs column. 

 

And, finally, an insight into the potential consequences which may arise if a patient fails 

to receive appropriate post-operative follow-up.  

 
(Spouse) ñéwe went up and saw one of the teaméhe said, have you had your post-
operative scan...weôll organise that and then Iôll see you againéshould get 
notification of the scan within 2 weeks.  Well, we got notification but the scan wasnôt 
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going to be done for another month, or moreéI rang the scan people this time and 
saidéI am certain that my husband should be having a scan within 2 
weekséchecked the letter and came back to me saying, yes, you are quite right 
come up next weekéwent for the scanépart of it had occluded, it had narrowed 
anyway in a dangerous wayéback in (hospital for further surgery) within the 
weekéWhat worries meéif we hadnôt actually made the move to say can this be 
checked, it would not have been found and, Iôm afraid it would have been an 
emergency, so thatôs a little bit concerning, especially as after this second op, 
although everything appears to have gone absolutely smoothlyénobodyôs seen 
Dave (name changed), neither our GP nor anybody at the hospital, and thatôs since 
May, and I donôt know if there is supposed to be any follow-up.ò (Interviewed in 
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. 

 
Figure 4-36:  vein graft surveillance guidelines ï 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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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 

due to the focus of this studyôs literature review, which did not specifically examine PCC 

in terms of patientsô post-hospital discharge experiences, these are now identified as 

two significant gaps in light of the findings of this AR VPJ study.  The narratives 

captured in this study make clear that these patientsô journeys did not end when they left 

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, 
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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. 

 

 

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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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. 

 

 

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. 

 

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. 

 
ñThe interviews with the participants have been a humbling experience.  They 
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.  
I 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.  I 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 ónormalô lives, as far as their condition 
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. I feel privileged to have met these people and 
to be conducting a study with health professionals who are held in such high 
regard by their patients.ò (Extract from PhD Journal, 2007) 

 

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 patientsô journeys, it 

is recognised that anotherôs perception of these service usersô experiences, based on 

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.  I 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 

29th November, 2007, by which time the six steps of VPJ process had been completed. 

A follow-up óaway dayô was however held in December 2008, when the VPJP team met 

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 insights into NHS patientsô healthcare 

experiences.  From these, the power of the patientôs and their relativeôs voices, as a 

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 

peoplesô stories are 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 of factors which impact on patientsô 

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 of the patientôs voice as catalysts for change.  

 

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: Evaluation 

 

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 related to evaluation of participantsô perceptions 

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.  



 

181 
 

Service provider evaluation  

The 6 questions used in the service provider evaluation were influenced by an 

unpublished óPatient Journey Evaluation Report; Final Reportô produced 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: 

 
1. ñWhat do you understand by the term Patient Journey? 
2. How actively involved in the PJ project would you say you were? 
3. What do you consider were the good aspects of the PJ Process?  
4. What do you consider were the not so good aspects of the process? 
5. How do you think we could improve things for the future?ò (Campbell and Lloyd, 

2007, p. 10) 
 
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 13th May 

2008 (Figure 5-1).   
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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. 

 

 

Figure 5-2:  evaluation ï 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 ópatient journeyô, at least initially, to a 

process, for which a variety of terms and descriptions were used including: 

 

¶ ñthe whole pathwayò; 

¶ ñthe way the patient processes through the treatment systemò 

¶ ñpatient packageò 

¶ ñall stages of patient careò 

¶ ñthe process in which a patient passes from initial contact/referral through to 
discharge from acute careò 

¶ ñthe journey the patient takes...ò   

¶ ñGP referral ï hospital ï investigations ï diagnosis ï dischargeò.   
 

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 

this starts ñfrom the onset of symptomsò. Interestingly no-one described a 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 experience ï ñseeing the patient as an individualò 

Six respondents (including two of the 12 who defined this as a process) used the term 

ñpatient experienceò to explain the patient journey.  Their responses had been further 

explained by comments such as 

 

¶ ñpatient used to be viewed as a commodity, now we are here for the 
patients...every aspect - a holistic view of the patient experienceò (Lead 
Clinician/Lead Vascular Consultant) 

¶ ñhow they get through the system and come out the other sideò (Vascular Nurse 
Practitioner)   

 

A Superintendent Radiographer elaborated yet further 

 

¶  ñThe patient experience; right from the very start of their initial contact with the 
medical profession ï their experience through the system physically and 
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emotionally.  Patients are very different arenôt they in the way they react ï you 
know? Everything from hospital phobia through to complete confidence in the 
system...we must be aware of what patients are going through ï how they 
perceive your area, your department ï to perhaps make life easier for us allò 
(Superintendent Radiographer) 
 

The latter comments are perhaps reflective of an increased recognition by the VPJ team 

that the patientôs journey, at least in this context, had become more humanised and 

patient-centred. As one respondentôs succinct response affirms; the patient journey was 

 

¶ ñénow about seeing the patient as an individualò (Vascular Nurse Specialist). 
 

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 held a ñminor and irregular advisory/consultative roleò (Appendix 

32, Figure 5-3 and question 2) 

 

Figure 5-3:  example of textual evaluation responses 

 

One of the Vascular Consultants described himself as ñnot very involvedò.  One of the 

Ward Sisters explained that she was  

 

¶ ñ...not as active as I wished I could have been and feel I could have had a lot 
more to offer if I could have got away from the ward...always included in ward 
staff numbers...ò (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 studyôs analysis of service user narratives discussed in Chapter 4. 

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 the Labour Governmentôs NHS modernisation 

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 

 

¶ ñ...specifically looking at the role of the patient within the ward environment, and 
the nursesô and patientsô perspectivesò (Ward Sister) 
 

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 

 

¶ ñ...pressure of workò (Medical Secretary); 

¶ ñ...work pressure too great to attend...struggle to keep up with emails...been 
working through lunch hours...ò (Waiting List Co-ordinator).   

 

A Vascular Consultantôs secretary, who had commenced in post after the start of this 

project, attributed her non-attendance to   

 

¶  ñ...time restraints ï difficult to just drop everything and go to a meetingé.Yes, I 
think we do get overlooked sometimes...ò  (Vascular Consultant Secretary) 

 

The above comment about being ñoverlookedò related to the secretaryôs appreciation of 

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: 

 

¶ ñ...identification of issues that as a team we can try to put right for the benefit of 
patientsò (Vascular Nurse Specialist) 

¶ ñ...adequate level of consultation involving many stakeholders...teamworking and 
teambuildingò (Lead Nurse, Practice Development) 

¶ ñ...involvement of different specialties and professionals...variety, etcò 
(Physiotherapist) 

¶ ñ...improvement in efficiency of systems as a result of the multidisciplinary 
approach to systems analysis and capacity planning, using a model similar to 
FMEA...ò (Failure modes and effects analysis ï added) (Pharmacist) 

¶ ñ...bringing teams together...a chance to stand back and look at the PJ from 
different perspectives...ò (Director of Nursing/Executive Lead) 

¶ ñWe all got together...all the different areas...that was a really positive aspect 
because we donôt get together at all...would definitely like to see that sort of 
forum continue.  We are very specific in our own little areas arenôt we? 
Sometimes we donôt appreciate what also goes on at the beginning or end of the 
journey.ò (Ward Sister) 

¶ ñ...all people in the room discussing service issues...significant óbuy-inôò (Service 
Improvement Manager) 

¶ ñGetting everyone to talk together...ò (Clinical Lead/Lead Vascular Consultant) 

¶ ñMultidisciplinary approach...key aspectò (Primary Care Nurse Specialist) 

¶ ñ...itôs opened up communication between other members of the team...ò 
(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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¶ ñ...identification of issues that are important to patients...privilege of reading 
about the patientsô experience... issues that as a team we can try to put right for 
the benefit of patients...ò (Vascular Nurse Specialist) 

¶ ñ...meaningful patient involvement...ò (Director of Nursing Services) 

¶ ñInitially I thought...whatôs it going to do because we have played around before 
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 patientsô views as well ï it puts it all together ï and ï 
because you get feedback from the patient...it does demonstrate that even 
though we assume that weôve put things in place that will work it doesnôt mean 
they do work...you give people information sheets...they donôt necessarily read 
them and itôs good to appreciate that. And itôs good to actually pick up and have 
someone come back because they (patients ï added) donôt tell us.  They very 
rarely will stand up to us and say óyouôre talking across my bed and I donôt know 
what youôre talking aboutô ï they donôt do that...weôre the suits...theyôre in a 
vulnerable position ï flat in a bed looking up and everyoneôs around them looking 
down...This is the chance for them (patients ï added) to do it back...Weôve got 
some feedback from patients that we donôt normally get ï itôs part of British 
culture not to complain if, overall, we are happy with the service we get...ò 
(Clinical Lead/Lead Vascular Consultant) 

¶ ñóI liked to hear what the patients had to say.  It confirmed a lot of things for me ï 
it threw up a couple of new ones as well that I hadnôt thought about and again, I 
kind of felt it was putting us in a privileged position.  You know ï you (researcher 
ï added) were out there  ï and they (the patients ï added) were in an 
unthreatened environment and I know whatôs come back from them has come 
back with no pressure ï itôs not me sitting beside them asking them, and itôs their 
honest feelings about how weôve been looking after them ï and I think thatôs 
important.  You can give them EXIT cards, and you can ask them but whether 
they are truly honest or not when itôs you (their healthcare professional ï added) 
thatôs doing the asking, and itôs you whoôs doing the looking after them and that 
they know theyôre probably going to have to come back again ï I sometimes 
wonder if they do answer it right.  But I think they have here.ò (Vascular Nurse 
Practitioner) 

¶ ñ...itôs made me aware of the whole system. It also makes you aware of what the 
patient is going through in broader terms.  I mean if youôd asked me a year ago, 
before we started this, Iôd have said ï arrival in hospital on the morning of their 
examination ï but now I 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 whatôs happening to them...Iôm more motivated...ò (Superintendent 
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: 

 

¶ ñI think it was really good that we all came together and were able to, and felt 
quite happy, giving our viewpointsò (Ward Sister) 

¶ ñQuality of reports and data really helpful ï grounded, real...ò  (Service 
Improvement Manager) 

¶ ñThoughtful assessment of our activities...ò (Consultant Vascular Surgeon) 

¶ ñClarity 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 approachò (Lead Nurse, Practice Development) 

¶ ñWhatôs good?  The fact that itôs been so complete, so thorough...Iôve been 
involved in these sorts of things before ï everyone sits around a flip chart and 
scribbles things down for a couple of hours and thatôs it.  I think the key thing 
about this is that itôs been very thorough ï much more thorough than I have ever 
experienced before ï collecting of information, the meetings and feeding back...ò 
(Consultant Anaesthetist) 

¶ ñInformal nature of meetings allowed frank and honest discussion.  No element 
of blame, etc., whenever an issue, shortfall etc., was noted...ò (Lead Vascular/ 
Amputee Physiotherapist) 

¶ ñ...thereôs been a hell of a lot achieved in not that many meetings ï but ï it 
needed you, or you with the VNPôs help...it would need that ï you couldnôt expect 
a committee to do it ï I wouldnôt have thought.ò (Superintendent Radiographer) 
 

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 

qualitative 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:  

 

¶ ñéThose who work in healthcare should be helped and encouraged to improve 
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 I experienced in the 
commercial sector as an employee of a successful global, customer focused 
communications company. 

¶ Why does the NHS have to be different?  I have witnessed so much frustration 
and ówastedô talent amongst the different types and grades of employees since 
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 óknocked backô or óheld backô by a lack of 
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 ï just as I too have found in my experience.  In order to have your 
voice heard or to create any positive change, as I 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 teamworking culture. In addition, I also now believe that, 
despite the perhaps inevitable, early challenges I experienced as an óoutsiderô, 
being an outsider is an ideal and appropriate stance for a Patient Journey project 
facilitator...ò (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. 

 

¶ ñThe reproducibility of this is in part dependent upon the investigator or the 
person whoôs involved...the reproducibility of this as a tool ï because itôs 
qualitative ï the person who does it is the key element... You know as well as I 
do that if you go to some meetings that are chaired by a very strong chair ï itôs 
good because you get through the meeting but you often feel like you are being 
railroaded into decisions and actions that you think - óhang on a minute, we 
havenôt discussed thatô - but oomph itôs gone. Whereas if you have the meetings 
where everybody says everything about everything then you donôt get through 
the meetings and donôt come up with anything of benefit.  So itôs that fine line ï 
itôs a line that has to be learnté 
éBecause of your approach ï you donôt give off the ówrong vibesô ï because you 
take that approach ï you let it roll but still keep it driven ï you create a situation 
of somebody that I think, from my point of view, I think óright, I want to try and get 
this right; I want to do something; I want to make sure I engage...ô Because you 
donôt drive us too hard and because you donôt give us grief and stuff, but do still 
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 ï it just takes a couple of sharp 
little comments and you think ï óah well, sod you!ô...Getting everyone to talk 
together through a relaxed approach...ò (Clinical Lead; Lead Consultant) 
 

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 LVCôs comments make 

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, another ógoodô aspect of this AR VPJ study was 

that although he had been 

 

¶ ñ...aware of some issues before - the PJ has had the effect of putting it down in 
black and white ï itôs not something we can ignore as much ï I suppose itôs 
given us the impetus to sort it outò  (Consultant Anaesthetist) 
 

According to the Superintendent Radiographer, his involvement in the Patient Journey 

project had since 

¶  ñ...opened up all sorts of doors...ò  
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:  

 

¶ ñThe suits in the Trust ï although they acknowledge you as general people and 
they know that the Trust couldnôt function without all these wee ants rushing 
around doing what we do ï itôs nice now and again for somebody to actually 
know who we are and acknowledge that you exist.  Thatôs been quite nice from a 
selfish point of view for me ï you know you can trudge away and do stuff and 
nobody knows till youôre not there what you do ï felt that for years ï nobodyôs 
fault itôs just what happenséBecause of this ï the PJ ï Iôm known in the corridor 
now by people who would have never known me before. 
Different departments ï when you go to them - they suspect that youôve the 
knowledge and the skills to be able to do stuff ï but without turning up with your 
CV and portfolio ï they donôt really know... All of a sudden it seems to have 
actually made it clear that no ï sheôs actually got a very active part in it (the 
vascular patient journey - added) and knows the majority of the patients from the 
beginning to the end ï I find that theyôre coming to me now.é You know ï they 
used to ask half a dozen doctors ï whoôd never even met the patients ï about 
somebody Iôd have seen...to make a decision ï a clinical decision without even 
meeting the patient - they donôt do that anymore ï they bleep me... I think this 
has improved patient care.  Itôs not increased my patient workload at all because, 
ultimately all that happened before was that the junior doctors wouldnôt want to 
make a decision and, if the consultant wasnôt available; they would come to me 
anyway.  So, no, it hasnôt increased the workload.  I think itôs just made it a wee 
bit easier for the patient ï theyôre not hanging around waiting ...also if you 
havenôt met the patient (junior doctors - added) how would you know what to do? 
My role is now better identified ï my involvement with the PJ has improved my 
working life and my profile.  Iôm no longer an anonymous processor ï theyôre 
now recognising what I do ï theyôre interested in my opinion.  
It has also given me a better insight and understanding of other roles.  I hadnôt 
appreciated before the amount of paperwork and the going backwards and 
forwards of patientsô notes ï poor secretaries, admissions and medical records ï 
theyôre going backwards and forwards and Iôm not surprised theyôre (the notes) 
lost half the time ï if you think of how many times those notes move around this 
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hospital and whoôs tracing them/whoôs tracking them then Iôm not surprised they 
get lost as often as they do ï Iôm surprised they even get where theyôre 
supposed to be going...I think as well ï the duplex girls ï before ï not meaning 
to sound rotten about them ï but I 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 ï the patients were ok ï Iôm not 
indispensable, they can function without me.  Nice to get away from what youôre 
doing all the time...I have a very reactive job...bleep going off all the time.  This is 
just nice.  I wouldnôt shy away from it in the future and I wouldnôt take so long to 
make my mind up like I did this time and have to be dragged half way up north to 
prove a point! I suppose I was very sceptical because everything weôd tried 
before just didnôt seem to work but, this to me, has shown that if youôve got a 
structure...you canôt ignore it.  Itôs almost like ï oh ï you have to do it now, donôt 
we?  Weôve gone and got 11 patients to say it so weôve got to do it.  So I would 
never shy away again from it...I would definitely do it again.ò 

 

The VNP was pivotal to this projectôs success.  Her insider knowledge of the setting, the 

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 received stated ñnoneò (Vascular Nurse Specialist and a 

Consultant Vascular Surgeon).  A further 3 had commented: 

 

¶  ñDifficult for me to say, maybe timeò (Executive Lead/Director of Nursing) 

¶ ñI donôt think there are any not so good aspects.  I think it is very difficult to get all 
those people together at one time on a regular basis but I donôt know what the 
best way is to get around thatò (Ward Sister) 

¶ ñNothing comes to mind...didnôt find any not so good aspects.  Despite extra 
work it has value and is worth doing...it crystallises the issues.ò (Clinical 
Lead/Lead Vascular Consultant) 
 

Other responses included:  

Time constraints; bringing a project team together 

¶  ñDifficulty in getting stakeholders together especially during the mapping 
phase...no easy or immediate access to researcherò (Lead Nurse, Practice 
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 ï 
comment added) (Appendix 32) 

¶ ñDespite variety, continuity of staff was not always apparent...other 
commitmentsò (Physiotherapist) 

¶ ñVast number of issues highlighted by process requiring additional demands on 
time...wonder if there is a more manageable way? (Service Improvement 
Manager ï joined project at sixth VPJ meeting) 

¶ ñPeripheral time commitments restricting ability to contribute/commit as would 
have liked.  There were so many issues ï no light and shade (75 ï 
added)...difficult to see what would happen...very open endedò (Service 
Improvement Lead) 

¶ ñDifficulties of becoming involved as an outsiderò (Primary Care Nurse Specialist) 

¶ ñYouôve probably had a nightmare trying to organise everybody...ò When asked if 
time had been an issue ñNo, not really because thereôs been a hell of a lot 
achieved in not that many meetings ï but ï it needed you, or you with the NPôs 
help...it would need that ï you couldnôt expect a committee to do it ï I wouldnôt 
have thought.ò (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 

¶ ñ...keeping the work going and maintaining the momentum ï somebody needs to 
take it all forward - who leads that ï I donôt know.ò (Vascular Nurse Practitioner) 

¶ ñNo clear actioning for the completion of the óto doô list ï thatôs what weôre often 
very bad at doing...other thing to bear in mind ï you canôt do a project like this 
and think it will be finished...I think what we have to work for is TQM (total quality 
management ï added) and to always improve on what we have ï and that is a 
challenge.  Need to build acceptance that we need to continually change into the 
way we work ï then I think we can do it.ò (Consultant 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 

The Consultant Anaesthetistôs proposal (see quote above) to work towards a total 

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 
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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)  

 

¶ ñThe system is based on a premise of there being no cost to the organisation of 
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.ò 
 

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.   

 

¶ ñResources...could be costly to run?  Estimate approximately 12 hoursô time 
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  

¶ ñWe 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.ò (Vascular Nurse Specialist) 

¶ ñ...share 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 Trustôs - added) newsletter 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.ò (Lead Nurse, Practice Development) 
(Appendix 32) 

¶ ñI 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 ï not 
only for vascular patients but all patients across the trust.ò (Director of Nursing 
and Patient Services) 

 

By way of response to the second quote, an article was subsequently published in the 

SE Trustôs newsletter in October 2008, and further presentations undertaken.  One of 

these was to the SE Trustôs Patient Experience Committee in August 2008, the 

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.   

 

¶ ñImprove communication between primary and secondary care ï to improve 
working relationships and avoid duplication of work...this would improve service 
provision and cost effectivenessò (Primary Care Nurse Specialist) 
 

Issues concerning teamwork and communication between primary and secondary care, 

particularly with regard to patients ófalling through the netô between services, had also 

come to light during patient interviews. These were discussed as issues in Chapter 4. 

 

¶ ñ...courage to acknowledge those issues which just have to be óparkedô. Find 
ways to ensure ward nurses get involved...ò (Service Improvement Lead) 

¶ ñMore corporate by-in; obviously the Trust knew about it but I think this sort of 
thing should be given top billing...this is a priority...this has to be reported on and 
we have to make sure that we are achieving something from it.  I think itôs a 
really good project and it could have had a higher profile ï maybe it has and I 
donôt know about it? This is something we could use elsewhereò (Consultant 
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 

¶ ñI canôt think of any other way of running it differently ï I think itôs really good ï 
excellent really ï because it was there ï you joined in, you hopped off ï but it 
happened...ò (Superintendent Radiographer) 

¶ ñAs a process ï no suggestions; enjoyed participatingò (Vascular Nurse 
Practitioner) 

¶ ñPerhaps having a list of all dates and times way in advance that would have 
been helpfulò (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 ï comment added) 

¶ ñ...invite individuals who are part of the MDT (multidisciplinary team ï added) to 
discuss aspects of their care/issues at specific times on a 3-hour afternoon 
agenda, for example.ò (Consultant Anaesthetist) 

¶  ñPerhaps break up the journey into stages and run a mapping exercise for each 
stage to allow the relevant people to attend.ò (Physiotherapist) (Conversely, 
other team members commented on the value of the insight their involvement in 
this activity had afforded them of each otherôs roles and of the whole patient 
journey ï 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 ñAny other comments?ò  The reason for this was because, despite earlier 

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 

¶ ñ...A welcomed change to improving patient safety and overall patient care.ò 
(Pharmacist) 

¶ ñA good model ï helped everyone draw out the issues and bring them all 
together.  However, staffing and time constraints are a major drawback.ò (Ward 
Sister) 

¶  ñI wouldnôt shy away from another PJ in the future ï I suppose I was very 
sceptical at first because everything weôd tried before just didnôt seem to work 
but this has shown to me that if you have a structure ï you canôt ignore it ï 
particularly as we have had our patients tell us their experiences ï so weôve got 
to do it. Iôm not an academic (a personal view despite her extensive clinical 
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knowledge and expertise, and an MSc ï added)...I was worried that I was going 
to get into something that was far too highfaluting ï but I have enjoyed this and 
would definitely do it again. I would also recommend that other nurse 
practitioners get involved if they get the chance.ò (Vascular Nurse Practitioner) 

¶ ñ...despite extra work this has value and is worth doing, it crystallises the issues. 
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 ï what if we 
missed a number of key points out there that we should address for other 
patients?  I want to know everything thatôs going on...I understand sampling 
sizes ...itôs not a fault of how it was done...but I donôt think thereôs any other way 
of doing things ï I realise it has to be this way...Would have liked more time ï but 
still feel length and timing of meetings were right given the circumstances.  Donôt 
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 of the team...ò (PJ Clinical Lead/Lead Vascular 
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 the teamôs ability to quickly attend 

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 Trustôs busiest Consultants (as previously 

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: 

 

¶ ñYou can put together a patient questionnaire to say óare you happy with the 
service we are providing you?ô but you can get whatever answers you like 
depending on how you put the questionnaire together...the Governmentôs 
agenda is driven on questionnaires which they design to get the answers they 
know they can deal with...This is open ï Tell us about the journey; tell us about 
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what happened, what you liked, what you didnôt like, what worked, what didnôt 
work.  This gives you a lot more. 
The thing is ï from the medicôs side, the scientistôs side if you like, itôs much 
more qualitative than quantitative and we are much more comfortable with 
quantitative research.  Give us a set of numbers...80% success rate - we know 
where we stand.  This is qualitative research and itôs much, much harder for us 
to appreciate and, although we all go away and get taught in our research thereôs 
quantitative and qualitative and these are different things ï we mutter óqualitative 
ï fluffy physiciany stuffôô...an attitude to be found particularly amongst surgeons, 
but also amongst medical doctors.  The way we work as surgeons ï with so 
much coming at you, you have to compartmentalise and so you have to have 
knobbly bits to hang on to ï thatôs what hard facts provide you with ï óI know that 
I should do this operation for you because youôve got the following situationô ï 
fine Iôve stopped thinking now ï the decisionôs made...whereas this is much 
softer.  But actually, when you break it down, and you read through it... itôs 
crystallised into areas and patterns and things... So what Iôve got at the end of it 
is; A, I feel slightly more comfortable with qualitative research ideas now; and, B, 
Iôm coming out thinking this is a very good process that we should be constantly 
doing ï and itôs not just a process that we should be doing in the NHS.   
..as I began to realise what weôve got from it, just how much weôve got from it, I 
wondered if we should do this every 5 years? Just to see...Now I think...every 
team should do it every 5 years.ò (Excerpts from recorded interview with PJ 
Clinical Lead/Lead Vascular Consultant) 

 

When meeting two stakeholders from the SE NHS Trust, at a Kingôs Fund Conference 

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   

 

¶ ñWeôve done care pathways before but actually nothing really seems to come of 
it, certainly not in that depth.ò 
 

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: 

 

¶  ñ...you can make suggestions to Trust management about changes to service 
but they disappear ï whereas this seems to be a bit more staff-solved problems 
ï if you know what I mean? ...this has been an exercise based on experience if 
you like and any problems that have come up from that...then weôve discussed - 
as a team ï how to solve all these problems for the benefit of patients and the 
running of the service ï not for any cost cutting...Patient feedback was very 
interesting ï some a bit bizarre but that makes more interesting reading...I feel 
privileged that weôve been the only ones in this hospital so far to have been 
involved ï itôs been great.  I hope Trust Management would say that theyôd do it 
for every service reallyò (Superintendent Radiographer) 
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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 óone offôô suggestions were also offered by VPJP team members as points 

for wider consideration.  Amongst these included: 

 

¶ ñ...opportunity for academic accreditation of local facilitator roles?ò (Lead Nurse, 
Practice Development) 

¶ ñThe Patient Journey versus patient focus groups; or both?ò (Service 
Improvement Lead) 

¶ ñFor you (researcher) to explore professional development opportunities, 
including secondment with IHIò (Institute for Healthcare Improvement, 
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).  



 

199 
 

 

Figure 5-4:  information update by Waiting List Co-ordinator recorded in prioritised Issues and 
Solutions document ï July 2008 

 

The WLC also expressed views on the recently introduced IT system which had 

significant óteething problemsô.  Related issues were, once again, reported back to the 

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 Consultantôs Secretaries reiterated many of the concerns voiced by the 

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 

patientsô notes; tracking of diagnostic test results; booking of appointments for which a 

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.  






































































































































































































































































































































































































